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Record Type: Record

To: jennings_c @ al.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 Testing Among Populations at Risk for HIV Infection —
Nine States, November 1995-December 1996

Extending acquired immunodeficiency syndrome (AIDS) case surveitlance 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 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 know!-
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.




12/23/98

WED 17:18 FAX 202 4015783 CHIEF OF STAFF

Vol. 47 / No. 50 MMWR 1087
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 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 (768% 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 besn tested
[68%] than persons in older age groups [range: 76%-81%])).

Most of the respondents stated that they did not know whether persons W|th 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%, raspec-
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 Maryland and Texas; neither name-based nor Ul-based
HIV case surveillance was conductad In New Mexico and Oregon during the study period. Ali
states except Mississippi offered publicly funded anonymous HIV testing and counseling.
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TABLE 1. Percentage of untested respondentsreporting factors* for not testing for HIV, and percentage of testedrespondents %‘

reporting factors* for delaying testing, by HIV risk factor — HIV Testing Survey,’ December 1995-November 1996 5

Men who have sex %"*

with men Haterasexual Injecting-drug user Totaf$ ]

A Msin A Maln A Main A Main !

Testing status/Factor factor factor factor factor factor factor factor factor Q

Not testing’ - {n=151) {n=269) {n=136) (n=556) 3

Afraid to find out 59 27 41 21 51 30 48 25 2

Unlikely to have been exposed 52 17 48 25 25 7 44 18 2
Thought they were HiV negative 57 19 - 49 15 33 6 47 13
Didn‘t want to think about being positive 65 7 42 8 54 10 48 8
Could do little if HIV positive a5 9 19 3 a0 7 k| )
Didn‘t have tima 14 3 20 4 20 5 19 4
Unsure whers to go 15 2 21 4 32 8 22 4
Worried name would be reported 28 4 13 1 18 1 19 2
Test costs too much 5 2 5 <1 17 3 8 2
Peopls might think you have AIDS 27 1 10 <1 18 4 17 1

Delaying testing™* {n=596) {n=582) {n=632) {n=1810)

Afraid to find out 63 26 38 18 47 24 46 23
Thought they were HIV negative 41 10 45 13 36 9 141 11
Unilikely to have been exposed 29 9 3 14 25 6 29 10
Didn't want to think about being positive 49 8 42 8 49 10 47 9
Didn‘t have time ' 16 5 16 6 18 5 17 5
Could do little if HIV positive 22 2 18 K| a1 6 24 4
Waiting for results would be hard 38 7 22 3 28 3 30 4
Afraid of needle used to draw blood 15 4 16 4 7 <1 12 3
Worriad name would be reported 22 4 11 <1 18 3 17 2
Worried about who would leam results 25 3 15 1 19 1 20 2

*Data presantad for the 10 most frequently cited factors of 17 listed in the survey.
tSurvey was conducted in Arizona, Colorado, Maryland, Mississippi, Missouri, New Mexico, North Carolina, Oregon, and Texas.
iThe totals are based on unweighted data from sll participants included in this analysis; data do not represent the general population or a weighted
average of populations at increased risk for HIV infaction.
Main 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 Bindman, MD, D Osmond, PhD, K Vienizen, MA, S Coimsn,
PhO, D Keane, MPH, MA Chesney, PhD, Univ of Californis, San Francisco. AL Reingold, MD,
Univ of Celifornia, Berkeley. Div of HIVIAIDS Prevention-Surveillance and Epidemiology,
Nationsl Center for HIV, STO, and TB Prevantion, COC.

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-November 1996

Named Non-named?

Characteristics No. (%) No, (%) p valye’
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 aso 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 du ring 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 befors this
policy change. Because of the state reporting policy changes and to avoid small cell sizes in
the analysis restricted to the minority of respandents who had never been tested, Ul-based
reporting and nonreporting states were combined in the non-named reporting category.

YFishers exact test. ~

1The 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 (7). 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 (), 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 (34,8-70) 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 Controt
and Prevention (CDC)
Atlanta, GA 30333
December 23, 1998
Dear Colleague:

1 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 (MMWR). This study analyzes the reasons why people at nsk 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 that 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 reporting 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 they, In
collaboration with public health organizations, health care providers, and representatives of
affected communities, can adopt the best HIV/AIDS surveillance practices. We hope this
information is of assistance. As always, if you have any questions, feel free to call our Office of
Communications at (404) 639-8890.

Sincerely,

HLQ%LB:%@ZQL

Helene D. Gayle, M.D., M.P.H.
Director
National Center for HIV, STD, and TB Prevention
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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 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 760 MSM, and
632 (82%) of 769 IDUs had been tested. Testing rates wera 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 (76% of 444); and differed sig-
nificantly by age group {persons aged 18-24 years were less likely to have been tested
[68%] than persaons 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 Maryland and Texas; neither name-based nor Ul-based
HIV ease 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 not testing forHIV, and percentage of tested respondents
reporting factors* for delaying testing, by HIV risk factor — HIV Testing Survey,! December 1935-November 1996
Men who have sex
with men Heterosexual Injecting-drug usar Total!
A Main A Main A Main A Main
Testing status/Factor factar factor factor factor factor factor factor factor
Not testingY {n=151) {(n=269) {n=136) {n=556)
Alraid to (ind out 59 27 4 21 51 30 48 25
Unlikely to have been exposed 52 17 48 25 25 7 44 18
Thought they wera HIV negative 57 19 49 15 33 6 47 13
Didn't want to think about being positive 55 7 42 8 54 10 48 8
Could do little if HIV positive 45 2} 19 3 40 7 N 6
Didn't have time 14 3 20 4 20 5 19 4
Unsure where to go 15 2 21 4 32 6 22 4
Worried name woluld be reported 28 4 13 1 1B 1 19 2
Test costs too much 5 2 5 <1 17 3 8 2
People might think you have AIDS 27 1 10 <1 18 4 17 1
Delaying testing®* (n=596) {n=582) {n=632) (n=1810j
Afraid to find out 53 26 38 13 a7 24 a8 23
Thought they were HIV negative 4 10 45 13 36 9 41 11
Unlikely to have been exposed 29 C} 34 14 25 6 25 10
Didn't want to think about bsing positive 48 B 42 B 49 10 47 9
Didn’t have time 16 5 16 6 18 5 17 5
Could du little if HIV positive 22 2 18 3 k3| 6 24 4
Wailing for resuits would be hard Ki:) 7 22 3 28 3 30 4
Afraid of needle used to draw blood 18 4 16 4 7 <1 12 3
Worried name would be reported 22 4 1 <1 18 3 17 2
Worried about who would learn resulls 25 3 15 1 19 1 20 2

*Da\a presented for the 10 most frequently cited factors of 17 listed in the survey.
tSurvey was conducted in Arizana, Colorado, Maryland, Mississippi, Missauri, New Mexico, North Carolina, Oragon, 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 infaction.
{Main factors do not sum to 100% because 10 of 17 factors are presented and 62 {11%] of 656 untested respondents cited no factars for not testing.
#¢Main factors do not sum to 100% because 10 of 17 factors are presented and 374 (21%} of 1810 tested respandents citad 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 Bindman, MD, D Osmond. PhD, K Viranizan, MA, S Colman,
PrD. D Kesne, MPH, MA Chesney, PhD. Univ of Californis, San Francisco. AL Reingold, MD,
Univ of Californis, Berkeley. Div of HIV/AIDS Prevention-Surveillance and Epidemiology,
Nstional Center for HIV, STD, and T8 Prevention, COC.

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 1o 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 afactor for not testing for HIV infection, by state HIV reporting policy —HIV Testing
Survey,* December 1995-November 1996

Named Non-namedT

Characteristics No. (%) No. {%) p valuel
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 Csrolina (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.

TUl-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 avaid small cell sizes in
the analysis restricted to the minority of respondents who had never been tested, Ul-based
reporting and nonreparting states were combined in the non-named reporting category.

SFisher’s exact test.

fThe 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 (3). 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 tesiing 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 moadify their behavior to reduce HIV
transmission and seek medical care and other services that promote health and im-
prove survival. Maintaining access 10 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 anonymaus 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 (3,4,8-70) were conducted to enhance the
scientific basis for public health policy an 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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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 (MMWR). This study analyzes the reasons why people at risk for
HIV infection ejther 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 that 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-tisk 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 measurcs for all recipients of CDC HIV/AIDS surveillance
funds

. will assist states in monitoring the effect of changes in HIV testing and reporting policies

on testing behaviors
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CDC will also continue to provide technical assistance to health departments so that they, 1n
collabotation with public health organizations, health care providers, and representatives of
affected communities, can adopt the best HIV/AIDS surveillance practices. We hope this
information is of assistance. As always, if you have any questions, feel free to call our Office of
Comimunications at (404) 639-8890.

Sincerely,

H&wwb.ﬁa‘aﬂjv

Helene D. Gayle, M.D.,, M.P.H.
Director
National Center for HIV, STD, and TB Prevention
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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 imprave 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 resulits 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 alder 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 governmentwas 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 Maryland and Texas; neither name-based nor Ul-based
HIV case surveillance was conducted in New Mexico and Oregon during the study periad. All
states except Mississippi offerad 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,! December 1995-November 1996
Men who have sex
with men Heterosaxual Injecting-drug user Total®
A Main A Main A Main A Main
Testing status/Factor factar factor factor factor factor factor factoy factor
Not testing! {n=151) (n=269) {n=136) (n=556)
Alrald to (ind out 59 27 1 21 51 30 48 25
Unlikely to have been exposed 52 17 48 26 25 7 4 18
Thoupht they were HIV negative 57 19 49 1% 33 6 47 13
Didn't want to think about being positive 55 7 42 B8 54 10 48 8
Could do little if HIV positive 45 9 19 3 40 7 n 6
Didn't have time 14 3 20 4 20 5 19 4
Unsuce where to go 15 2 21 4 32 6 22 4
Worried name would be reporied 28 4 13 1 18 ) 19 2
Test costs too much 5 2 5 <1 17 3 8 2
People might think you have AIDS 27 1 10 <1 18 4 17 1
Delaying testing®* {n=596) {n=582) {n=632) {n=1810)
Afrald to find out 53 26 38 18 47 24 46 23
Thought thay were HIV nagative 41 10 45 LK 36 9 41 11
Unlikely to have been exposed 29 9 34 14 25 6 29 10
Didnt want to think about being positive 49 B 42 8 49 10 41 9
Didn’t have time 16 5 16 6 16 5 17 b
Could do little if HIV positive 22 2 18 3 31 6 24 4
Wailing for resuits would be hard K1) 7 22 3 28 3 30 4
Afraid of needle used to draw blood 15 4 16 4 7 <1 12 3
Worried name would be reported 22 4 11 <) 18 3 17 2
Worried about who would learn results 25 3 16 1 19 1 20 2

*Dala presented for the 10 most frequently cited lactors of 17 listad in the survey.
tSurvey was conducted in Arizona, olorado, Maryland, Mississippi, Missouri, New Mexico, North Carolina, Oragon, and Texas.
IThe totals are based on unwelghted data (rom 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.
Main factors do not sum to 100% because 10 of 17 faclors are presentad and 62 {11%) of 556 untested respondents cited no factors for noi testing.
** Main factors do not sum to 100% because 10 of 17 factors are presented and 374 (21%) of 1810 tested reapondents 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 Bindman, MD, D Osmond, PhD, K Vranizan, MA, S Col/man,
PhD, D Kesne, MPH, MA Chesney, PhD, Univ of Californis, San Frencisco. AL Reingold, MD,
Univ of Californis, Berkeley. Div of HIV/AIDS Prevention-Surveillance and Epidemiology,
National Center for HIV, STD, and T8 Prevention, COC.

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-November 1936

Named Non-named?

Characteristics No. (%) No. (%) p value®
Men who have sex

with men 107 a4

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
Total! 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, Colarado, 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.

TUl-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 1o the minority of respondents who had never been tested, Ul-based
reporting and nonreparting states were combined in the non-named reporting category.

SFisher’s exact test.

1The 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 aless
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 (3). 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 10 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 10 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 (3,4,8-70) 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.

References

1. CDC. Update: trends in AIDS incidence—United States, 1996. MMWR 1997;46:861-7.

2. CDC. HIV/AIDS surveillance report. Atlanta, Georgia: US Depantment of Health and Human
Services, Public Health Service, CDC, 1997;(vol 9, no. 2).

3. Nakashima AK, Horsley R, Frey R, et al. Effect of HIV reporting by name on the use of HIV
testing in publicly funded counseling and testing programs. JAMA 1998;280:1421-6.



12-23-98 03:00pm Page 9 of 9

Vol. 47 / No. 50 MMWR 1091

HIV Testing — Continued

4,
5.
6.

10.

