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MYTHS AND FACTS ABOUT HIV CASE REPORTING
EBY NAME VERSUS BY UNIQUE JDENTIFIER

Snddemdoandidm,mgodmhmnwmlymrwduxgngan&wmxdoptm&
based reposting of HIV. This policy requires doaar&,tastsitnmdhbstorcpmioﬂ:eirm Health
Depastment the pamos of all individuals who tost pasitive for HIV.

Some people who oppose Mandatory Nayoc Reporting (MNR) of people with HIV believe that HIV
casc data should bo collected using unique ideatifier codes instcad of names. They argue that this
caables epidemiologists to track HIV spread and study the cpidemic without putting the privacy of
pwplcwimIHVuﬂskbyemdngtheirmmcsimqapmmmevtMcwgisn‘y.

These are 2 fow of the aryths and facts sbout HIV cascrcpurﬁngbyMNRmﬁqueidmtiﬁcm:

MYTH: If state Eéldx Departraents have the naraes, they can make sure um everybody
who tests BIV positive gets into care eaxly and has a chance to take sdvantage
of medical advasices in HIV wentment.

FACT: In 1996 through carly 1997, only 25% of Amcricans with CDC-defined AIDS were

on anty kind of Protease Inhibitor therapy. The federally tunded AIDS Drug
 Assistance Programs (ADAP) got medication to somewhere between 14% and 28% of
ail ADADP cligible people in 1996. Even while scrving a quaster of the eligitle
tion, ADAP initiatives arc going broke. Medigaid is clearly unable to afford

triple cambination therapy for all the Medicaid mxplmtswnhmvwhOmng:!bmeﬁl
from it. How will collecting names get everyone imo care when moncy 1o pay for the
care obvicusly isat available?

MYTH: Pecple with HIV dan’t have 1o worry sbout having their names in a state HIV
registry because existing privacy laws protect ther from discrimination.

FACT: On Scplamber 11, 1997, Health and Human Services Secretary Doana Shalala
recommended to the US Congxast}m!polinemdothqleaﬂ‘ord:m:nIoﬂicialsbc

recommendation Is passed into law, it could very well give them lcgal accoss 10 name-
based K1V registries. How do we know that tbis uccess wog't be used by INS (sincs
HIV positivity disqualifics an individual for legal immigration) or by police in atates
wharo Jaws exist that ariminalize HIV under various circumstances (such ag "willful
wansmission” laws, sodomy statutss, a.)? i
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MYTH:

PACT:

MYTH:

FACT:

MYTH:

FACT:

State privacy laws are only as strong as the legislatures’ will to uphold them. States
cag, and do, change their lsws regacding povacy all the time. If a state Health

bas & name-based registry Hstmg people with HIV, it can be forced at any
1imo to open that registry by cither legislative mandate of ooust order.

The fear that HIV name reporting will cause people to avoid getting tested for
HIV turns out not to be troe.

The recontly completed MESH (Multi-State Evaluation of Surveillagee of HIV) study
surveyed HIV positive and negative peoplc in cight states about the attitadcs and
factors that infuenced their HIV testing desigions. Nearly 20% of those surveyed
listed fosr of name reporting as onc reason for avoiding HIV testing. Since 50% of
HIV positive Amerioans dan't know they are infected, axything that discourages
tosting to this extent should be a scrious public bealth concern.

Health Departments necd the rames so that they can contact people snd gat the
nammes of their-sex and needie sharing partners for partner nodfication.

The MESH study also disproved this. Ofthe HIV positive people surveyed im the
MESH study, those tested at anomymous Lost sites (where oames arca't used) supplicd
the same rumber of partner pames on average: as those tosted a2 confidantial tost sites
(where names are collested). In partner notification, it is the partrners who are
contacted duriag follow up. Thus, the name of the person testing positive is not
needed n otder for effective partner notification 1o be doge.

Unique identifier-based reporting systems are uniformly inefficient and
inadequate for HIV case reporting. :

Unique idetifier-based HIV ossc reporting is done in the U.S. by Maryland and Texas
and abroad by France end Australia. The Maryland Health Departinent, to give one
cxsmple, reports that its system accurately monitors statewids HIV trends and has
achicved 96.6% completencss in roparting by state-funded HIV test sites.
Completeness rates frora other testing sites (hotpitals and private phrysicians) are lower
bt steadily improving.

