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ABSTRACT

Any proposed surveillance system must be ass essed accor ding  to wha t it reason ably ca n expe ct to

accomplish in the promotion of behaviors we wish to encourage in HIV testing, treatment, and prevention.

There is no reason to believe that the name reporting of persons with positive HIV test results will provide

an accur ate picture of the epidemic. Most public health experts believe that a significant number of people

who are H IV po sitive avo id testing  and  have n o idea  of their  status. A nd th ere is rea son to  believe that

significant numbe rs of th ose co nsider ing testin g, pa rticular ly those  who a re mem bers o f racia l and  sexua l-

prefe rence m inorities , will be deter red if th ey are r equire d to pr ovide th eir nam e. 

INTRODUCTION

The state-by-state  reporting  of positive HIV  test results to state health departments, and the forwarding

of summarized data on these results to the U.S. Centers for Disease Control and Prevention (CDC), seems

largely a done deal. Desp ite considerable public opposition, in December 1999 the CDC officially finalized

its proposal for a national system of HIV test reporting,1 and som e for m of H IV case  reporting  now is in

effect in most states.2

A nationw ide a dop tion  of mandatory HIV ca se repo rting is a deve lopment o f enormous c onsequ ence. It

repre sents a substantial commitment of time, money, and other resources to the collection, compilation, and

analysis of this data; and it mar ks a significant shift in policy that, until now, sharply scrutinized any

proposal to expand the collection or sharing of identifiable information on individuals’ HIV status.

Whatever the reasons may have b een for the lack o f organized p rotest agains t mandatory AID S

reporting—whether the relatively short period from diagnosis to death in the early and mid-80s; the belief

that AID S ca se r epo rting wa s the  leas t of the concerns of a community largely ignored during years of

extraordinary death rates among young gay men (and perhaps even a sign that government was beginning

to take  notice) ; its o ccurre nce  befo re th e develo pment o f an advocacy force  suffic ient ly to fight state and

federal initiatives of this kind; a “near universal recognition that an understanding of the new disease

required complete [sic] surveillance data”;3 or something else that might be revealed by careful, peer-

reviewed research of the matter—it is undeniable that many people with HIV may, for the first time, be

identified in governm ent lists maintained for the pr imary purp ose of identifying them (as c ompar ed to

identification in the course of providing medical care or other benefits and services), for potentially a much

longer part of their lives.

Having acknowledged in 1998 that “public support is critical to the success of public health programs
and agencies,” 4 why d id the CD C, and so ma ny sta te officials, move ahead with an HIV reporting system

that is widely oppo sed not only by the vast m ajority of consumers  of HIV-re lated servic es, but b y a host of

AIDS-seasoned doctors; organizations such as the International Association of Physicians in AIDS Care,

the San Francisco Department of Public He alth AIDS  Office, New  York’ s Callen-Lou rde Com munity
Health Center; and by former U.S. Surgeon General Joycelyn Elders, MD?5 What are the benefits of

investing years of effort and millions of dollars to support a reporting system that is vehemently opposed by

major organizations representing the populations most at risk for HIV, such as the National Urban League,



the National Minority AIDS Council, the National Black Lesbian and Gay Leadership Forum, Gay Men of

African Descent, the AIDS and Adolescents Network, AIDS Action, and Gay Men’s Health Crisis?6 The

CDC offers the following as a rationale for the program:

The expansion of national surveillance to include both HIV infection cases and AIDS cases is a

necessary response to the impact of advances in antiretroviral therapy, the implem entation of new H IV

treatment guidelines, and the increased need for epidemiologic data concerning persons at all stages of

HIV disease. Exp anded sur veillance will p rovide addition al data abo ut HIV-in fected pop ulations to

enhance local, state, and federal efforts to prevent HIV transmission, improve allocation of resources

for treatment services, and assist in evaluating the impact of public health interventions.7 

The CDC mainstains, in other words, that the availability of more effective antiretroviral therapies has

significantly slowed the progression to AIDS and has reduced the number of AIDS cases; as a consequence,

the national AIDS  case rep orting system no lo nger track s the size and  scope of the ep idemic, and
appropriate targeting of treatment and prevention resources hinges on securing data that HIV test reporting

will provide. But does this rationale hold water?

 Unfortunately, the heart of the debate about HIV case reporting—one that has been contentious and

fraught with drama—ignores this question, consistently skirting the heart of the matter. It is true that better
data could serv e the goals of be tter targeting prevention and treatment resources where they are needed

most, although matching dollars to actual need with any kind  of pr ecis ion w ould  itse lf mar k something  of a

sea change. More data might also help convince the public and public officia ls that the epidemic is not over

and that it merits the atte ntion of increased  public r esource s. From the o utset, howev er, the issue o f HIV
surveillance has been framed as a choice between the supposed merits of reporting those who test positive,

through the traditional use of names and other identifying data, versus reporting through use of “unique

identifiers.”8 This is hardly a non-issue—and one which name-reporting advocates have yet to address

ade quate ly— but both sides of the reporting debate seem largely to take as a given not only that more

information about the epidemic  is necessa ry, but that collecting d ata on pos itive HIV tes ts will provid e this

information. Required reporting of positive HIV test results will give us more data; but, in this case, is more

data necessarily better? Are the CDC’s stated goals and related benefits of surveillance reasonable and

realistic, and, to the extent that they are, is HIV case reporting likely to serve these goals?
 These are que stions wor th asking. Opponents of case reporting proposals have been criticized for

squandering energy on trivial or  unfounded con cerns; b ut funds to end the H IV pandemic are finite and

lives are  in the ba lanc e. W ith app rox imately $ 41  mill ion o f CD C funds made available during funding year