Bindman AB, Osmond D, Hecht FM, et al. A muhistate evaluation of anonymous HIV testing
and access to medical care. JAMA 1998;280:1416-20.

CDC. Report of the NIH panel to define principles of therapy of HIV infection. MMWR 1998;
47(no. RR-5).

CDC. Guidelines for the use of antiretroviral agents in HIV-infected adults and adolescents.
MMWR 1998;47(no. RR-5).

. US Department of Health and Human Services, CDC. Draft guidelines for HIV case survsillance,

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

. CDC. Diagnosis and reporting of HIV and AIDS in states with integrated HIV and AIDS

surveillance—United States, January 1994-June 1997. MMWR 1998;47:309-14.

. 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.
Gostin LO, Lazzarini Z, Neslund VS, Osterholm MT. The public health information infrastruc-
ture: 3 national review of the law on health information privacy. JAMA 1996;275:1921-7.

- mm————- -~ [P —



12-23-98 03:00pm Page 1 of 9

- : , : \
CDC National Prevention Information Network
A Service of the National Center for HIV, STD, and TB Prevention
Operators of the CDC National AIDS Clearinghouse
P.O. Box 6003
Rockville, Maryland 20849-6003

Phone: (800) 458-5231 TTY: (800) 243-7012 Fax: (888) 282-7681 International: (301} 562-7050

CDC Broadcast Fax Cover Page

Date: DECEMBER 23, 1998 Pages: 9 (INCLUDING COVER)

To: TODD SUMMERS Organization: WIIT'TEIIOUSE OFFICE OF NATL AIDS
POLICY

Fax Number: 2024562438 Phone Number: 202 4362437

Subject: MMWR

MAY CONTAIN TIME SENSITIVE INFORMATION

Please deliver to the intended recipient immediately! This fax may contain time sensitive information.



2

THE MARYLAND LESSON

Conducting Effective HIV Surveillance

with Unique identifiers

An American Civil Liberties Union Report

December 1997



AMERICAN CIVIL LIBERTIES UNION

125 Broad Street, 18th floor 122 Maryland Avenue, NE
New York, NY Washington, DC 20002
(212) 549-2500 (202) 544-1681

Nadine Strossen
President

Ira Glasser
Executive Director

Kenneth B. Clark
Chair, National Advisory Council

This report has been prepared by the American Civil Liberties Union,
a nationwide, nonpartisan organization of 275,000 members
dedicated to preserving and defending the principles

set forth in the Bill of Rights .

This paper can be accessed via the ACLU's website <http://www.aclu.org>
and our America Online site (keyword: ACLU).
Copies can also be obtained for $1.00 each through ACLU Publications
at 1-800-775-ACLU or P.0.B. 186, Wye Mills, Maryland, 21679

The Maryland Lesson
Conducting Effective HIV Surveillance with Unique Identifiers
December, 1997

Matthew Coles
Director, AIDS PRoject

Founded in 1986, the AIDS Project of the ACLU works
exclusively to protect the civil liberties of people with HIV and AIDS



Table of Contents

page

INTRODUCTION 1

DESCRIPTION OF THE PROGRAM 1

SUCCESS OF MARYLAND"S Ul PROGRAM 3

Table 1: Completeness of Ul Elements 3

Table 2: Completeness of Ul Number From 4
Confidential Testing Sites

Tahle 3: Completeness of Reporting Ul Status 5

For Persons in CTS Exciuding Resuits from Cited Lab

CONCLUSION 9

CONVERSATION WITH DR. LiZA SOLOMON 7
Director, Maryland AIDS Administration

ACLU AIDS Project HIV Surveillance and Name Reporting



THE MARYLAND LESSON

CONDUCTING EFFECTIVE HIV SURVELLANCE WITH UNIQUE IDENTIRERS'

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 1s
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.

DESCBIPTII]N 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 Ul system are: (1) to monitor HIV
infection; and (2) to provide supplemental case identification for AIDS and HIV+
symptomatic cases. Under the Ul 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 all 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 Ul 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-defining 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 Ul 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 Ul 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 Ul 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 Ul and the other additional patient information. The two

Some concerns have been raised that Maryland’s Ul 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.g., Woodrow Jones,
“An Overview of Health Care Issues in Black America,” Black Health Care, Jones
and Rice, eds., 1987.
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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 Ul system was implemented in 1994, the challenge
was to get complete UI 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 Ul numbers has increased substantially over time, as providers
have become more used to the Ul system. While only 61% of UI's reported in the
first six months of the program were complete, approximately 77% of Ul’s
reported in the last six months of 1996 were complete. (See Table 1,
“Completeness of Ul Elements,” below.) The major problem with Ul 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 Ul numbers. (See Table 1, below.)

TABLE |

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

Cases/Data July- Dec. Jan-June July-Dec Jan—June July—Dec  Overall
element 1994 1995 1895 1898 1996

$81 Number 69.6% 73.1% 81.2% 83.5% 84.5% 78.4%
Date of Birth 95.2 96.3 98.7 99.3 98.8 97.6
sSex 96.8 97.2 98.7 99.2 99.4 98.3
Race/Ethnicity 85.8 88.5 91.6 94.0 89.9 89.8
Reports with 61.3 65.9 74.9 78.5 76.5 714
compiete Ul

Total # cases 2,338 1,691 1,866 1,881 2,295 9,971
Reported '

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 Ul numbers in reports from
Confidential Testing Sites increased to 96.6%. (See Table 2, “Completeness Of Ul
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 Ul program is measured not just by the completeness of
UI numbers reported, but also by the ability to match the UT’s of persons listed in
the UI Registry with the UT’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, all 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 UT 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 ! Number From Confidential Testing Sites
HIV + Tests
N =1093
/ \
Incomplete UI Number Complete UI Number
N = 71 (6.5%) N = 1022 (93.5%)
Duplicate Ul Numbers UI Numbers
N =35 (3.4%) N = 987 (96.6%)

one lab that was cited for non-reporting, the match rate was 76.5%. (See Table 3,
“Completeness Of Reporting Ul 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 Ul 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
Ul system fulfills all 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 Ul registry. The U 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 Ul
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 Ul 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.

TABLE 3
Completeness of Reporting Ul Status for Persons in CTS Excluding Resuits From Cited Lab

HIV + Persons in CTS

N =299
In Ul Database Not in Ul Database
N = 229 (76.5%) N =20 (23.5%)
1 Roports entered as of 10/2/96
2 HIV + persons tested at confidential CT8 sites during the peried 7/1/85 through 8/30/88
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 Ul program, despite this continued

lack of federal funding.

That Maryland’s Ul 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

5

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 Ul
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, Ul'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 Ul 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 Maryland’s Ul system that the first case of sub-type G HIV was
reported. P.S. Sullivan, Do., An.N., Robbins, K., ez. a/. “Surveillance for Variant
Strains of HIV: Subtype G and Group O HIV-1,” Letter, J4MA, 278:292 (1997).
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CONVERSATION WITH DR. LIZA SOLOMON,
DIRECTOR, MARYLAND AIDS ADMINISTRATION

AcLU:

LS.:

ACLU:

LS.

AcLU:

LS.

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

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.

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

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.

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

health care?

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.
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ACLU:

LS.

AcLU:

LS.

ACLU:

L.S.:

ACLU:

LS.

ACLU:

LS.:

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

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

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

UI information is helpful in providing a picture of early infection and can
provide information on new groups that may be affected by HIV. In a
comparison of demographic information obtained from the Ul 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 Ul and AIDS registries we have found that there
is little difference by race among those with HIV and AIDS in Maryland.

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

Maryland has a comprehensive system of service delivery to insure that

individuals needing services have access to them. In addition, Maryland
hasan 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 all protease inhibitors and antivirals for
individuals in the program. There are no waiting lists and no clinical
restrictions other than a diagnosis of HIV. '

Would name reporting allow for more effective partner notification?

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.

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?

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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ACLU:

L.S.:

ACLU:

LS.:

ACLU:

LS.:

AcLU:

LS.:

likely to retrieve their test results than individuals who provide their name
at the time of testing.

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?

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.

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

Although Texas and Maryland have both used the same 12 digit Ul
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.

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

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.

Do you think Ul systems are more expensive than names-based
surveillance systems?

Maryland has implemented its Ul 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 $100,000 to more fully implement the Ul surveillance
system and have it reach the level of accuracy that is realized by our AIDS
surveillance system.
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LS.

AcLU:

L.S.:

ACLU:

LS.:

Does Maryland plan any improvements in its Ul program?

We are considering two revisions to our Ul 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 Ul
number. This would allow us to have complete risk categories for all
individuals in our Ul 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.

Why has Maryland resisted conducting HIV surveillance through name
reporting?

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.

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

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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MEDIA CLARIFICATION
JAMA Articies on HIV Testing and Reporting

The Jaurnal of the American Medical Assaciation will publish a CDC article entitled, “Effect of HIV
Reporting by Name on Use of HIV Testing in Publicly Funded Counssling and Testing Programs" 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 begins with the premise that the CDC study contradicts the findings of another
article by Andrew Bindman, M.D., fram the University of California, San Francisco (UCSF). In fact,

while the studies addressed different issues, both articles support the need for access to anonymous
HIV tasting.

The UCSF study. by Bindman and colleagues, evaluated whether anonymous HIV testing was
associated with eariler 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 prier to becoming ill. The findings underscore

the critical need to educate individuals at-risk about the need to learn their HIV status, and if infected, 1o
saek 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 ananymous and confidential test
sites.

As an increasing humber of states have either implemented, or begun considering implementation of,
HIV survelllance, thare has been some concern that HIV reporting might deter people from seeking
carg. This study should help allay these concerns, as these data show no significant declines in testing
following the Impiementation of HIV reponting. 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 finder HIV pravention efforts. CDC will conduct ongoing evaluations to monitor
the impact of policy changes an testing behaviors.

To help ensure that reporting policies do not deter even a small number of people fram 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 1o testing in some high-riek populations.
Maintaining anonymous test sites is important for prevention efforts and may help ensure that more
individuals {eam thelr status and receive the maximum benefit from HIV treatment.

Ancnymous 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

——_ - R —

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

October 27, 1998
Dear Colleague:

Today’s issue of the Journal of the American Medical Associarion (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 HTV 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 irnplementation of name-based HIV reporting in six states
(Louisiana, Michigan, Nebraska, Nevada, New Jersey. Tennessee).

Overall, there were no significant decreases in the number of HIV 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
prevenuon cffor’rs (The full text of this article can be found on the JAMA Web site at

1 /readroom/jama98/0c80227.

There is another article in this issue of J4MA 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 motc (an average of 387
days) in medical care prior to an AIDS diagnosis than did confidential testers. The 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 full text of this article can be found on the JAMA Web
site at hup:/www ama=-assn.org/special/hiv/lj /readroomy/jama%8/j0c80107.htm.)

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

CDC believes that bath anonymous testing and comprehensive HIV 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 swongly 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,

H'-Q”"-'——D-’gazzk/

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. Nakaehima, MD; Raaemarie Horeley: Robart L. Frey, PhD; Patricia A. Sweeney. MPH;

Jd. Todd Weber, MD; Patricia L. Fleming, PhD

Context.—Policies requiring confidential reporting by name to state health de-
pariments of persans infected with the human immunodeficiency virus (HIV) have
potential to cause some of them o avoid HIV testing.

Objective.—To describe trends in use of HIV testing services at publicly funded
HIV eaunsaling and testing sites befare 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 Jarsey, and Tennessee)
12 months before and 12 months after HIV reporting was intraduced.

Main Outcome Measure.—Psrcent change in numbers of persons tested at
publicly funded HIV eaunseling and testing sites after implementation of confiden-
tial HIV reporting by risk group.

Results —No significant declines in the total number of HIV tests provided at
caunseling and testing sites in ths months immediately after implementation of HIV
reporting acourred in any state, other than those expscted fram trends present be-
fore HIV reporting. Increases occurred jn Nebraska (15.8%), Nevada (48.4%), New
Jersey (21,3%), and Tennessee (62.8%). Predicted decreases oczurred in Louisi-
ana (10.5%) and Michigan (2.0%). In all areas, testing of at-risk heteresexuals in-
creasad In the year after HIV reporting was implemented {Louisiana, 10.6%; Michi-
gan, 225.1%, Nebraska, 5.7%; Nevada, 303.3%; New Jersey, 462.9%; Tennesssee,
B03.8%). Daclines In testing ocourred amang 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 (6.3%), Nebraska (10.6%), Nevada (12,6%), and New Jersey
(22.4%). Among injeclion drug users, teating declined in Louisiana (15%), Michi-
gan (34.3%), and New Jersey (0.6%) and increased in Nebraska (1.7%), Navada
(18.9%), and Tennessee (16.6%).

Conolusione.—Confidential HIV reparting by hame did not appear to affect use

ot HIV testing In publicly funded counseling and testing programs.
JAMA 199R:280:1421.1420

Fram the Division of HIV/AIDS Pravention, Nallonal
Center far HIV, 8TD. ang TB Prevention. Centers for
Dizeasa Conlral and Provenlion. Allania, Ga.

Presanted in part af the 1251 Annual Maating of ine
Amarican Pubiic Haalth Associatlon, Indirnapalls. Ind,
November 3-13, 1387,

Reptinie: Ajlyn K. Nakashima, MD. Centers for Dlg-
aasu Conlrol ind Pravoniion, 1600 Clilton Ad, MS E-47,
Atlanl2, GA 30233 (e-mail; a1n18cdc.gov).

JAMA, Ocrober 28, 1998—Vel 280, No. 16
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POLICIES for the confidential report-
ing by name of parsons With acquired
immunodeficiency syndrome (AIDS) to
health departments exist in all states.’
The ability to monitor trends in the epi-
demic duz to the human immunodefi-
ciency virus (HIV) has been based on

these AIDS case reparts. In contrast,
confidential reporting by name of HIV-
infeetad adults and adolescents (aged
=183 yauara) whae do not meet the criteria
for AIDS (HIV reporting)' has been
implemented leps completely; by Janu-
ary 1998, only 28 states required physi-
sjans snd othar health eara providers,
includingelinicians, laboratories, and in-
stitutions (eg, hospitals, clinics), to re-
port these eases.? Until recently, AIDS
case reparting met most of the informa-
tion needs of monitoring and character-
izing the HIV epidemic. Because of
changes in the epidemic, most notably
those related to new therapies, AIDS
case reports nolonger provide adequate
information, and HIV reporting will be-
come increasingly important.*

See also p 1418,

One barrier to the adoption of HIV
reperting hug been thaeoncarn that such
policies might eause some individuals to
avoid testing or medicul care ™4 These
concerns have beon based on aurveys™®
of at-risk populations. Although the
populatinns surveyed were at high risk
for HIV (eg, men who have sex with men
[(MSM)), they wera limited by small num-
bers and narrow geographic coverage.
Most surveys saked people about their
intant to tegt without verifying testing
behaviars after the implementation of
HIV reparting.

Large-ucale, publiely funded HIV coun-
sehng and testing (CT) programs have
been in place in all states sinca 1985.1

Eftect of HIV Reporting on NIV Testing—Nskashima ot al 1421

XVd TT:ST Qda

86/8¢/0T



" ‘I'hese programs werc UMby iliipie-
mented to provide sites for BIV testing
other than blood banks and to offer
enanymous or confidential HIV CT ser-
vices to anyone seeking a test. Approxi-
mately 2.8 milllon HIV tests are fur-
nished by the CT programs each
year.'s In areas where HIV reporting
legialation was introduced attear imple-
mentation of CT programs, the data col-
lected by these programa pruvide 2
unique oppartunity ta observathe effect
of HIV reporting policies on teating. In
thiz study, we used C'( data to compare
the changes in use of HIV testing ser-
vices before and after HIV reporting
was implemented.

METHODS
The Centers for Disease Control and

Prevention (CDC) has funded 656 project

Tablo 1.—~Number of HIV Tests Porformed in
Publicly Fundad HIV Counsaling and Testing Siles
tha Year Boloro and Alier Implemaniattan of HIV
Repariing by Staie*

Ne. o MIV Tesix
Porlermed
Hotore After % P
Reponing Reporting Chango Value}
Loutsiand a8 808 10068 -10.6 .30
Michigan 686704 8328 -2.0 70
Nebraska 4348 S636 158 <.001
Nevada 8813 14 28BS 484 <.pD]
New Jorsay 81440 74324 3 oo
Tennessue 20664 33675 62.8 <ol

-

*Data excluds lesls withoul sils numbare, 1asis re-
portod from siles wilh fewer Ihan S0 lola wets guringlhe
25-mantn skidy periag, and wiles reponing no 1813
during any singie mantn. HIY indicatas numAan Immu-
nodsliciency virue.

tData ard Dased on reguts ot Poissan rogresaion
modaling,

SUEAL il DLUbly memg ) rs b anie sae e e
departments for HIV CT services slnce
198G.1-6 Since 1890, most project areas
have gent to CDC datu on individusl
tests performed. For esch test per-
formed, information was collastad on
month snd year of test; gex, race or eth-
nicity, and HIV risk exposure group
(MSM, injection drug use, sex with a per-
soninfected with HIV orat riskfor HIV)
of the person tested; type of testing uite
(stand-alone counseling and testing site,
sexus]ly transmitted disease clinie, drug
treatment center, family planning elinic,
carmnmunity health eenter, prison or jail,
other); test result; and typs of test
(snonymous vs confldential), added af-
ter 1992,

In 5 tates, HIV reporting was imple-
mented after CT data collection was in
place. In Louisiana, HIV reporting was
implemented in February 1993; in Ne-
brasks, September 1995; in Nevada,
February 1992; in New Jersey, October
1991: and in Tennessce, January 1992, In
Michigan, HIV reporting was required
by regulstion beginning in 1988. How-
ever, the health department did not ac-
tively solicit HIV case reports from phy-
sicianaand other providers, including cli-
nicians, Jaboratories, and institutions
(eg, hospitals, clinles), until April 1992,
Therefore, for Michigan this date was
takun s the date on which HIV name
reporting was implemented. In these 8
stutes, tha numbar of HIV tests, the
number of positive HIV tent results,and
the distribution of these tests by sex,
race orethnicity, type of testing site, and
risk exposure group were compared for
the 12 months before and the 12 months

O Louisiana © Neobragka v Tannessan
® Michigan ©® New Jorsey @ Nevada
Befora HIV Rsporting Aher HIV Raporting
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Number of human immunedaflciency virus (HIV) 185ts periormed per manth at publialy funded HIV coun-
¢aling and tecting sites before and after implamantation of HIV reperiing by siate. Dates HiV-raperiing-dy-
name policigs wera Implamenied were as 1llcwa: {or Louisiana, Fabruary 1353 Michigan. April 1882; Na-
braska, Septernber 1995: New Jarzey, October 1891; Tennasses, Januaty 1982; and Nevada, February

1992,
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data for the manth when HIV name re-
porting was intraduced were excluded.
We @@rluded CT sites reporting fower
than 50 tests to the client record system
during the 25-month period of evalua-
tion. Because of policy changes, changes
in funding, or other program igsues, sites
may be udded ar eliminated from &
gtate’s CT program, To minimize the ef-
fectof chanpes insiten, weexcludedsites
that reported no testa forany monthdur-
ing the 25-manth study period.

Data on type of Lest Were gvailable for
Loulsiana and Nebrasks and the per-
centages of anonymous and confidential
tests before and sfter HIV namaraport.
ing were ussessed by sex, Tace or ethnic-
ity, and risk exposure group for thaxe
states.

To uccount for the variations in auto-
correlated data (le, the underlying sto-
tiatical distribution of repeated mea-
gures over time in the same sites), we
used a Poisson log-linear model. For this
meodel, the number of tests was the re-
sponse variable used to compare the
months before and the months after
implementation of HIV reparting.
Within the madel, the generalized esti-
mating equitions methed was ineorpo-
rated to fit a correlated respense
model.’™ ¥ The trends in the number of
teats before and after HIV raparting
weya also compared by using the model.
The 3 variables in the model comparin
trends were time (before vs after HI
reporting), trend (linear trend over 12
months), and time by trend interaction
(trend sume or different before vs after
HIV reporting).

The data used in the analysis were col-
lected to monitar gervice provision, nut
for use in a research study; for example,
no populstion sampling wag performad.
In addition, because of the lurge num-
bers of tests performed in most areass,
smal} parcentage changes may result in
statigtieally significant differances that
are not practically meaningful. There-
fore, we presant styatificd tables as com-
parisons of numbers of tests und per-
centage changes without further statis-
tical description.

HIV/AIDS surveillance ¢oordinutors
and HIV CT progam coordinators in
each of the 6 study sreas were tele-
phoned to obtain qualitative information
about the methods used to inform the
general public and haalth care providers
guch as physicians and other clinicians,
laboratories, and institutions about HIV
reporting, local HIV CT program chsx-
acteristics, and occurrences (eg, madia
events, chenges in program funding)
that may have influenced counseling and
testing trends at the time HIV name re-
porting was implemented.
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¥en Wha Wavo Sez With Man (njaction Qrug Uasrs P .

la—-mu Ahor ! l Belore Aftor ! ] Before Attar o

Raporling Reponing % Change Reporting Reporting % Change c Repening Reporting % Change
Louisiana 1332 127¢ -4.3 1898 1562 ~16.0 0a87 11008 10.5
Michigen 006 sl 53 e 7 543 87248 18844628 25,1
Nebraskx 480 574 18.8 238 242 1.7 ARA 239 87
Navada 744 837 t2.8 852 1013 189 B97 3618 3033
Now Jaraay 3242 3Bel 224 7081 7011 -0.8 #8264 128688 489.05
Jenneceas 2734 2622 -4.1 15Q8 1752 6.6 .30 §726 BD3.8§

*HIV indicates human immuncdeliciancy virus.

Tincludes persons with sexually yansmitiad diseacas. persens wha exchangad mor!a( or drugs for 50x, &nd parsons whoaa sex partners wara al fisk far HIV.
$1arge incraase In this graup was due in pan fo Improvad classification of persons initlally claaaltiad withoul rigk.

glarge Increqes in this greup coingided with Earvin “Magic” Jahnson's announcement of HIV inlactian.

RESULTS Table 3.—Number of Ananymaus and Confidentiat HIV Tests In the Yaar Bsfore and Atter RIV Reporting for

During the 26-manth period before
and after the implementation of HIV re-

Solected Groups In hauisiana ang Nebraska®

Ne. of Afiqfymous HIV Taaia

Np. of Confidantlal NV Tesws

porting, the total numburs of HIV tests r f - )
provided through the states in the study RE;::I;Q He:::\:ng % Changp H:;;:rl:g ﬂl::ﬂ:llg % Change
were us follows: Louisiana, B8 794 tests [ cuaame

at B0 sites; Michigan, 138 802 tests at B3 Al BEts s8s1 q987 -239 3pB9s 29459 -46
sttes; Nebraska, 9749 tests at Bsites; Ne- wWhits MSM -8 348 =223 160 174 4.8
vnda, 25 002 teuts at 3 sites; New Jercey, Afrlcan Amarican 2156 1814 —23.7 24675 220N -B.8
141946 teats ut 84 aibes; and Tonnesses,  jnociion drug user %7 288 “a70 1253 1148 &5
56721 tests at 29 sites. Theae toal8 T€P-  Nopraska

resented 638 of HIV tasts performed in All tasts 1888 2535 34,3 2388 2444 25
publicly funded CT sites in Louisiana White MSM 27 385 42.1 160 178 )
during this period, 95% in Michigun, 77% Atrican American 108 152 436 225 269 19.6
in Nebraska,88%in Nevade, 84%in New Injection drug ser 106 118 na 124 121 -24

Jersey, and 79% in Tenneasee,

When we compared the totul number
of tests performed in the year before and
the year after HIV reporting, 4 stataz—
Nebraska, Nevada, New Jersey, and
Tenneskee—had ineres=ea in thoe num-
ber of tests performed after implemen-
tation (16%, 48%, 21%, and 63%, respec-
tivaly: Table 1). Louisiana and Michigan
had deolines of11% and 2%, respactively,
in the total numbar of tests; hawever,
thesa declines were not statistically sig-
nifieRnt,

When linear trends were examined
throughout the study period, there were
no large or prolonged declines in the
number of tests performed inany areain
the months immedistely after HIV ra-
porting was implemented (Figure). A
transient decline in the number of tests
in Michigan in the months {immedistely
sftar implementation of active surveil-
lance for HIV cuees had raturnad to
baseline by the end of the 12-month pe-
riad of study. A declining trend in the
number of tests in Louisiana began be-
fare HIV reporting was implementad
and continued afterward; the Poisgon
model showed no statistically aignificant
difference in these trend» (eg, the slope
of a regression line drawn through num-
ber af tasts per month before HIV ra-
perting and the slope after HIV rapart-
ing were the same). A statistivally sig-
nificant difference in the hefore-and-af-
tor tronds wae found in Nevada, New
Jersey, and Tennessee, In these Sstates,

JAMA, Ootobor 28, 1998—Val 28D, No. 1B
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SDain exaluda toxte iar which e af les! was unkRown of migsing (<15% of lotai tests lar Loulslank and <3%
for Nebraska). HIV indicates human immunadeficiency virus: MSM, men wha hava sex with men.

thelevel of testing was higher after HIV
reporting.