2000 for HIV/AIDS surveillance and HIV incidence and prevalence studies, and with about $28 million of

that dedicated to the continuation or implementation of AIDS and HIV case surveillance,9 the question  is

more than academ ic. Howeve r, a larger p rinciple is a lso at stake. It is the d uty of public health officials to

base policy on science and sound data, not on “tradition,” politics, or administrative concerns, and it is the

right of the public to insist that they do.

Un fortunate ly, state and federal officials have utterly failed to demonstrate why HIV case reporting by

name will be more effective overall than the less intrusive alternatives of anonymous seroprevalence

sur veys  or even case reporting with coded identifiers. At the very least, public health officials should have

convincing data to demon strate that a ch osen altern ative will not actua lly undermine its sta ted goals. There

is disturbing evidence that name-based HIV case reporting deters testing by exacerbating complex fears

about the societal consequences of testing positive for HIV, and there are fundamental concerns about the

privacy of sensitive medical information. Even so, there is considerably more at stake than these important

concerns. When need ou tstrips availa ble reso urces, alloc ation of millions of dollars to  an initiative with
questiona ble utility for ending the HIV pandemic should be vigorously challenged. And when the public

health officials who have been charged with serving as leaders in science-based policy stray from that

mandate, they undercut the focus on controlling and preventing disease.10 The failure of most public  health

officials and  mains tre am HIV /AIDS  org ani zations t o ex amine  the  leg itim acy of the starting assu mption in

the debate ha s fairly ensured that alternative systems of surveillance are not discussed by policy makers, let

alone seriously entertained.

The purpose of HIV surveillance—“to gain more reliable information about the prevalence, incidence,

and future directions of HIV infection and the impact on specific populations such as  racial and eth nic

minorities and women”11—is an  importan t one. Ther e is little reason to  believe, how ever, that HIV

reporting will serve this goal. As a long-time AIDS and policy expert once observed, and as is discussed

more fully below:



HIV reporting does not serve our purposes of describing current HIV incidence or prevalence, since, in

order to be reported, people have to seek healthcare (and be assessed for HIV infection) or have to seek

counseling and testing for HIV  at a non-ano nymous testing site. M any people w ith HIV infection might

not seek healthcare until they are aware that they are ill. That delay would range from weeks  to

years—even mor e tha n 10  years— after infection. Among those with HIV infection who seek

healthcare for non-HIV  related reasons, some will not be evaluated for HIV. A cross-section of those

who seek healthc are or wh o seek HIV  testing will not clos ely represe nt a cross- section of those who

are HIV in fected. The inne r-city poor . . . are  likely to be less rep resented th an those with  adequa te

health insurance who are also not alienated from the h ealthcare s ystem. Thus H IV rep orting will

provide some picture of HIV prevalence, but not of HIV incidence in a community. Data on the

prevalence of HIV infection will be inaccurate because of delays in seeking care or testing; incidence

will really not be m easured  at all. . . .12

STATISTICAL SHENANIGANS

The misuse or absence of data has become a hallmark of the HIV test reporting debate. The primary
problem with the push for HIV test reporting is the shocking shortage of data showing that it will work; that

is, that it will provide a good picture of the scope of the HIV epidemic.

In its proposed Guidelines for National Hum an Imm unodeficiency Virus Case Surveillance  (1999)  the

CDC stated:
In the absence of effective therapy for HIV, AIDS surveillance data have reliably detected changing

patterns of HIV trans mission. . . . Bec ause of these attr ibutes,  AIDS surveillance data have been used

as a basis for the allocation of many Federal resources for HIV treatment and care services. . . . With

the advent of more effective therapy that slows the progression of HIV  disease, A IDS su rveillance da ta

no longer reliably reflect trends in HIV transmission and do not accurately represent the extent of the

need for prevention and care services.13

In support of the claimed efficacy of AIDS surveillance data in “reliably detecting changing patterns of

HIV transmission,” the CDC’s proposed Guid elines cited one 1989 study of persons infected through blood
transfusion, and another study of a cohort of HIV-infected men who participated in an 11-year follow-up

study—but neither study relied  on AIDS  surveillance  data. In supp ort of the asser tion that more e ffective

therapy has slowed the progression of HIV disease and AID S case s urveillance n o longer re flects trends in

HIV transmission, the Guidelines cited two small trials of combination therapy in men already diagnosed

with AIDS, reported in 1996 and covering a short period of time well in advance of the wider availability of

these therapies to the general public.

The CDC  and many state officials relied  primar ily on two studies to supp ort the conten tion that HIV

case reporting systems have no significant impact on testing behavior. The first is a CDC-sponsored study

of test ed p opu latio ns in  the 1 2 month s pr eceding  and  following the  adoptio n of name-based HIV test

reporting in six states: Louisiana, Nevada, Michigan, Nebraska, New Jersey, and Tennessee.14 The authors

of this study concluded that HIV reporting by name did not appear to affect use of HIV testing in publicly

funded counseling and testing programs, based on the total number of tests reported in each state before and

after the adoption of name reporting.