Among whites, the number of HIV
teats increused after HIV reporting was
implemented in all states but Louisiana,
which had 8 10% decline. The trends for
Higpanic persons were similar to those
for whites: a 229 decline for Hispanit
persons was seen in Louisizna after HIV
roporting. Among biscks, the number of
tests performed after HIV reporting de-
clined in Louisisna (10%), Michigan
(26%), and New Jersey (2%).

Among MSM, the risk group that re-
ports have suggestad would be the most
likely to avoid testing if HIV reporting
was implemented, the number of taats in-
ereased fn 4 states in the year after BIV
reporting was implemented (Table 2).
Louisiana and Tennessee experienced de-
creases in testing of leas than 5% for this
group. Among injection drug useys, de-
clines in testing ocouzred in Louisirna and
Michigan (Table 2). Amonyr at-risk het-
erosexuals, which included persons with
sexually tranamitted dizeasss, persons
who had exchanged money or drugs for
sex, und thoke Whose seX pirtners were
atrisk for HIV,increases in testing were
gseen in al] ureas after HIV reporting was
implemented (Table 2). Counseling and
testing coordinators in New Jursey und
Tennedsee attributed the largn in-

creases for this group partly to Earvin
“Magic” Johnson's announcement of
his infeetion in November 1991 * which
nearly coincided with the implementa-
tion of HIV reporting policies in these
states,

In l.ouisiana, both the number of
anonymous tests and the proportion of
total HIV teatsthat wereanonymousde-
creased after H1V reporting was imple-
monted. At tha seme time, the number
and proportion of confidential tests in-
creased (Tuble 3). Oppnsite trends were
seenin Nebraska (Table3).In Nebraska,
at the time HIV reporting was intro-
duced, counselors were instructed toen-
eonrage clients to select anonymnus
testing. Ambong white MSMs, in Louisi-
ana, there was a decline in anonymous
testing and an increase in confidential
testing. In Nebraska, the revarse was
true. In Loulslans, declines were spon
among blacks both in anonymous and
confidential testing after H1V reporting
began. Thedeclinein anonymous testing
was greater than the declinein confiden-
tial testing. Bothtypegofiestsincreased
among blacks in Nebraska. Among in-
jection drug users, confidential testing
decreased in Louisiana and Nebraska al-
ter HIV reporting whereas ananymous
testing increased in Nebraska and de-
creased in Loulsiang.

EHact ol HIV Reponting on HIV Tesling—Nakashima e1 al 1423

XvVd 2T:ST qIn 86/82/0T1




Slrvellance Coardindtors ahd HiV G | Frogram Loofdinalors™

M

Louisjana Michigan Nebrasha New Jorsuy
Madla covefage and sirsisgies informing the public C
atout HIV capofting
Newcpaper anicles X X X X
Presa conference x X
Evening lslevision news X X
Radia news X
Public and pducational slevision X
Public heanngs X L] X X
S)rategles used o Intraducs HIV reporting
{o servige providers
Pamphlats and informalian shaots X b 4 x
Public haalth, epidemiology, or madical society X X x X X
newslaliare 2nd bullslins
La)ier campaigns (eq. 1a physicians. laboratsris, clinics) X X X X X
Prasentations at prafesalenal megungs X x X X
Training courses 4 X
16 Branymoeus 1esting avaliablo? Yoe Yod Yes Yas No No
ara heslih dapanimant perseanal required o notity panners? No Na No NQ No No
Wow were publigly funded HIV CT shas notified
about HIV reponing?
Lotiers te all sitas x X X X
Training courses x x x x X
Invalvemaent in mestlings or gite vislis X X
10 diasuss HIV rpparnting
Haow do HIV caunselors inform patients about
HIV fopening raqulraments?
Pan of informad cansant torm X X X x
Pan ol rautine eaunseling X X X X
informatian shests o7 pamphiats x
Othor citcumsiances caindding wilh HIV regorting
mat Inusnced CT {rends
Earvin "Magic” Johnsan's anneuncemant X F x
Ananymaus lesting adlively encouraged x
Expansian of CT programs L X X
Outreach oftana i high-risk populations : X
Eflons la eliminate lesiing of low-risk populatiahs X

*MIV [ndicates human Immunadeficlancy virus: AIDS, acquired immunrodelicienay ayndrame; and CT, eounsaling and lasting.

Councclorsinformed CT cliantsshout
HIV reporting raquirements through
verba) eounseling, informoed eonsant
forms, or information pamphlets (Table
4). The methads used to inform health
care praviders and the public gbout HIV
reporting requirements and the avail-
ahility of anonymous testing services
differed among aress (Table 4).

COMMENT

Confidentiz) reparting of HIV-n-
facted persons by nametn health depart-
ments has been contruverainl and many
states have been unable to implement
HIV reporting policies becanse of oppo-
gition in the community.! One of the key
enneerns about HIV reporting is that it
might deter people at risk from being
tested or seeking care. In a recent pasi-
tion statement, ﬁle American Civil Lib-
erties Union gtated that “name report-
ing i a eounterproductive public health
measure that will cause individuala to
avaid testing.”® The evidence on which
such stutements ave based econsists
mostly of surveys such aa the ono re-

ported by Kegeles et al," in which 60% of

180 persons surveyed in 1987 and 1988
would not be tested if positive resuits
had to be reported to health officisls orif
partner notifieation (“contact tracing™)
were conducted. These surveys on the
perceived and hypothatical barriers to
testing have been reviewed by Burris *!
whodetected a number of flaws (some of
which we discuss later). He concluded
that they do not provifle an “account of
determinants of the underlying social
rivk [totesting].. . and sa fuil to provids
a basis for properly identifying what

eople are afruid of through reseurch.”

he evidence showing an affect of HIV
reporting on aetusl testing behavior is
scantier. In 1988, Johnson et a1 shawed
that the rute of monthly attendance by
MSM at an slternative HIV test site de-
eraased 51% in the first 24 months after
the reporting of HIV-positive persons
by name bacame mandatory in South
Carolina. In contraat with thenc rrparts,
s multistate survey of high-risk populs-
tions conductad in 1996 found that vnly
29 of peaple who hed not been tested
59id that concern ubaut HIV reporting
was the mein reason they were not

tested™; most eould nat correctly iden-
tify their state's reporting policy ® An
analysis of data from the 1988 AIDS
Knowledge snd Attitudes Survey of
more than 20000 people also found no
relationship between HIV reporting re-
quirements and previous or pianned use
oftesting.® Our results showingnolarge
daclines in the number of persons (over-
)] or among high-riak groupa) seeking
testing at publicly funded CT sitea after
the implomentation of HIV rapgrting

olicies complement and confirm these
ast 2 gtudies.

One reason for the differences in find-
inge from these studies is the popula-
tions studied. The studies that focused
on groups (eg, MSM®! or persons seek-
ing anonymous teating'®) thet have a
grerter interest in confidentiality and
discrimination issues wers more apt to
find significant coneerns about HIV re-
porting. Mest of the pernons in the 1088
generd! population survey™ were low-
risk persons wha would be less con-
cerned about HIV reporting. Among
highly cancerned groups, either there
maust be heterogeneity of opinion or the
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percelved risks stated in hypothaticsl
surveys do not actually result in svoid-
ance of testing, as suggested by the lack
of declines in testing among MSM in our
study. We found declinea in testing
among blacksand injection drug usersin
Louisiana, Michigan,and NewJerzey af-
ter HIV reporting began. In New Jer-
sey, the daclines were less than 2% and
were within the range expected for rou-
tine year-to-year variation. In Louisi-
ana, the declines were consistent with
overalldeclinesinteating that were pree-
ent before HIV reporting wes imple-
mented, a8 evidenced by the lack of slg-
nificant differences in trends before end
after HIV raporting. The declines in
Louislane may have been related to
changes in CT program policy that were
ocenrring during the atudy pericd. 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 HIV-positive peraons
identified. In addition, many CT sitasre~
peatedly test low-risk clients; over time,
these sites may counsel persona at lower
risk to return far testing less often.

The declining trends for blacks and in-
jectian drug users in Michigan were gif-
fcult to interprat bacause we were not
able to define a date of HIV reporting
implementation, Legislation on IV re-
porting was enacted in Michigan in 1982
However, becauss the health depart-
ment had na infrastructure to support 2d-
ditional data colleation, HIV ease re-
ports were 1ot actively salicited from
physiciana, clinicians, laboratories, and in-
stitutions until April 1992, The active so-
licitation of case reports was focused
mogtly on publie provideraand was net sc-
companied by publicity. Most clients at CT
sites were probably unawsre of this
change in policy. In eddition, Magic
Johnson's announcement'’ was espe-
cially felt in Michigan because he had once
lived there. His announcement was made
in November 199];in cur analysis, thedata
for the year before HIV reporting in-
cluded the months immediately after the
announcemnent. The decline in the num-
ber of tests after HIV reporting could huve
been an artifact caused by a return to base-
line levals of testing after a trunsient in-
creage following the announcement. To
further substantiata thiz, we examined ad-
ditionsl data from Mlchigan 1 year after
thae study period; the number of tests for
blacks had increasad 9% (from 21 792 to
23728), and the number of tests for injec-
tion drug users had increased 16% (from
2347 to 2693). These levels were similar
to tha lavels in the year before the study
period: 23 391 tosts for blurks angd 3188
tests for injection drug users.

Ancther reagon for differences in re-
aults may be the timing of the studies.

JAMA, Oclober 28, 1896—Vol 280, No. 16
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ducted before the highly effective anti-
retrovirsl therapies became available.
As therapies have improved, the advan-
tages to the patient of early diagnosia
and Treatment can provide s powerful
ineantive to testing, und those advan-

‘tages may outweigh conesrnd about HIV

reporting. Since the enrly years of the
pidemig, thore has alsa been consider-
able experience with the security and
confidentiality of AIDS cage-reparting
data snd with issues of discriminstion,
which may have allayed the concerns of
persons considering)ﬁIV testing. Case-
reporting data for AIDS have been
heavily relied on to allocate résources
and sarvices for infected patients. Popu-
lations who benefit from these servions
may understand the need for this infor-
mation and be willing to provide it.**

Anonymous testing was availablain4
of the atates in our study. Reports have
suggested that the intro uction of
snonymour testing increases 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 avail-
able,overalltosting increased afterHIV
reporting; however, small decline In
testing oceurred among M3MinTennea-
see. Ifthere had bsen noaccerstoanony-
maus testing in the other states, more
declines in testing after HIV reporting
palicies might have been seen. In the
states where we could evaluete anony-
maus vs confidentinl testing, the per-
centage of tests thut were anonymous
decreased from 16% to 13%in Louisiana
and increased from 43% to 50% in Ne-
braska before and after HIV reporting.
From these results we concjude that
there mey be some persons who wish ta
test anonymousaly and concur with the
racent recommendation of the Councilof
State and Territorial Epidemiclagists™
that atates considering HIV reporting
policien should make anonymous teating
availsble.

The HIV CT data aystem has 8 num-
ber of limitations becuuse it is designed
to measura delivery and use of testing
services, not tosupport arigorousanaly-
sis of testing patterns, The system mea-
sures the numher of tests rather than
the number of persons tested; thuy,
peaple may be tested multiple times and
the results cannot be identified as com-
ingfromrepeatteats, Eachatate CT pro-
gram is unique and policy changes (eg, in
funding, personnal, testing resources,
advice given hy counselors on when to
return for retesting, site selaction), me-
dig events, availability of other testing
gervices in the community, and many
other fuctors unrelated to HIV report-
ing may haveaffected the secular trends

of CT coordinators and our Bite exclu-
sion criteria, to account for some of the
muin fgptars that coineided with the
imﬁlemantar.ion of HIV reporting. Fi-
nally, these date are not representative
of testing trends in the offices of private
physicians or other sottings where per-
gons may be tested. Despite these Yani-
tations, the number end variety of pub-
licly tunded CT sites and the Jarge num-
bers of persons who uge those testing
gervices make itunlikely that a large ad-

verse effect of HIV reporting on testing

would have been missed.

With the changing trends in clinical
AIDS incidence (-6% between 1995 and
1898) and AIDS deaths (-23% between
19965 and 1996) brought about by im-

raved therapies,! information on HIV-
ected nan-ATDS cases obtained through
HIV case reporting will be needed for
moritoring, planning, and allocation ofre-
sources for preventlon and clinical ser-
vices? As states implement confidential
HIV reporting policies, these data indi-
cate thet the impact of surveillance on
those seeking HIV testing will be small
and should not hinder HIV prevention
efforts.
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Multistate Evaluation of Anohymous HIV
Testing and Access 1o Medical Care

Andrew B. Bindman. MD: Dennis Osrmond. PhD: Frederick M. Hecht, MD: J. Stan Lehman, MPH:

Karen Vranizan, MA; Dannis Keane, MPH: Arthur Reingold. MD:
and thg Multistate Evaluation of Surveillance of HIV (MESH) Study Group

Context.—Infection with the human immunodeficiency virus (HiV) is the only in-
feetious disease for which ananymous testing is publicly lunded, an exception that
has been controversial.

Objective.—To assess whether anonymous HIV testing was associated with
eariier HIV testing and HiV-related medical care than confidential HIV testing.

Design.—Retrospective cohort. '

Setting.—Arizona, Colerado. Missouri, New Mexico, North Carolina, Oregon,
and Texas.

Participants.—Probability sample of 835 new acquired immunodeficiency syn-
drome (AIDS) cases reported o the state health department’s HIV/AIDS Reporting
System from May 1985 through December 1936. All had responded to the AIDS
Patignt Survey; 643 had been tested confidentally for HIV, and 192 had been tested
anonymously.

Main Qutcome 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 10 AlDS. and from first HIV-positive test result to AIDS.

Results—Persons tested anonymously sought testing and medical care sardigr
in the course of HIV disease than did persons tested confidentially. Mean first CO4"
cell count was 0.427 x 10%L in parsens tested anonymously vs 0.267x10°/L in per-
sons tested confidentially. Persons tested anonymously experienced an average
of 818 days in HIV-related medical care before an AIDS diagnosis vs 5§31 days for
persons tested confidentilly. The mean time from laarning they were HIV positive
to the diagnosis of AIDS was 1246 days for persons tested ancnymeusly vs 718
days for persons tested canfidentially. After adjustment for the subject’s age. sex,
race/ethnigity, 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
earller entry into medical care (P<.001). :

Conclusion.—Ancnymous testing contributes 1o early HIV testing and medical
care.

JAMA. 1998:280:1116-1420

BOTH CONFIDENTIAL and anony-
mous antibody testing for the human im-
munadeficiency virus (HIV) have been
available at public testing sites in the
United States since 1985. In confidential
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testing, 3 person’s hame is linked to the
specimen, and the test result is recorded
in a medical chart with 2 name. Early in
the epidemic, the stigma associated with
testing positive for HIV focused artan.
tion on the potential for breachas in the
confidentiality of an HIV test result. Con-
cerned that anxiety about the potential
loss of confidentiality would deter some
at-risk persons from voluntarily seeking
testing for HIV, many state and local pub-
lic health departments made this test
gvailable on en anonymous as well as a
confidentjal basis. In anonymous testing,
2 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 ina medical chart that has a pa-

tent's name. Theavailsbility af ananony-
mous HIV testing option has differed
over time across states and localities.
Currently. 40 states have publicly funded
anonytous testing sites for HIV, and all
50 states have publicly funded confiden-
tial HIV testng sites.

See also p 1421,

Human immunodefidency virus is the
only infectious disease for which anony-
Mous testing is publicly funded, an excap-
tion that has been contraversial Propo-
nents af anonymous testing believe that it
encourages persons who would rot oth-
erwise seek testing to learn their HIV in-
ferrion status by eliminating the concern
about potential loss of confidentislity.
Persons tested anonymously who learn
that they are HIV positive may be 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 avgilable. Some studieshave
suggested that ananymous testing in-
creases thenumber of people who are will-
ing to be voluntarily tested for HIV. In
North Carolina, coundes that offered
anonymous testing experienced greater
growth in testing than did counties that
continued to offer only confidential test-
ing.! Similarly. with the introduction of
anonytnous testing in Arizana and Or-
egon, > more people obtained testing than
when only confidential testing was avails
able. However, the findings have not bsen
consistent; the Colerado State Heslth De-
partment did not detect a meaningful in-
cresse in HIV testing with the introduc-
tion of ananymous HIV testing.*

Because people who test HIV positive
anonymously cannot be individually iden-
tified, reporting systems that rely on the
tesults of anonymous testingare proneto
measwrement error. It ean be difficult to
detect repeat tests, and the patantial ex-
Ists for duplicate reporting. Ananymous
testing may undermine partner notfica-
tion.® Furthermore, anonymous testing
eliminates the opportunity to recontact
persons who do not return for their test
results ar to assist HIV-infected persons
in obtaining medical care.

HIv Testing and Accass to Medical Care—Bindman el al
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Because studies have been small, have
been performed in only 1 state, or did little
to control for differencesin the character-
istics of persons who used anonyrmous vs
confidentia) testing, it has been difficult to
draw clear conclusions about the value of
2nonymous HIV testing. We naed data cal-
lected 25 a part of a cooperative project be-
tween the University of Californis, Berke
1ey. the Centers far Disease Control and
Preventon (CDC), Atlanta, G, and sev-
eralstate health departmentsto evaluate
ancnymous HIV testing. We assessed the
assodation of the type of HIV test (anony-
mous or confidential) with when in the
eourse of the diseaze persons with ac-
quired immunodeficiency syndrome
(AIDS) (1) learned of their HIV infection
and (2) sought HIV-relsted medical care.

METHODS

The AIDS Pstjent Survey was con-
ducted in Arizona, Colorado, Mississippi,
Missouri, New Mexico, North Carolina, Or-

" egon, and Texas. Becauge nearly all HIV-
infected per=ans are thought. to progress
to AIDS eventually and because AIDS
surveillanee is estimated tobe 80% to 96%
complete,® reported AIDS eases provide
1 populstionsbased sample of the experi-
ence of HIV-Infected persans that can po-
tentally avoid bisses that may be pres-
ent in venue-based samples.

In each state we sought to interview,
after obtaining consent, all persons who
were described as having newly diag-
nosad AIDS in a 1-year pericd ar 2 prob-
abiliry sample of hew cases, depending on
the projectad incidence of new AIDS di-
agnases in the state. The sampling frame
was persons newly diagnosed as having
AIDSreported tothe state health depart-
ment through the HIV/AIDS Reporting
System (HARS) from May 1995 through
December 1996, who were alive at time of
report, who werest least 18 yearz old, and
whose AIDS diagnosie had bean made
within 12 months of the date of their re
port to the health department.

An expected number of persons with
newly dlagnosed AIDS was estimated
from the number reported from the pre-
vious year who met the sampling frame
criteria. In states with an expected indl-
dence of fewer than 500 cases, all new
caseswere sampled (Arizona, Mississippi,
and New Mexico). In the remaining

tates,a probability sample wasstratified
by 4 HIV mode-of-exposure groups based
an reported behavioral information in
HARS: (1) men %ho have sex with men
(MSM), including those with a reported
history of injection drug ueq; (2) hetero-
gsexual mjection drug users; (3) cases re-
ported with no {dentified risk; and (4) all
other modes of exposure (heterosexusl
contact, transfusion, hemophilia). To get
adequate numbers in each stratum for

JAMA. Octaber 28. 1998-—Vai 280. No. 16
ZT0

analysis, we calculated sampling fractions
with the goal of sampling equal numbers
from each stretum. Colorado, Missouri,
and Oregon sampled MSM and took all
casesinthe other 3 strata; North Carolina
sampled 8 strata and took all in the other
stratumn; and Texas sampled all 4 strata.
Uniform rendom numbers were gener-
ated for each new casein the 4 strata, and
anewcage witharandom numberequal to
orless than the sampling frection was se-
lected for the study.

Sampled cases were considered ehi-
gible for the study if they were living in
the state, English or Spanish speaking,
and heslthy enough to consent to and
complete an interview. To avoid biasing
our response rate upward by delaying
the performance of the interview, pa-
tients who had died before the time of
first contact were counted inthe denomi-
nutor of gligibles if contact had not been
made within 6 months of report, Public
health surveillance personnel in each
stste developed procedures for eontact.
ing and interviewing potential subjecte.

All procedures were monitored by the
University of California and CDC to en-
sure uniform methods across the statas.

‘Surveillance personnel completed an

outcome report form far each sampled
cage, which indicated the consent pro-
cess and the final outeome. Subjects
were interviewed in either Spanish or
English. The Instrument was translated
intoSpanieh and then back-translated to
English before a final Spanish version
wag produced. Interviewers and super-
visors from the state health depart.
ments were treined in joint training ses-
sionsin conducting astandard interview.
States used between 1 and 4 interview-
ers to administer the survey and sll
study sites were visited at least ance by
University of California and CDC inves-
tigatorstoassess the consistency of their
technique. Al comnpleted interviews and
outcome report farme Were stripped of
personal identifiers, copied, and madled
to the University of California for data
entryand conversioninto electronic Sta-
tistical Anglysis System (SAS Institute
Ine, Cary, NC) files for anslysis.

We compared the characteristies of re-
spondents who were tested anonymously
with those who were tested canfidentially
and examined whether the type of HIV test
was associated with when in the course of
the disesse a subject sought HIV testing
and HIV-related madical care. Date of
AIDS diagnosis was extracted from the
state HARS databases and commhined with
the interview data for analysie. Type of
HIV tesring was cJassified a3 ananymous
ar confidential depending on whether the
subject reported gl;lrl:g 8 number (anony-
mous) or a name (confidential) to get the
HIV test result. Subjects who in response

O

to ah explicit question said that they gave
afalse name were excluded from the analy-
sls. Toasuess the validity of our method far
clasaifying the type of HIV test, we com-
pared the subject’s report of having given
anumber ar g name to obtain their test re-
sult with the rype of testing site. Assum-
ing that testing iri a physician’s office, hos-
pitsl, jail or prison, or hlood bank should
have been reported as testing by name
{confidentis] testing), we found that 96.4%
of subjects tested in those settings re-
ported they had rece{ved their results by
name. Ofthose whoreported that they had
received their test resnlt by number
(anonymous testing), only 6.4% reported
testing in one of those settings.

We limited our analysis to respondents
who firet tested HIV positive in the state
from which they were sampled, Jved in
states thal offered both anonymmous and
confidential testing (M!ssissif i ex-
cluded), and voluntarily saught HIVtest-
ing as opposed to being requirad to abtain
8 test becanse of regulations associated
with prisons, drug treatnent programe, the
military, insurance plans, or blood banks.
Thusg, subjects were considered volun-
teers for testing if they, in response to a
checklist of questions, reported that thelr
reason for testing was (1) they felt sick and
wanted tofind out whetherthev had HIV,
(2) they thought they might have HIV even
if they did not feel sick, (3) someone told
them that they should get tested. or (4)
gomeons from the health department told
them that they had had contact withanin-
fected 3sx or needle-charing partner.

In comparing the characteristics of per-
sons tasted anonymously ve persons tested

. confidentially, we tested differencesin the

proportions by using the x* statistic. We
examined the association of anonymous
and confidential testing with several in-
tervals: time from HIV-positive test re-
sult o AIDS and thie interval’s 2 subeorn-
ponents: (1) time of HIV-positive test
result to first HIV-relsted medical care and
{2) time from first HIV.relsted meadical
care to AIDS. We ysed the date of AIDS
diagnosis to anchor camparisons of the
HIV-positive test result date and the HIV-
related medical cara date, Date of first
HIV-positive test zesult and date of first
medical care for HIV infection were self-
reported as a month and 2 year. Time in-
tervals used in analy¥is were constructed
from these dates and thadate of ATDS di-
agmosis as reported to HARS. We com-
pared the mean time {ntervuls among HIV
testing, HIV-related medical care, and
AIDS diagnagis for persons tested anony-
mously and persons tested confiden-
tially. Time intervals thst included an
AIDS disgnosis were also stratified by
whether the diagnosis was based onan op-
portunigtic infection or a CD4- cell count
of less than 0.20 x 10%/L (200mL.).
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XVd LT:ST @34 86/82/01



o g

Tadle 1.—Chargctatiztics ol Persons Voluniarly Tested for Human |mmynedaliclency Virus (HtV)

Ananymous Cenfidentiat I 4
Cheraclonistics (ns 192) {nu643) Yalue
Age, maan, y 36 38 <.00Y
Male, % (13 [ L] ]
Haca/athniclly, %
Alfncan Amerlean 1 20 7
HY 14
panic 17 001
Omer B 3
Whie (] 56
HIV expogure group. %
- Men «wha have gex with men 78 58 7
Injectioh drug user 8 13
Slood -3 r
proad ) 061
Haalth wotkar 1 a
Mawerosecual a 11
Unknown B 12 J
Educalon, mean. y 13 127 03
Monthly income, masn, § 1390 1450 31
tngurance. % '
Privatevolhar 4B 49 o8
Medicaig [} 9
Nora 87 ['+]
Regular source o crg dafura HIV-pesitive Lest resull, % 23 S1 001
Symmoms at time of HIV-petitve tesl result, % 50 70 001

M

We compared subjects on the basis of
whetherthey had symptoms of weight loeg
without diating, fevers, heavy night sweats,
diarrhea, oral thrush, frequent vaginal
yeast infections, memory problems,
shingles, pneumanis, Kaposi sarcoma, lym-
phoma, meningitis, or tuberculesis ak the
time they learned they had HIV. Sub-
jects who 3aid yes to any of these condi-
tions were conaidered symptomatic at the
time of the first HIV-positive test result,
To estimate HIV digease severity at the
time of first HIV-related medical care, we
compared the mean self-reported first
CD4- cell counts of persons tested anony-
mously and persons tested confidentially.
To estimate the quality of HIV-related
medical care for persons tested anony-
mously and persons tasted confidentially,
subjects were asked to report whether
their HIV-related medical care had ever
included ruberculin kin testing, taking
Zidovudine for at least 1 day, and taking
trimethoprim-sulfamethaxazole (Septre,
Bacrrim, Cotrim) or aerosolized pentami-
dine a5 a measure of Preumocysiis cari-
nii preumonia (PCP) prophylaxds.