The meaning of the ac tual numb er of tests “be fore and after,” and  the foundation of the authors’

conclusion, appear debatable at best, when facts and factors are considered that the authors either discount

or complete ly ignore in infusing raw  testing numb ers with this s ignificance. Wh ile the test populations
increased overall in four of the six states, they decreased in two, and there was a significant decline in the

number of injection-drug users (IDUs)  who were tested in Louisiana and Michigan. The study also reported

that testing among Whites increased in all states but one, but two states had significant reduction in testing

by Hispanics and Blacks. The authors had access to information on percentages of persons who chose

anonymous testing only in Louisiana and Nebraska (in Nebraska, 50 percent of those who were tested

chose to be tested anonymously), and offered no information on what percentage of those who were tested

were HIV positive, as opposed to the number of persons who wer e tested who  were HIV  negative and /or in

a group tha t was at low r isk for contractin g HIV. W ith no information on  the existence , or absence, of

prevention programs or other HIV education campaigns that were available or that had been expanded

during the study period in each state , or the likely perce ntage of pers ons who w ere actually at risk for H IV

infection who had been tested before, as opposed to after, the institution of name-based HIV test reporting,

it is im pos sib le to  gauge w heth er a  stea dy num ber  of persons tested during the 25-month period in question



actually represents an increase, a decrease, or maintenance of the status quo. It is additionally troubling that

the authors went to great lengths to explain away the decrease in actual testing numbers in Michigan,

parti cularly among min orities, but ga ve no consid eration to the w eb of manda tory testing prov isions in

existence in each state, the existence of which conceivably could have affected testing levels.15

The second study consists of data collected during another CDC-sponsored survey comprised of

multiple choice qu estions, in wh ich subjec ts were as ked to choos e and rank  a list of possible  factors that

influencing a decision to seek HIV testing.16 In view of th e ve ry high number of subjects who gave as a

primary reason for av oiding testing (1 ) a fear of knowing  their HIV  status or (2) a belief that they were not

at risk, it is puzz ling that the author s of the study did not app ear to cons ider the importance of these answers

in dete rmining  the s igni fican ce o f othe r answe rs.  The  pre sum ptiv e sig nificance that the autho rs attached  to

the subjects’ misunderstanding of HIV testing and reporting laws in their states is also intriguing. Putting

aside for th e mo men t the  que stion of wheth er subjects  unders tood  the d ifference between “confidential” and
“anonymous” testing,17 the s urvey result s suggest a d eficiency in the  per form ance of the testing counselors

at publicly funded sites, whose pre- and post-test counseling responsibilities include providing an

explanation of the consequence of testing for HIV and what happens with positive test results. Hanging

their rationale for name-based HIV reporting on this questionable data, proponents of name reporting ignore
the significant number of studies that have reached the opposite conclusion.18

PUTTING THE CART 

BEFORE THE HORSE

A September 1997 editorial in the New England Jou rnal of Medicine by Robert Steinbrook, MD,

received press attention as an endorsement of name-based HIV reporting.19 The author’s endorsement of

national HIV case name reporting, however, was only one element of a four-point proposal “for a more

comprehensive and coord inated app roach” to b attle HIV, w hich included: ( 1) a nation al standard  for HIV

reporting, (2) greater access to effective medication, (3) improved acce ss to physicians  experie nced in

treating the disease, and (4) protection of patients from violations of privacy and discrimination.20

According to S teinbrook,  the  four  elements  of th is p roposal mu st b e ad dressed simultaneo usl y.21 In
addressing the issue of access, Steinbrook noted that many state AIDS drug assistance programs

(ADA Ps— primar ily funded through  the federal gove rnment), w hile providing anti-H IV drugs  to peop le

without adequate insurance or the means to pay for them, are unable to offer recommended combination

antiretroviral therapies to already-eligible patients.22 And althoug h he pointed  to the Amer icans with

Disabilities Act (ADA) as a source of many protections for people with AIDS and HIV, Steinbrook

suggested that nationally guaranteed access to health insurance als o may be ne cessary.23 AIDS physicians

and legal advocates who responded to Steinbrook’s proposal endorsed many of his recommendations, but

pointed out the lack of political will to allocate needed resources to ensure treatment for all those know n to

have HIV, and the inadequacies of the ADA in preventing discrimination.24 Indeed, more than three years

after the Clinton administration announced that it would consider expanding Medicaid to cover low-income

people with HIV before they developed disabling symptoms,25 this expansion has yet to materialize.

The chosen  stra tegies for pr evention and the  ways  they have  bee n fund ed r eflect a lack of resolve  to

direct proven prevention methods to already-identified, long-unmet needs—as does the continued use of

moral judgment and politics to trump science and surveillance data as the basis for dedicating resources.