To isolate the independent contribu-
tion of the type of testing on the tme in-
tervals and the first CD4" cell count, we
performed multivariate linear regression
analyses that contzolled for differencesin
the charactarletics of persans tested anony-
mously vs confidentially. Marginal differ-
ences arross 6tates were controlled forus-
ing a state of resldence indicator in the
multivariste analyseg. Means from multi-
vgriate analyses are the estimated least
squares meens from linear models, Be-
cause the distributions of time intervals
and CD4" cell counts were skewad by some
higher values, we repeated our multivar-

iate analyses by using log transforma-
tions of the time intervals and CD4" cell
counts. Theee anslyses did not appreda-
bly alter the significance of the results per-
taining to anonymous vs confidential test-
ing; therefore, for the purposes of
providing measures of effect that are eas-
{ly interpreted, we have chosen to display
the results based on the nontransformed
mean time intervals and CD4- cell counts.

The study was approved by institu-
tional review boards at the Unlversity of
California, the individual states that re-
quired review, and review baards at local
institugons as required within sone states,

RESULTS

Inthe 8 participating states. 3321 AIDS
enses were sempled from May 1996 through
December 1996: of those, 2801 met eligi-
bility criteris. Overall 1913 (68.3%) of 2801
eligible AIDS cases were interviewed in
the AIDS Patient Survey. We excluded
1078 rezpondente from the analysis be-
cause they initially tested HIV positive in
adifferent state from the one ih which they

‘were sarpled (368). they were fromastate

that did not have anonymous testing (262),
thelr reason for testing was not voluntary
(247), they provided a false name at g con-
fidential festing site (55), or they did not
have complete data for all the variables
used in the analysis (151). Of the remain-
ing 835 subjects, 192 (23%) reported that
their first positive test regult had been from
an anonymous test (Table 1). Persons
tested anonymously tended tobe younger,
white, slightly more educated than per-
sons tested confidentally, and more likely
at rizk for HIV becanse they were MSM.
Persons tested confidentially were sigmfi-
cantly more likely to have had a regular

#
HVe FiratCare AIDS Dx

herl s |

Confidential
(n = m) 718
Mean First CD4* Coll Count=0.267x 10%L

328" 9181

snorymoue I

(n=192) 12487
Mean First CDa* Cell Count=0.427 x 10%/L1

#

Figute 1.—Mean tme in duys 1o first human -
nodeficieney virus {HIV)~e[aled cars and acquired
immunadeficiency syndrome (AIDS) dingnesis by
ananymous and confidential teeting. Astssisk indi-
cates P<.01 for eanfidontial ve anonymous lesting:
dagger, P=.001 far confidential ve anenymous
weling; HIV+. aate of knowledge of Hiv-positive
swatys; firsL cace, daie of first HIV-related medlax
care: and AIOS Dx, date of AIDS diagnosis.

gouree of care befare their first HIV.pog-
{tive test result and to have had HIV-re-
lated symptoms at the time they received
the test; however, half afthe personstested
anonymously were wlso symptomatic.
Persons tested snonymously present-
ed earlierin the course of HIV disease for
testing and care than did persons tested
confidentially. The mean time fromlearn-
ing they were HIV positive to the diag-
nosis of A]DS wasalmost a year and 2 half
longer (529 days) for those tested anony-
mously than for those tested confiden-
tially (Figure 1). The mean time was 1246
days for persons tested anonymously and
718days for persons tested confidenually.
Most of this difference wasinthelengthof
time in HIV-related medieal care. Per-
sons teeted anonymougly received an gve
erage of 337 mare days in HIV-related
tmedical care before an AIDS diagnosis
than did persons tested confidentially.
Comparisons of the median thmes from
Kknowledge ofbeing HIV positiveto AIDS
sere even greater between persons
tested anonymously and person3 tested
confidentially. The median time was 923
days among parsons tested ananymously
and 90 days among persons tested confl-
dentinlly. An additional indicator that
persons tegted anonymously came earlier
for testing and medieal cars than did per-
gons tested confidentially was the signifi-
cantly higher first CD4- cell count (0.427
x 10%L ve 0267 X 10°L) despite the
longer unadjusted interval between the
HIV-positivetestresultund medical care.
To isolate the independent contribu-
tdon of the typa of HIV test on the tizning
of testing and medical care, we adjusted
our resnlts toaccount for djfferences in the
characteristics of persons who sought esch
type of test. In the multivariate analysis,
several charscteristics were associated
with the length of time between a per-
s0n's learning of u positive HIV test re-
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Table 2.—Multivariate Pradictors of Number 8f Days Batween Knowledgs el Being Human immunodefi-
elency VIrug (HIV) Posltive and Acgulred Immunadeficiency Syndrome

Charecleristiaa No, of Days (95% CI) P Value®

Afe, y 1{-7®8) kL]
Male ~183 (-408 10 44) 1
Race/ehnicity

Afican Amencan ~49 (—234 10 137} 61

Hispanic —121 (-332 |0 BY) 25

Other €5 (-2BB 1o &18) 72
. White Rafarant (. - )¢
RIV rzposure group

Man who have 5ax with men 405 (198 10 B13) ~.001

Injection drug user 349 (108 16 591) 005

Otfer Reterant (.. .) e
Education. y 28 (-4 30 §1) 08
Manthly income, $ =53 (~130 o Z3) a7
ingursnce

Private/othgr 112 (w82 10 275) AL

Medicals 64 (-2221021Y) 78

Nanp Referant (. , .} .
Regulsr source ef care before HIV-pasitive last resuk =21 (=173 0 130) 78
Symplome at yime of HIV-pogliva (esl resull 413 (=863 I0 =675) <,001
Anonymous 1est 272 (101 1o &43) 002

"A? = 0.24 (including an Indicater lor respandent’s sl resiSance),

teipans indicals dam Ael applicable.

sult and receiving an AIDS diagnosis.

Among HIV exposure groups, MSM and

injection drug users had a significantly
longer period of knowing they were HIV

pogitive before their AIDS diagnosis.

(Table 2). The strongest predictar of the
length oftina between knowledge of HIV
positivity and AIDS was having symp-
toms at the thne of the HTV-positive test
result Having symptoms at the time of the
HIV.positive test result decreased the
length of time between knowledge of be-
ing HIV positive and AIDS by 819 days.
After adjustment for the subject'zage.
sex, race/ethnicity, education, income. in-
surance statns, HIV exposure group. if
the regpondent had a regular source of
care or symptoms at the time of the HIV.
positive teet result, and the state of resi-
dence, anonymous testing remained sig-
nifleantly associated with earlier medical
care (Figure 2). Although the difference
in the number of days between the posi-
tivetest result and first medical cure Was
na longer significant between the 2
groups, the length of time in medical care
before AIDS was abmost 8 months longer
(221 days) for persone tested anony-
mously compared with persons tested
confidentially. The mesan adjusted first
CD4" cell count was also 0,092 x 10%/L
higher for persons tested anonymously
than for pergons tested cenfidentially,
Persone tested confidentially were mote
likely than thoge tested anonymousty 5%
vg 16%) to have an AIDS dizgnosis hasad
on an opportunistie infection rather than
on & CD4- cell count of less then 020 x
10°/L. Accounting for this difference in
how AIDS wes diagnosed inthe 2tesdng
groups further expands the sdjusted dif-
ference in the duration of HIV-related

JAMA. October 28, 1998—Vvei 280, No, 16
F10

medica] care befare AIDS disgnosis from
221 10 230 days.

Comparisons of tuberculin skin testing
and the vse of zidovugdine and PCP pro-
phylaxis sugrest thut care was similar for
the 2 testing groyps. Ninety-one percent
of persons tested anonymously vs= 89% of
persons tested confidentinlly reported that
they had received tubereulin skin testing
during the course of their HIV-related
medical care. Ninety-aight parcentof per-
soDs tested anonymously vs 95% of per-
sons tested confidentially were offered z-
dovudine, and 73% in each testing group
had been given PCP prophylaxis. Nane of
these testing ar treatment differences
were significant hetween the 2 groups.

COMMENT

In chis multistate study, we found that
anonymous testing wuas sought by ap-
proximately a quurter of HIV-positive
persons who hgd been tested voluntarily
before an AIDS diagnosis. Anonymous
testing for HIV Infection was associated
with earlier testing and medicalcare. Asa
regult of this earlier testing and care, per
gons tested ananymously received the po-
tential benefits of a significantly langer
period of HIV.related medical care com-
pared with persons tested confidentially,

Althoughthe determination ofthe type
of HIV test, CD4¢- cell counts, and the in-
tervals between HIV tecting, medical
care, and AIDS are in large part depen-
dent on self-repart, we suspect that the
{mpartance of this information for our re-
spondents makes it reasonably likely that
their rej g was accurate. Cunning-
ham et al" found that self-reported CD4"
cell counts Were accurste when compared
with values recorded in the medical rge-

]
HIV+ First Care AIDS Dx
P

Conhdential
(na643) 743
Mean Flrst CD4* Call Count=0.273x10%L

262 762°

Anonymous AT S
(n=102) 1014°

Mean First CD4™ Cell Count™ =0.385x 10%/L
S ——

Figurg 2 —Adusied maan time in Gays 1o fegthuman
immunodeliclensy virue (HIV)-related care Bnd ac-
quired immunodaticiency syndrome (AIDS) diagnosis
by anonymous and cenfidental lesting. Values we
leas) squares means fom 4 lingar regrassion model
snd are adjuslad lor age. sex, raaa/ethnicity. oduca-
tdon, income, insurance status. HIV ek group, regutar
sourca of care al the lime of testing. Symptoms at {iMe
ol HiV-positive test result, and 3iale regldence. Aster-
Isk indicates P<.001 lor confidendal va anofymeus
testing: HIV+, date of knewlsdpa of HIV-poslive sla-
1ws: first care, dare of first HIV-related medical care;
amd AIDS Dx. dats ot AIDS dgiggnesis 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 gimilar. Acknowledging that there
is also Hikely to be some error in the self-
teported first CD4- cell count and dates of
HIV testing and HI V-related care, we do
not have any reasons to suspect that this
reporting is bizsed by the type of HIV
test 2 person received.

Anonymous testing was not available
in all the study statesin the early years of
HIV testing. However, since all the re-
spondents were diagnosed as having
AIDS withinthe same year, thereisabias
toward & positive assodation between
confidential testing and the longest inter-
vals between knowledge of being HIV
posltive and AIDS. When we limited our
sample tomore recent years in which both
anonymous and confidential testing were
available, we find 8 proportionally &ven
greater difference between persans
tested snonymously and persons tested
confidentially in the length of time be-
tween knowledge of being HIV positive
and AIDS diagnosis (data not showr).

A question can be raited whether the
benefit we observed for anonymous test-
ing is attyibutable to the availability of this
type of testing or to characteristics of per-
sons tested anonymously that mske
saek earlier testing and care. For ex-
ample, among HIV exposure groups, MSM
are more likely %o seek anonymous test-
ing. From & palicy perspective the quoes-
tion is whether the same per=ons who seck
early HIV testing at anonymous sites
would do 8o ut confidential sites if anony-
mous testing sites were eliminated! We
cannot rule out the possibility that these
same persons would have sought early
testing and care even if unohymous test-
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ing were not available. However, we de-
sigried our enalysis to isolste theindepen-
dent contribution of type of HIV testing
to our outcome measures. To avoid a po-
tentially biazed comparison of persons who
voluntarily sought testing st either anony-
mous ar confidentia) testing sites with
those who were required to be tested in
confidential settings, we limited our analy-
sis to these whose reatons for testing sug-
gested that the action Wwas voluntary. To
avoid & bias toward confidential testing
among sicker persons who sought medi-
cal care, we included symptams at the time
of HIV testing in our adjusted analysis. Of
the parsons tested anonymously, 50% re-
ported that they were symptornstie, sug-
gesting that even sick persons were mak-
ing testing choices. We alsa controlled for
a wide variety of other characterigtics that
differentiated persons tested anony-
mously and those teated confidentially and
still found that anomymous testing was in-
dependently assodated with a substan-
tially higher first CD4" cell count and a
longer period of HIV-related medical care
before AIDS.

We explored the passibility that the
longer duration of HIV-related medicsl
care for parsons tested anonymously conld
be due to explanations aside from their
seeking medical care earlier. For ex-
ample, if persons tested anonyTmously
were diagnosed as having AIDS more of-
ten than persons tested confildentlally on
the basis of an opportunistiec infection a3
opposed ta a CD4- cell count below
020 x 10°/L, this would ereate a bias to-
ward lengthening the duration of HIV.
related medical eare before an AIDS di-
agnosis for persons tested anonymously.
Ingeneral, opportunistic infections cocur
later in tbecﬁi.v disease course than de-
tection of 2 CD4" cell count below 0.20 x
10%L. However, since more persons test-
ing confidentially than ancnymously were
dlagnosed as having AIDS on the basis of
an opportunistic infection. adjusting for
this biaz merely increases the duration of
HiV-related medical care among per-
sons tested anonymously compared with
confidentially. A second explanaton farthe
longer duration of HIV-relsted medical
are [or personstested anonymously is that
they were receiving better-quality medi-
cal care than were persong tested confi-
dentially. However, comparisons be-
tween persons tested anonymously and
conifidentially in their receipt of several ef-
fective prevention and treatment ser-
vices revealed no significant differences.

Some of the individual characteristies
associated with esrlier HIV testing and
HIV-related medical care were expected,
but others werenot. For example, wehad
anticipated that persane who were symp-
tomatic would geck care more quickly
than persons who Were ssymptomatie,

We found that sfter controlling for
whether persons had HIV-related symp-
toms at the time they received a poaitive
BIV test result eliminated the signifi-
cant difference between persons tested
anonymously and persons tested confi-
dentially in the length of their delay be-
wweey learning they were HIV positive
and getting HIV-related medical caru.
However, we wers purprised that nei-
ther health insurance nor haviag a regu-
lar source of care—2 traditional mea-
sures of access—was associated with early
HIVtesting or HIV-related medieal care.
This finding suggests that either physi-
cans are not suffidentlyidentifying their
high-risk patients and encouraging them
to be tested esrly or that patients who
have insurance or a regular source of care
arereluctant to pursue HIV testing at any
greater rate than is found among all at-
risk individuals.

We found, as other reports have sug-
gested, that black and Hispanic persons
tended tohgve fewerdays of knowingthat
they wera HIV positive befors AIDS and
fawez HIV-related medieal cure days
thun whites®; however, the comparisons
with whites were not significant in the ad-
Justed analyses.

With the development of improved
therapies for HIV-infected persons, thera-
tionale for anonymous testing may be wan«
ing ' In our companion study of persons
at high rigk for HIV, we found that in the
1990z the annual rate of choosing anony-
mous rether than confidential testing was
44% to 58% (mean, 48%) (A.B.B,, D.O,,
FM.H., et al, unpublished data, Decemn-
ber 1985-November 1996), This suggests
that, at least through 1996, anonymous test-
Ing has remained a consistently impor-
tant testing option for & significant pro-
portion of at-risk persons. It is also possible
that more at-risk perzons will be inter~
ested in anonymous testing now that the
Councll of State and Territorial Epiden-
ologists has revised its statement on HIV
reporting to favor name reporting'! and a
@rowing number of states and Congress are
actively considering the implementation of
HIV name-reporting policies.” To the ex-
tent that name-reporting surveillance sys-
terns create 2 barrier to HIV testing for
same persons, anonymous testing might
serve a5 a “safety valve” far those who fear
that confidential surveillance systems can-
not adequately protect their privacy.

Observitional studiea maynevarbesble
ta fully tease apart the contribution that
anonymous testing makes to the tming of
HIV testing and to HIV-relsted medical
care. In reglity, there Is 2 complex Inter-
play among the characteristics of persona
at-risk for HIV, changes over time inthe
perceived benefit of knowing one’s se-
rostatus, the availability of anonymous
testing, the implementation of name-

reparting palicies. the opportunity to cir-
cumvent surveillance strategies by using
a false name at canfidental testing sites,
and the gvailability of anonymous home
HIV testing lits. We were able to adjust
for many, bt not all, of thes factars. None-
theless, we believe that our study pro-
vides the strongest evidence to date that
gnonymous testing contributes at 8 popu-
lationlevel Lo early HIV testing and medi-
cal care. Thus, to achieve the public health
goal of providing early access to HIV teat-
ing amfr HIVrelated medical care, public
health departments should maintan and
in some instances enhance the broad avail-
ability of anonyrnous testing options.

Supg:r: for thia pruject waa3 provided by the CDC
(DHHS 282.92-0043).
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Dcar Colleaguc:

The accuracy and completencss of AIDS surveillance data has proven to be invaluable in
eifectively 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 arca often creates challenges in another area. Such is the casc 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 currcnt 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 (Uls).

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 Uls (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 Ul 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 HIV surveillance have access to current information
as they consider the best ways to expand AIDS surveillance to include HIV 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 surveillance. Because surveillance
data are so critical to prevention and treatment efforts, CDC must recomnmend approaches based
on their performance. Any potential HIV surveillance sysicm will need to meet very spccific
performance criteria for effectiveness and security. The upcoming guidance, which will be
released in a special MMWR Recommendations and Reports, will specify these critena. The final
guidance will be published aftcr 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 committed to resolving these important issues and will do everything possible to
ensure that the public health benefits from changes in AIDS surveillance practice are maximized
while minimizing the potential for risks. We look forward to hearing your comments after the
drafl 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,

BLQM\_G_,D.%O%L/

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

T o 4 e

Kevin DeCock, M.D., FR.CP.
Director
Division of HIV/AIDS Prevention -
Surveillance and Epidemiology
National Center for HIV, STD, and TB Prevention
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The Role of HIV Survaillance
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
traat HIV infection has advanced, the progression from HIV infection to AIDS is slowing and the
number of psople 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,
propases to implement national HIV infection case surveillance in order to continue to
etfectively track the epidemic as it evolves.

The development of a national HIV surveillance system is a public health priority. Unless
surveillance systems ares 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 ot 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 survsillance 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 effactive in maintaining the confidentiality
of name reporting.

' States that have confidential, name-based HIV infection reporting are Alabama,
Arizona, Arkansas, Coloradao, 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 alternativas 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 narmes

In response to concerns about a name-based system, CDC has conducted a three-ysar
evaluation of non-named, unique identifier {Ul)-based surveillance systems in Maryland and
Texas. The evaluation, published in the January 8, 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 surveillancs lists that could be
disclosed in a breach of confidentiality. Moreover, security and confidentiality laws 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 sesking among at-risk individuals.
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Support for anonymous 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 betwsen 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 10 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 1o 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 furthar 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.

#HR
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Evaluation of HIV Case 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 namaes, 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 (UN*. This report summarizes a
3-year collaboration by CDC and these statas to evaluate Ul survelllance for HIV infec-

*Reporting in Maryland is exempted for nanstate 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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tion; the findings indicate some limitations to the use of a Social Security number-
based Ul for BIV survsillance.

In both Maryland and Taxas, Ul surveillance for HIV was implemented in early 1994,
and both used the same 12-digit numeric Ul code (comprising the last four digits of the
patient’s Saocial Security number [SSN), six-digit [month/day/year] date of birth [DOBI,
one-digit code for race/ethnicity, and one-diglht 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, Ul HIV surveillance databases were maintained sepa-
rately from name-based AIDS surveillance databases.

Evaluation criteria included the proportion of reports with full Ul 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 Ul 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-
infectian reports.

Maryland

In 1993, the Maryland legislature mandated Ul reporting of both positive HIV tests
and patients with CD4+ T-lymphocyte counts of <200 cells/uL. {CD4+)'. Health-care
providers requesting HIV or CD4+ tests are required to construct the Ul code for each
patient, include the code on the laboratory slip, and record it in a surveillance log that
matches the Ul to patient identifiers (e.g., medical record number, patient name, or
other patient code) for purposes of case investigation and follow up. Laboratories fi-
censed by Maryland are required to submit the Ul-based reports to the state health
department through the local health departments.

Of 9971 HiV-infection reports entered during July 1994-December 1996, all Ul sle-
ments were present for 7119 {71%) (Table 1). Element-specific presence ranged from
78% (SSN) 10 98% (DOB and sex). The proportion of reports with full Ul 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-
tand 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 Ul 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 1985 through June 1996, data elements to construct Ul were available
for 633 (85%) cases. Of these, 319 (50%) matched to HIV-infection raports with full Ul
in the Ul 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 raecords

tHiV-infected persons with 8 CD4+ T-lymphocyte count of <200 cells/ul meet the 1993 expanded
AIDS surveillance case definition and are reportable by name for AIDS surveillancs.
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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 July= Jan.- July- Jan.~ July-
element State Dec. 1994 Junae 1995 Dec. 1995 June 1996 Dec. 1996 Overall
Total no.rgports MD 2,238 1,691 1,866 1,881 - 2,295 9,971

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

Data slement?

Social Security MD 69.6 73.1 81.2 83.5 B4.5 78.4
number TX 56.7 88.6 65.0 69.5 75.2 66.0
Date of birth MD 95.2 96.3 98.7 99.3 98.8 97.6
T 88.4 89.8 93.1 96.8 97.6 82.6

Sex MD 96.8 97.2 98.7 99.2 99.4 98.3
TX 91.6 975 98.4 99.1 97.9 96.6

Race/Ethnicity MD 85.8 88.5 91.6 94.0 89.9 89.8
X 80.8 91.6 93.4 97.1 95.4 91.1

% Reports with MD 61.3 65.9 74.9 78.5 76.5 71.4
full U1 ™ 51.8 61.9 61.6 66.5 71.3 61.6

T+ Excludes approximately 7000 records that had three or mare missing Ul data elements.
Proportion of all reports containing specific Ul data elements.

with full Ul and complsteness 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 enterad 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-infacted children aged <13 years and Ul reporting of HIV-infected adolescents
and adults. Both health-care providers ordering an HIV tast 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 1985, TDH excluded approximately 7000 paper HIV reports with
three or more missing Ut 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 prasence ranged from 66% (SSN) 10 97% (sex). Overall, 60% of reports were
submitted in periedic batchas, which had a longer time from date of HIV tast to receipt
by TDH (median: 173 days; range: 26-974 days) than the 40% of reports submitted
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 elemeants 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-infaction reporting, availability of unique
identifier (Ul} data elements in alternate databases, and sources of report — Maryland
and Texas, July 1994-December 1996

Maryland Texas

Characteristic (n=9,971) {n=16,119)
Completaness of reporting

Hiv= 50.4 26.0

CD4+ T-lymphocyte count* 44.4 NAt

HIvs 52.3 NA
Availability of Ul data

elemaents in alternate

databases

Birth? No No

Death Yes Yes

Sexually transmitted

disease Na No

Tuberculasis No No

Drug assistance** Yes Yes

Medical assistance?t Yes No

Hospital discharge No No
Source of HIV report

Public 30958 77%3%

Private 70%11 23%***

*AIDS cases reported through July 1997 compared with the Ul database.
TNot available.

SHIV cases diagnosed from July 1995 through June 1996 in HIV counseling and testing sites
compared with the Ul database.
YUsed for pediatric AIDS surveillance only.
**Faderal- and state-funded medication program.
T'Federal- and state-funded medical-assistance program.
$5Includes local health departments and state laboratory.
Mincludes community-based organizations and private clinics and laboratories.
***Includes community-based organizations, hospitals, private physicians, clinics, and
labaratories.

specified period (Table 2). Of thase, 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,
reflactive 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 iocated. SSN could not be located for 120 (58%) of these records.
Reported by: L Solomon, DrPH, L Eldred, DrPH, J Markowitz, PhD, P Ryan, MS, G Benjsmin,
MD, Maryland Dept of Health and Mental Hygiane. 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.
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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 HIV-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 employsed for AIDS surveillance (1,3).

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 enabie AIDS surveillancs to attain
high performance standards as reflected by completeness of reporting (>85%) (5 ) and
documentation of risk exposures (293% 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 {276% 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 survaillance 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 slement 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 recards but, in the controlled environment of the Maryland HIV C&T
system, counselors were able to collect SSNs for most clients. The completeness of
reporting also may be affacted 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 infactions during the evaluation
periad. The difficulty in collecting HIV data when persons are tested out of state also
may affact 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; howaever, 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 maechanisms to link the Ul to patlent 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 3 breach of confidentiality.