The federal government has virtually ignored existing data on the increase in infection rates among young

adults and the efficacy of syringe-exchange programs in slowing transmission among IDUs, as it has failed
to support aggressive prevention measures targeting these groups; and, to date, relatively few state and local

jurisdictions have allowed or supported such measures.26 In fact, in New Jersey, where the majority of

diagnosed AIDS cases consistently have been in IDUs,27 state officials have persisted in shutting down

syringe-exchange programs and even, with the public support of the governor, have prosecuted and jailed

advocates who tried to implement them—despite the growin g evidence on the efficacy of syringe-exchange

programs in slowing HIV transmission without increasing drug use.28

We also don’t need more data to know that a significant numb er of our youth are at h igh risk of HIV

infection, yet national and state e fforts in this regard remain ab ysmal. In fact, in a Kaiser Fa mily

Foundation preliminary report based on a national survey of teens on HIV/AIDS, researchers found that

while most teens say HIV/AIDS is a serious problem that they are personally concerned about, more than

two-thirds of them don’t know where to go to be tested.29 Half of all new HIV  infections are es timated to

occur among young people under the age of 25,30 yet, in the rush to institute m andatory rep orting, pub lic



health officials have neglected to take even minimally effective efforts to first ensure that this critical

population is informed about the importance of testing, let alone whether name reporting will prove a fatal

deterrent if and w hen they decide to tes t.31

 The failure of the federal gov ernment to fund  and imple ment pro ven pre vention strategies that are

aimed at clearly identified HIV  prevention needs is discussed in a recent report of the Institute of Medicine

(IOM), of the National Academy of Sciences.32 The  rep ort,  sha rply cri tica l of federal efforts in this area,

pointed to the fact that only 8 percent of the national HIV/AIDS budget is dedicated to prevention.33 And

the failure to ensure the institutionalization of frank, effective education about HIV before insisting on

counting cases of it has p erpetua ted an enviro nment that ca n only discourage  the willingness  to step

forward and  be counte d. 

Professor Gregory Herek, a University of California research psychologist studying AIDS stigma, has

observed that public health officials and policy makers also “may be underestimating the continuing
importance of AIDS stig ma in the U nited States”  in their advocacy of new HIV case reporting and partner

notification policies.34 A University of California survey documented that “the public may be becoming

more suspicious and less tolerant of those who contract the virus,” and that the extent to which peop le with

AIDS are blam ed for their illness a nd deeme d to have gotten  what they deserve has increased.35 The same
survey reported that the percentages of persons who incorrectly believe that HIV can be transmitted through

various types of casual, risk-free contact actually has increased  in recent years.36 These types of perceptions

can cause incidents of discrimination against people with HIV to increase.37

The Herek study is a telling indictment of the state of AIDS education in this country, and the state and
federal public  health officials responsible for its failures. The parallel rates of HIV ignorance and infection

should be no sur prise, in vie w of the silence of most public health officials in the face of dangerous political

approa ches to HIV: laws that criminalize spitting and consensual, protected sex and bans on condom

distribution and factually explicit sex education in favor of abstinence-only curricula.38 The recent IOM

report states that abolishing laws and polices that block the use of proven prevention strate gies is a key step

in getting needed prevention services to at-risk and infected individuals. Requiring name reporting of HIV

without having adequately addressed the significant stigma that still shadows an HIV diagnosis is just

another example of putting the cart before the horse.

ASSURANCES OF CONFIDENTIALITY 

AND LEGAL PROTECTIONS

Because public perception of and support for government health interventions are central to  the success

of such interventions, the government’s failure to recognize the affect of class and social group difference

on citizens’ b eliefs regardin g the safety of governme nt intervention is  a fatal flaw in the rationale offered to

support the change to name-based reporting.39 Those w ho have had  no exper ience in the cr iminal justice

system, or who have never relied on government-sponsored benefits programs for subsistence or healthcare

services, or who have never had their family relationships monitored and judged by a government case

worker—which are common experiences for many people of color for and for the poor—cannot

comprehend the contribution of these experiences to the perception of government and the legal system as a

hostile force to be avoided.

People  known to have HIV and AIDS are at a real risk for social opprobrium  as well  as housing

discrimination, loss of employment, and refusal of treatment by healthcare workers.40 HIV and AIDS are

the only medical conditions other than mental illness that insurance companies routinely target for limits on
benefits that are not applied to any other catastrophic illness.41 More than half of all of the states have

adopted laws that criminalize sexual and other conduct by persons who know that they are HIV positive;

severe criminal penalties attach to this conduct, in many instances even when condoms are used, no

transmission occurs, or the criminalized act—in some cases, spitting—poses little or no risk of

transmission.42 This kind of stigmatization and discrimination can cause people to avoid testing.43

Antidiscrimination law s ar e a l imi ted  remedy for the prob lem. Not on ly have federal disab ility

discrimination laws been unreliable,44 but state law  protection s and rem edies offer piece meal pr otection.45

As a CDC-commissioned survey found in 1996, current state laws “reveal[] significant problems that affect

both the development of fair and effective public health informatio n systems and the protection of

privacy.” 46 State statutes often allow disclosures to an inappropriately large group  of persons , may fail to

control the purp oses for whic h information is us ed, may allow inap prop riate disclosures of data pursua nt to

court order, and may exhib it such inconsistency among states or among data types that meaningful privacy



protections are compromised.47 Most state HIV confidentiality laws have numerous exceptions to the

general requirement of consent prior to disclosure, and the standard for issuance of a court order for

disclosures outside of these exceptions allows for widely subjective judgments as to when the “need” for

dis clo sur e ou twe ighs the su bject’s  interests in priv acy.

Disclosures of private med ical information w ithin the crimina l justice system in p articular ar e only

loosely controlled. The incident involving Nushawn Williams in Chattaqua County, New York, in which

Williams was linked w ith the infection of a number of young women, is illustrative.48 Several local women

who tested pos itive for HIV ide ntified Nushaw n Williams a s a sexual c ontact, and health  officials

confirmed that Williams had previously tested positive  for HIV. (Williams, unlike the women who

identified him, is African-American, and was incarcerated at the time.) Williams’s picture was then

displayed in classrooms and broadcast on national television and in the press, followed by numerous stories

in tabloids and in the mainstream press on “AIDS murderers.” It was widely assumed that Williams
“knowingly infected” his sex ual partne rs. At a min imum, this incident raises troubling questions on the

ability or willingnes s of public he alth officials to control inappropriate use of individuals’ HIV-related

records.

Once names have been gathered, confidentiality can be breached by judicial, legislative, or
administrative order or rule.49 For example, in 1997 the Illinois Department of Health proposed an internal

policy that would have allowed the disclosure of the identities of HIV-positive persons to the Illinois State’s

Attorney, 50 who could then have prosecuted such individuals unde r Illinois’s Cr iminal Tra nsmission  Act.51

Illinois adopted a  measure , not yet implemented, that allows use of AIDS case reports to track down
infected healthcare workers.52 History prov ides additional r eason to fear tha t the collection of nam es could

be used, with the wave of a legislative pen, for purposes beyond monitoring the epidemic. The use of Social

Security  numbers offers a relevant lesson. When the Social Security number—an example of a “unique

identifier”—was  introduced in 1936, the federal government responded to citizens’ protests with assurances

that individuals’ identifying numbers would be used only for purposes of administering Social Security, and

that confidentiality would be maintained. Today, the Social Security number is the country’s most

frequent ly used r ecord-kee ping iden tifier , leading to increased fraud  and  invasions of  pr ivacy.

Ul timate ly, the common, sha ky assump tion that curre nt legal pro tections and s ystems are ade quate to
protect the confidentiality of HIV sur veillance data  does not even begin to address the real issue: what is the

perception of the protections that government will afford to persons at risk of HIV infection? As mentioned

earlier, public p erceptio n is impor tant in determ ining whethe r a partic ular pro posal such as name-based

reporting of HIV test res ults will serve  or underm ine a spec ific public health goal. Perceptions among

affected communities regarding how far government entities can be trusted to protect individuals’

confidentiality and interests are as relevant as actual confidentiality laws and policies in determining the

impact of HIV surveillance on persons’ willingness to be tested. To rely on the legal protections of

government-maintained surveillance  data ignores  not only the distinction between the letter of the law and

the reali ty of the protection it affords, but, more importantly, it is to ignore the relevance of individuals’

perceptions of the law, and whether public officials are viewed as friends or as foes. For th ose who mistrust

government or its enthusiasm for protecting them—and people of color historically have good reason to do

so—reassurances about the safety of surveillance data will not be persuasive.

SOM E FACT S, SO ME FA LSEHO OD S, 

AND  SOM E REAL RIS KS

Few debates on HIV p olicy have genera ted the level of recr imination that the H IV-rep orting deb ate

inspires, even among those who typically are allies. Despite the intensity of disagreement, all parties to the

debate  should be able to agree on at least one point: that HIV testing, first and foremost, must be a gateway

to treatment and to info rmation that reduces further transmission. In fact, those who endorse traditional

public  health functions and objec tives should b e able to ag ree that the ultim ate goal of surve illance is to

promo te effective prevention and treatment strategies and to end the epidemic.53 Evidence that name

reporting may effect a step away from, not toward, these p rimary goals sh ould be en ough to stop  its

adoption in its tracks.

And the evidence  is there. The deterrent effect of HIV test reporting has consistently been most

pronounced in those populations at greatest risk of infection: gay and bisexual men, people of color, IDUs,

and sex workers.54 For examp le, a recent survey conducted by the Latino Commission on AIDS in New

York indicated that 7 2 per cent of those sur veyed would not be tested for H IV if their name  was rep orted to



the New York Health Department if their test result was positive.55 The  num ber  who  wou ld re fuse to be

tested because of name reporting increased to 87 percent for Latinos between the ages of 16 and 25.

The HIV T esting S urvey (H ITS) and the AIDS  Patient S urvey (A PS) (hereafter, the HITS a nd APS

Surveys), funded by the CDC, are cited to support the claim that name reporting is not a major concern, but

they actually confirm that name reporting deters testing.56 Nearly one in five participants in the HITS Su rvey

(19 percent) acknowledged that name reporting was a reason not to be tested. Given that approximately half

of the people estimated to be HIV positive in the U.S. do not know their serostatus,57 a measure that reduces

individuals’ willingness to test to this degree is a serious public health concern.