{Continued on page 1271)
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CDC has recommended that all states and territories conduct HIV case surveillance
as an extension of their AIDS survelllance systems (7). In addition, CDC is deveioping
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 implamenting 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 Evaluation of Unique Identifier-Based HIV Surveillance Systems Finds that
Current Ul Systems Provide Limited Data and May Not Reduce Confiden tiality
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

Ql

Al

Q2

Q3

A3

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

The evaluation revealed that social security number based Ul systems do not provide
reliable data for directing prevention and treatment and may not reduce confidentiality

concems. Specifically, the SSN based Ul systems are limited in performance as follows:

* Completeness of reporting for the Ul 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 from the Ul
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 with 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 Uls with patients, because this
approach increases the number of lists of HIV infected people that could be disclosed
in a breach of confidentiality.

Why is HIV surveillance needed?

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,

Will CDC be recommending name-based HIV surveillance?

CDC has not finalized its policy on HIV surveillance. CDC recommendations 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.

P. 003
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Evaluation of HIV Case Surveillance
Through the Use of Non-Name Unique identifiers —
Maryland and Texas, 1994-199¢

of concerns about name-based HIv Surveillance, Maryland and Texas implemented
HIV surveillance using non-name unique identifiers (U*. This report summarizes a
3-year collaboration by CDC and these states to evaluate Ul surveillance for HIV infec-

T S ——— - -
*Reporting in Maryland is exempted for nonstate residents: persons who are tested at anony-
Mmous test sites; are blood, semen, or tissue donors: and participants of certain research

projects. No exemprions o reporting exist in Texas
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tion; the findings indicate some limitations to the use of a Social Security number-

based Ul for HIV surveil lance.

In both Maryland and Texas, Ul surveillance for HIV was implemented in early 1994,
and both used the same 12-digit numeric Ul code {comprising the last four digits of the
patient’s Social Security number [SSN), six-digit [month/dayjyear] date of birth [DORB),

one-digit code for race/ethni

City, 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, Ul HIV surveillance databases were maintained sepa-

rately from name-based AIDS surveillance databases.

Evaluation criteria included the Proportion of reports with full Ul codes, timeliness
and completeness of HIV reporting. and potential for matching the Ul-based case re-
Pofs 1o altemnate databases. In Texas, selected HIV reports also were evaluated for
ability to follow back Ul reports to patient records; in Maryland, provider coampliance
with maintaining patient surveillance logs was assessed. During July 1984-December
1996, Marvyland reported 6412 AIDS cases and received 9977 HIV-infection reports,
and Texas reported 12,041 AIDS cases and received approximately 23,000 HIv-

infection reports,
Marytand

In 1993, the Maryiand legislature mandated U] reporting of both positive HIV tests

and patients with CD4+ T-lymphocyte counts of <200 cells/ul. (CD4+)!. Health

-care

providers requesting HIV or CD4+ tests are required to construct the Ul code for each
patient, include the code on the laboratory slip, and record it in a surveillance log that
marches the Ul 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

department through the iocal health departments.

Of 9971 HiV-infection reports entered during July 1994-December 1996, all Ul ele-
ments were present for 7119 (71%) (Table 1). Element-specific presence ranged from
78% (SSN) 1o 98% (DOB and sex). The proportion of reports with full Ul 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

equired

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 elementsto construct Ul were avaifable
for 633 (85%) cases. Of these, 319 (50%) matched to HiV-infection reports with full Uj

in the Ul 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

e,
THIV-infected persons with a CD4+ THymphocyte count of <200 cells/ul meet the 1993 expanded

AIDS surwveillance case definition and are reportable by name for AIDS surveillance.

es12
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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 19%

Reports/Data July- Jan~ July- Jan- July-
element State Dec. 1994 June 1995 Dec. 1995 June 1996 Dec. 1996 Overall
Total no. reports MD 2,238 1.691 1,866 1.881 2,295 9,971

™X®* 3,932 3,399 3.597 2,852 2,339 16,119

Data element! .

Social Security MD 69.6 73.1 81.2 835 84.5 784
number T 56.7 68.6 65.0 69.5 75.2 66.0
Date of birth MD 95.2 96.3 987 99.3 98.8 97.6
™ 834 89.8 93.1 968 976 926

Sex MD 96.8 97.2 987 99.2 99.4 98.3
TX 915 975 98.4 99.1 97.9 966

Race/Ethnicity MD 858 83.5 91.6 940 89.9 §9.3
™ 80.8 916 944 - 97.1 95.4 91.1

% Reports with MD 613 65.9 74.9 785 76.5 M4
full Ui TX 51.8 81.9 61.6 66.5 71.3 61.6

' 1 Excludes approximately 7000 records that had three or more missing Ul dats elements.
Propostion of all reports contamning 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
weére entered into the C&T database: of these, ail Ul elements were present for 94%.
HIV C&T reports for persons who had HIV diagnosed from July 1995 through June
1896 were matched to the Ul database. Of the 528 reports, 276 (52%) matched.

Texas

Approximately 23,000 HiV-infection reports were received at TDH during the evalu-
ation period. Since 7995, 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 UJ 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 submitted
individually (median: 59 days; range: 2-906 days).

Completeness of HIV-infection reporting was estimated by com parisonto AlDS sur-
veillance data using the same methodology as in Maryland. Data elements 1o con-
struct Ul were available for 1762 {(79%) of AIDS cases with dates of HIV diagnosis inthe
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TABLE 2. Percentage completeness of HiV-infection reporting, availability of unique
identifier (U1} data elements in alternate databases, and sources of repost —Maryland

and Texas, July 1994-December 1996
nd Texas
Characteristic :‘I:J;ﬁl (=16,119)
Completeness of reporting
Hiv* 50.4 26.0
CD4+ T-lymphocyte count* 4.4 NAT
HivE 52.3 NA
Availability of Ul data
elements in alternate
databasgs
Birthf No No
Death Yes Yes
Sexually transmirted
disease No No
Tubercylosis No No
Drug assistance*» Yes Yes
Medical assistance™ Yes No
Hospital discharge. No No
Source of HIV repornt
Public . 30955 T7% 88
Private 70% 91 23% %"=

*AIDS cases reported through July 1997 compared with the Ul database.
TNot available.

SHIV cases diagnosed from July 1935 through June 1996 in HIV counseling and testing sites
compared wirth the Ul database.
1Used for pediatric AIDS surveillance only.
**Federal- and srate-funded medication program.
MFederal- and siate-funded Medical-assistance program.

specified period (Table 2). Of these, 454 (26%) matched to HiV-infection reports with
full Ul in the UI 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
Ssources. Of these, 456 (60%) could be matched to a client record using any combina-

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 Eldred, DrPH, J Markowitz, PhD. P Ryan, MS, G Benjamim,
MD, Maryiand Dept of Heaith and Mental Hygiene. AS Robbins, PhD, DW Hamaker SA King,
MA. SK Melville, MD, MC Thomas, MS, DM Simpson, MD, State Epidemniologist, Texas Dept of
Heahh Div of HIV/AIDS Prevention-Surveillanes and Epidemiology, National Cenrer for HiV,
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Editorial Note: HIV and AIDS surveillance data are needed 10 provide reliable
Population-based data to guide public heaith 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-

surveillance methods based on numeric codes Compared 1o the name-based ap-
proach employed for AIDS Surveillance (1,3).

CDC uses established criteria to evaluate performance of publi¢ health surveiliance
Systems 10 provide accurate data to target prevention and care programs (4). States

high performance standards as reflected by completeness of reporiing {>85%) (5} and
documentation of risk exposures (293% of cases) (6). Evaluation of name-based HIV
surveillance has shown 74%-979% completeness of reporting (7: CDC, unpublished
data, 1997), and documentation of risk exposures (>76% of cases) (6). Secure and

resources for HIV and AIDS surveillance. At the state level, the most comprehensive
protections of medical data apply 1o government-held data, and most specifically to
HIV-related data (8). Names are removed before encoded and encrypted AIDS or HIV
Surveillance data are transmitiad to CDC.

The evaluations in Maryland and Texas indicated that the use of Uls limits the

follow-hack investigation in Texas suggests that SSNs are not readily available in dli-
ent or medical records but, in the controlled environment of the Maryland HIV C&T

information ofteniis 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 1o link the Ul to patient identifiers. The

of lists of HIV-infected persons thar could be disclosed in a breach of confidentiality.
(Continued on page 1271)
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Abstract

Context: 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 HIV-related medical care than confidential HIV testing.

Design: Retrospective cohort

Setting: Arizona, Colorado, Missouri, New Mexico, North Carolina, Oregon, and Texas
Participants: Probability sample of all new AIDS cases reported to the state health department
HIV/AIDS reporting system (HARS) between May 1995 and December 1996.

Main Qutcome Measures: Days from HIV positive test to first receipt of HIV-related medical care,

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

Results: Anonymous testers presented for testing and medical care earlier in their HIV disease
course than did confidential testers. Anonymous testers experienced an average of 387 more days
in HIV-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, HIV exposure group, and whether the
respondent had a regular source of care or symptoms at the time of the HIV positive test.
anonymous testing remained significantly associated with earlier entry into medical care. The mean
adjusted first CD4 count was 102 cells/ul greater in anonymous compared to confidential testers.
Conclusion: Anonymous testing contributes to enhancing early access to HIV testing and medical

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

anonymous testing options.

(B9



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 1nitiated 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

[solate 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 i1dentifiers 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

e Penalties for disclosure
e 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
e 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 AND 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 HI'V systematically from the point of
infection. '

A number of propositions are generally advanced in support of HIV

ACLU AIDS Project HIV Surveillance and Name Reporting ' v



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.”

vi ACLU AIDS Project HIV Surveillance and Name Reporting



with Disabilities Act provides broad-based 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 HIV Surveillance and Name Reporting ' C i
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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. '

ACLU AIDS Project HIV Surveillance and Name Reporting 1



Il. 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 1995.2 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.

1. NAME REPORTING IS BAD PUBLIC POLICY

A. Name Reporting Is Bad Policy If it Discourages People 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.

4 See Appendix II. o

3 Centers for Disease Control and Prevention, HIV/AIDS Surveillance Report, 1997, Vol. 9,
No. 1. o
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reported to public health officials.® By contrast, anonymous 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.

12 Susan M Kegeles et al., Mandatory Reporting of HIV Testing Would Deter Men from
Being Tested, 261 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 will 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

13 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.

1* JOHNSON, supra note 14.

1$ HIRANO, supra note 5, at 2009.

1 1d. 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.

1% 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).

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

2 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). T
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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.?2. 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,

2 FEHRS et al, supra note 6.

2 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. Testee Fear of HIV Name Reporting Cannot Be
Dismissed 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

3 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).

7 See, e.g., Woodrow Jones, An Overview Of Health Care Issues In Black Amenca in
Black Health Care,, Jones & Rice, eds., 1987.
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with AIDS from a public health office in Sacramento, Californja.?® As this
incident demonstrated, computerization and modern security devices do not
provide complete security. Moreover, the complexity of modern 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 personne! 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 service 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 of 4000 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

2 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
1A. See also Lawrence O. Gostin, Health Information Privacy, 80 Comnell 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 1A.

%2 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. S
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political mischief in the future. Just as a legislature 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
Jack 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 of Many of the Poor, New York Times,
October 14, 1997, at A22. L
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IV. UNIQUE IDENTIFIERS: A BETTER 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 modern 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 distrust causes testees to use pseudonyms in
confidential testing, in anonymous testing there is no incentive to create more
than one unique identifier.

3 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.

U. CONGLUSION

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®

37 Matthew Robison, a law student, provided significant assistance in the research and
writing of this report.
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APPENDIKI:
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 over time 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. :

3% HOXFORTH et al., supra note 30.
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Argument:

Response:

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.

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., supranote 7, at 1448; HOFFMAN, supranote 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

41 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., CD§ Lymphocyte Concentration in
Patients with Newly Identified HIV Infection Attending STD Clinics, 266 JAMA 235.
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Argument:

Response:

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.

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. Tnus, 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.

16

ACLU AIDS Project HIV Surveillance and Name Reporting




Argument:

Response:

People with HIV/AIDS do not need to be as concemed 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.

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
aré 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.

“2 see, €.g., Runnebaum v. Nationsbank of Maryland, _F.3d__, 1997 WL 465301 (4th Cir.
Aug. 15, 1997) (en banc) :
4 see, e.g., Parker v. Metropolitan Life Insurance Co., __F.3d__, (6th Cir. Aug. 1, 1997)

(en banc)

4 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 I
State-hy-State List of HIV Name Reporting Systems

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

Alabama Minnesota Oklahoma
Arizona Mississippi South Carolina
Arkansas Missouri South Dakota
Colorado Nebraska Tennessee
Florida Nevada Utah

Idaho New Jersey Virginia
Indiana North Carolina West Virginia
Louisiana North Dakota Wisconsin
Michigan Ohio 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)

lllinois  (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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APPENDIK IlI:
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: “[O]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, 4nonymity 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 HI V-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