Even the CDC acknowledges that the HITS Survey may underestimate concerns about reporting and

fail to reflect actual b ehavior. T he real issu e is whether , when informe d of name rep orting, peo ple will

decline to test. An individu al seeking H IV testing m ust be inform ed regar ding the disclos ure of test resu lts

before he or she c an give truly informed c onsent to hav e the test.58 Those who participated in the HITS
Survey were not s urveyed at testing s ites or at a time w hen they actually were s eeking to be  tested, and the

sur veys  indicate that many participants were unaware of their own state’s testing policy (that is, whether the

state had anonymous  testing, confidential testing with no n ame rep orting, or nam e repor ting). While this

has been cited to support the claim that people are not concerned about reporting , it may more accu rately
reflect the quality or accuracy of counseling and information provided during pre-test and post-test

counseling. In any event, and as the CDC essentially acknowledges, participants in the HITS Survey stated

that their intent regarding testing may not reflect their actual behavior when they seek HIV testing, if they

are accurately informed at that time about their state’s HIV reporting law.59

Propo nents of name reporting argue that fear of disclosure or discrimination related to HIV status are

unwarranted becaus e laws pr otect pers ons with HIV  from discrimin ation, and pub lic health officials will

not breach confidentiality. As discussed above, these assurances are inadequate a nd largely unreliab le. In

any event, they cannot overcome individuals’ subjective fears of name reporting and general mistrust of

governmental bureaucracy. Despite government’s best efforts, there still exists a risk of illegal disclosure by

individuals. As has now been widely publicized, a computer disk containing 4,000 AIDS Registry names

was obtained illegally and sent to two local newspapers in S t. Petersburg, Florida.60 In California, two

computers containing 6 0 AID S Registry names w ere stolen from  the California He alth Dep artment. 61 There
are numerous examples of smaller leaks by healthcare workers, police, and others with access to lists of

names.62

A response by who advocate for name reporting regarding concerns about confidentiality that has

gained some currency is that these objections essentially are moot, as government officials already have the

names of people with HIV through their participation in Medicaid. This argument doesn’t withstand much

scrutiny, for two basic reasons. First, Medicaid continues to be available only to those low-income

individuals  who are effectively disabled by their illness;63 this requirement eliminates virtually everyone

with ear ly or  asym ptomatic HIV, le t alone  anyo ne w ho h asn’t yet been tested. T he majority of eligible

individuals who get tested only after they have bee n infected or sick  for a while are n ot necessa rily

demonstrating indifference to winding up on a government list; a loss of privacy in exchange for services is

the unavoidable lot of the poor. Second, people expect, and generally receive, a certain measure of privacy

in their medical records, as these records serve a different purpose than that of solely identifying them as a

person with HIV or AIDS.

In a sense, the existence or legitimacy of fears regarding disclosure and discrimination are secondary;

they only should attain relevance once the central issue is resolved: Does name reporting sufficiently serve

the ultimate goal of sur veillance, wh ich is to prov ide a better  picture of the H IV epid emic by accur ately
capturing its prevalence and incidence, such that it justifies the trespass of people’s privacy? The issues of

confidentiality and deterrence aside, name reporting of HIV cases simply will not, and can not, accomplish

this pri mar y goal . Da ta on  HIV  incidence and p revalen ce, d emo graphics, a nd r isk fa ctors are need ed to

track the epidemic’s course and to better target treatment services to those in need of them; but incidence

data is needed to set p rio rit ies  for  preve ntion p rograms, a nd to ev aluate  the ir e ffica cy.64 As the IOM report

concluded, “data from the HIV reporting system  are incom plete in sev eral impo rtant ways” that fail to

measure either prevalence or incidence:

the HIV re porting system collects data only from persons who choose to be tested and who do so at

non-anonymous testing sites. . . . Thus, HIV case reporting data exclude individuals who are infected

but have not been tested, as well as those who use anonymous testing sites or home collection test kits.

. . . Because  of this selectivity, HIV ca se repo rting by name is  not representative of the larger

population of infected persons. Further, because reported HIV cases could represent infections that are



anywhere from a few weeks to a few years old, the data would reflect the time that individuals cho se to

be tested rather than when the individual became infected. As a result, HIV case reporting data provide

only partial information about the number of existing cases (HIV prevalence) rather than information

about new  HIV infections  (HIV inc idence). . . . 65

Statistics from New Jersey, which adopted m andatory name -based  HIV test r eporting in  199 2, seem  to

indicate the shortcomings of relying on name-based HIV case rep orting. As of September 1997 , for

example, New Jersey had reported 13,441 individuals living with AIDS (35,681 total cases, min us 22,240

known dead) and reported only 12,955 cases of non-AIDS HIV. That is less than one-third of the CDC’s

conservative estimate of how many people actually are infected. Clearly, reliance on this data might suggest

to policy makers that the HIV epidemic is far less extensive than other mean s of estimating the size of the

epidemic have suggested for years.

In short, if we are to meet the goal of securing  the information w e need to trac k the epide mic, and to
best pla n and target tr eatment and  preven tion intervention s, “a new s urveillance a ppro ach is neede d.”66

A LINK TO 

TREATMENT AND SERVICES?

While an important goal of HIV testing and counseling is to connect individuals to healthcare and other

needed services, this is not a goal or even a likely outcome of HIV surveillance. It has been suggested that

name-based reporting  makes it easier to link those infected with HIV to healthcare services but, in truth,
there is no historic  suppo rt for this contention.67 While it is standard to offer treatment for other

commun icable diseases, o ur nation still doe s not prov ide it for many of those who a lready have teste d

positive for HIV.

The contention that name-based reporting is necessary to get people into medical care and services

appears to be disproved by the CDC-funded HITS and  APS Surveys,68 which r eported  tha t contact b y a

health department is not associated with access to care.69 People who test HIV positive at name-reporting

sites do not get care any faster than people who test positive at sites where names are not used (that is,

anonymous sites).70 A more recent study confirms that contact with a health department after testing
positive for HIV was not associated with earlier access to care.71 In fact, another recent study reports that

the contrary is true—that is, that individuals who test anonymously enter care at a significantly earlier poin t

in their infection than do those who test confidentially (that is, with name reporting).72

Name reporting also is not necessary for partner notification, nor does it ensure better follow up. The

success of any partner notification s ystem depends up on at least three things: (1) a willingness to be tested,

(2) a willingness to return for test results; and (3) a willingness to identify other at-risk persons. Name

reporting frustrates all thre e elements. N ot only is name rep orting likely to deter people from testing

altogether, but, among those who chose to be tested, those whose were tested anonymously were more

likely to return for their results than those who provided their name.73 And those who tested anonymo usly

agr eed to  provide the n ames of their  partn ers as  ofte n as  those who te ste d co nfid ent ial ly.74

Available  data indicates  that peop le who refuse  to participate in partner notification do so because of

fear that their anonymity will be compromised or that their partners might retaliate against them.75 The

current trend of linking nam e repor ting to partner notification could lead m any to conclude that h ealth

officials intend to disclos e names w hen notifying partners; certainly they will have the p ower to do s o. Both

the perception and the reality of an increased risk to anonymity from name reporting cle arly could

undermine state and local health officials’ efforts to gain sufficient trust and cooperation for successful
partner notification and other prevention interventions.

THE VIABILITY OF REPORTING BASED 

ON UNIQUE IDEN TIFIERS

It is not entirely clear whether those who advoc ate the use of uniq ue identifiers (U Is) to track H IV-

positive individuals believe that HIV case reporting will provide better data, or whether they simply have

conceded the underlying issue as a lost cause, and have chosen to focus instead on the least-intrusive means

of collecting individual case reports. Reporting systems that use UIs  are as limited as those that use names

when it comes to providing a clear picture of HIV incidence and prevalence, but at least these alternatives

to name reporting—UI systems where individuals are identified only by a characteristic such as date of

birth, gender, risk factor, or zip code; or identification systems that “delink” an individual’s name from a



unique code that is cho sen b y the individual, as one chooses an on-line internet alias or bank pass

code—might provoke  fewer fears of inap prop riate disclosures. However, opponents of unique identifiers

have relied on the past shortcomings of Maryland’s and Texas’s arguably flawed systems (based on bir th

dates and a portion of the Social Security number) to make the shaky leap  to the argum ent that any UI

system just won’t work.

Maryland, which uses  a UI code  for the repor ting of HIV cas es, has con cluded that its system  is

meeting all major objectives and that it should be continued.76 Some of what was learned there could be

used to create  better data-collection systems that would provide more assurances of individual

con fide ntiali ty.

Both Marylan d and Te xas  used design s tha t req uire d the  last  four  digi ts of a n individual’s Social

Security number as a mandatory part of an individual’s unique code. Liza Solomon, who directs the H IV

surveillance program for the Maryland Department of Health, has conceded that the use of Social Security
numbers may have been unwise because many people either do not know, do not have, or are reluctant to

disclose their Social Security numbers.77 Nor is s uch a trace able set of num bers tru ly confidential.78 This

problem could be remedied by choosing a system that does not require Social Security numbers. Using a

data element other than Social Security numbers in the UI design might well result in a higher percentage of
completeness.79 In fact, a review of N ew Jers ey’s HIV an nual surveillance reports from 1997 shows a

consistently high level of “unknown/other” risk categories. New Jersey’s surveillance report for July 1999

through June 2000 show ed 28 percent of those testing positive as an unknown/other risk group, with the

percentage of “unknowns” for women the highest reported risk category (37 percent, as compared with 34
percent for heterosexual exposure, and 27 percent for IDUs) of AIDS cases reported during th at period.80

Because of the “continuing increase in reports submitted with no indication of HIV exposure,” the annual

preparation of “adjusted repor ts” following field investiga tions to assign th ose with unk nown risk  factors to

actual risk categories has been necessary to provide a more accurate picture of those testing positive.81

Contrary to claims of increa sed costs a ssociated w ith UI systems, e vidence indicates that the costs

associated with na me reporting a nd U I sys tem s ar e co mp arab le.  The Maryland system costs about $100,000

to implement annually. New York’s name reporting of low CD4 counts, which handles roughly twice the

number of reports as Maryland, costs $200,000 per year.82

Finally, should it ever  be neces sary for public h ealth officials to return to a n individual patient, this can

be acc omplish ed in a U I sys tem by reversing the steps for reporting. A UI that incorporates the state license

or tax identification numb er of the physician or  clinic that did the testin g and counseling might enhance the

ability to do patient follow up, in the rare instances when it is necessary or desirable. However, “in a well-

constructed system, the need to g o back to ind ividual patien ts for further information  would be  increasing ly

unlikely.”83

In view of the high level of opposition to name-based reporting from those who are, or who are most

likely to be, HIV positive, the refusal of most public  health officials to explor e creative a lternatives is

puzzling. Why did th e CD C re fuse  for yea rs to  sup por t Ma rylan d’s  develop men t of a UI system, while

rewarding states that adopted name reporting systems with enhanced funding and techn ical supp ort?84 Why

is it that on-line inte rnet access services easily can accommodate millions of users who create, use, and

remember their own UIs, while medical and pu blic health officials, who  manage far fewe r clients, claim

that such systems are beyond their abilities? The seeming intractability of public officials on the issue only

adds to the misgivings of the public—the reasons offered don’t explain, but obviously an explanation exists.

Is this a punitive impulse against all with HIV (exc ept newborns) on the parts of state and federal

legislators—a perceiv ed prag matic need to  placate a c onservativ e Congress and its state counterparts who
control agency and program purse strings? As inflamm atory as this last sug gestion may see m, there re ally is

no less  data  in su pp ort o f such a conc lusion th an th ere  is for  the a dop tion  of national name-based HIV case

reporting.

The credibility of public health guardians, and the development of a surveillance system that best

serves the needs of these officials and those affected by HIV, would have best been advanced by

conducting a balance d and imp artial study of alternative s urveillance a ppro aches, alone or in combination,

before instituting an HIV -repor ting system that threa tens to under mine the ver y goals surveillanc e should

serve.

SURVEILLANCE THAT PROVIDES 

THE BEST DATA—WITH LITTLE OR 

NO RISK TO CONFIDENTIALITY



For the reasons discussed earlier, and because a substantial percentage of people do not get tested or

typically delay testing until long after infection has occurred,85 the value of HIV  test repor ting as a tool to

measure the size or direction of the epidemic, regardless of how it’s done, seems negligible. Another

established, “traditional” method of surveillance, anonymous seroprevalence surveys (through which

incidence and prevalence data can b e obtained  without linking a tes t result to a pa rticular nam e), would

better determine th e extent of HIV  infection. AIDS  researc hers often collec t HIV-r elated information,

unlinked to any particular individual by name, to study the prevalence of HIV and AIDS and to monitor the

demographics of the epidemic.86 Researchers—inc luding several at the CDC—have worked to devise

systems to estimate current HIV infection rates that may give us more useful data and that do not  re ly on

name reporting.87 In this way, researchers can track the spread of the disease and allocate time, energy, and

money accordingly. To accomplish these goals, researchers need numbers, not names. Even some who
support the application of so-called “traditional” public health measures to HIV acknowledge that

anonymous seroprevalence studies provide better surveillance data than name reporting does.88

 Now tha t a body as esteemed as the IOM  has rejecte d HIV ca se repo rting as a re asonab le method to

achieve the goals that federal and state officials have offered in its support, perhaps we can move the
central issue miss ing from pas t debates o n the issue to the  floor of public disc ussion. As suming that p ublic

health officials have both the will and the political ability to ensure the allocation of resources for treatment

and for proven or promising prevention strategies that address the real nature  of the HIV epidemic, and not

simply address p olitical consider ations (a sign ificant assump tion), we need a new app roach to H IV
surveillance. The IO M has proposed the use of sentinel surveillance, using incidence data from targeted

samples of “sentinel” populations (employing advanced testing technology), in combination with statistical

modeling, to extrapolate the incidence data to larger subsets of the population, or to the population as a

whole.89 The challenge to change the approach to surveillance that most states have put in place may seem

insurmou ntable. Bu t if surveillance is w orth doing, it’s w orth doing rig ht.

CONCLUSION

Any proposed surveillance system must be assessed according to wha t it can reason ably be exp ected to

accomplish in the promotion of those behaviors we wish to encourage in HIV testing, treatment, and

prevention. There is no reason to believe that mandating the name reporting of pers ons with p ositive HIV

test results will provide the accurate picture of the epidemic that is missing from AIDS case reporting. Most

public  health experts believe that a significant number of people who are HIV positive avoid testing and

have no idea of their status . And there is  reason to b elieve that significant numbers of those considering

testing, particularly those who are members of racial and sexual-preference minorities, will be deterred if

they are required to provide their name. Instituting a reporting system that has little or no evidence of

effic acy, in the face of evidence that it will undermine the goals of encouraging testing and of constructing

an accurate picture of the epidemic on which to base the focusing of resources, seems irresponsible.

We have enter ed the third dec ade of the AID S epide mic, yet during this time  public he alth officials

who have advocated the introdu ction of a potentially counte rprodu ctive surve illance system hav e done little

to advocate for the  related be nefits they say will flow from this surve illance. Too many public hea lth

officials support—or refuse to publicly criticize—counterproductive HIV policies: the forced testing of

persons charged w ith sex offenses and  the incarcerated; the use of test results by criminal law enforcement

authorities to prosecute, punish, and segregate prisoners; the exclusion of foreign travelers and immigrants;
the prohibition of accurate, comprehensive prevention school programs in favor of the widespread use of

“abstinence only” propaganda. Too many public health officials refuse to offer policy and advocacy that are

based on sound science and medicine to assist healthcare workers who are forced out of their jobs or to help

patients who are denied treatment on the basis of their HIV status.

We have a right to expect that the CDC, the nation’s foremost public health agency, will advance

public  health policy based on the b est medical a nd scientific eviden ce availab le. When the  CDC  lowers its

standards, the public pays. It is time for leadership that will advance true alternatives to better serve the

multiple purposes of HIV surveillance.
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