It is 2 mistake, however, 1o evaluade unique identifiers in general by looking at one or
two systems. A wids variety of unique identifier gystems arc available. They vary
widely in efficiency anid cffcotivensas st protecting privacy. Some make it hardto
prevert duplioation of records, for cxamplc, while others onsurc a lower duplication
rate than is achievable with mames. Some unique identifier codes ars vexy essy 2o
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MYTH:

FACT:

MYTH:

FACT:

“arack” (daciphuto obtain the person’s identity) and some are virtually impossible to
crack. Eadlsyﬂmhaswben’#mdouhsownm _

- Unique identifier yystems are too expensive.

mVouereporﬁngmmtonmmmsormﬁqueidwiﬁmm
usad. Mar;hnddeemmtupﬁmksynm:ﬂ:rmciﬁngmﬁmcCDCgamsof
Sm.om,mwaduwdmmemmdmm Both states report that
the difficulty of mounting » unique identi symwucchrbmdbythetomlad:
of statc finding. Wmmwammm\nsmmopqyww
keep s unique idertifier system functioning. ; :
Byeom@ﬂimmeY«k'sHathepammspmdstwinmoMmm
based reporting of Jow CD4 test rezulis. To follow up on approximstely 2000 Jow
C.Ddmpmspermﬁ.NewYo&hadmaddfomm's(hwomwdimw
wo publicb.ulthrqucmaivs)toimHIV/AIDSmrveiﬂmeemﬂ‘ aswellaza /4
Mf«mgohgwmmmmw,mdmm These staffing
oosts can be assumed to 1otal $200,000 or morx.

Since most of the states have Mandxatory Name Reporting, the rest of the states
might ss well go along with it

30m:aakeadyhn~emcfmcfm&rpwplcwhhm. All but two of thesc,
bowever, arc oot high incidence Stales. The CDC estimates that 75% of all US
zuidentsv&dlmVarclivinginthaEshinoidmmandtmitariestha:don'tyet
require HIV casc reparting by name. Thesc arc California, Geargia, Iinois,
Maryland, New York, P_umylvania.?ucrtokioomd'raas;

m«mmpmwmxormﬁuwonm level of rosistance 1o it
gencratod by the consumer, civil rights and activist communitics. A mumbar of
mational organizations incliding the National Association of Peoplc with AIDS
(INAFWA), the Naticral Mimority AIDS Council and the Natioosl Lesbian and Gay
HealﬁmssooidionmahudyonrwordasopposingMNRforI'HV.
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A Brief Overview of the Unigue Jdentifier Systern Used by the
Maryland Department of Health and Mental Hygiene
for H1V and CD Reporting

Why Was It Created?

Maryland's ugique identificr (UT) system was ercated following passage of House Bil) 375 in 1993.
Three years it a row (1992, 93 and 94), mandatory name-besed HIV reporting legislotion had been
introduoed in Maryland's Geticral Assembly and defeated as & result of vigorous commmnity
opposition to it. So this UT systan was dsveloped in an atmosphere of strong community insistence ca
Ul-based, rather than name-based, reporting. . : '

!/

What Criteria Were Used in Creating It?

Maryland assigns a Ul to cach parson being tested for HIV infection or CD4 count. Since the Ul is
regenarated (created i the samo way euch time with the game regults), individuals reocive the same Ul
code cvery time they got tested, regardiess of provider (whether in 2 physician's office, hospital or
community test sitc). '

The Department established the following criteris in preparation for cresting this Ul system. They
decided that it bad to: .

- be simplc to geacrate (i.c. docs not require access 10 A complrter, does not takie more
than 90 scoonds per code o generate, does not require staff to make subjective
dcicroinations)

- have data elements that e immutable (dont change over imc)

- be generated from Actual information (data elements) provided by the client

- have a duplication rate no grester than 2% (less than 2 chavees in 100 that one parsan
will be assigned two different codes and, thus, coustted twicc)
- ot be easily “cracked” (not permit casy identification of the individual to whom a code

- ot dopend onp an individual's shility to recall and acourately report a previously
assigned code
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July, 1997
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What Arve the Department’s Objectived for the System?
The Department sees the Ul system a2 epabling thom 1o ucoornplish Two main objectives:
1) monitoring trends in HIV infection throughout the stats scourately and
2) enabling the Departmoent to conduct case identification as needed of individuels with
symptomatic HIV infection and AIDS.
What Are the Ul Components?
Maryland's Ul is a 12-digit number consisting, from lef} to right, of!
Last four digits of client’s Social Security mumber
Client's Datc of Buth (in the form MMDDYY)

Clicot’s rac</ethnislty (Lsing the same coding scheme as appcars on the CDC's
HIV/AIDS Care Reperting Form)

Client’s gender (also a3 coded on the CDC's Reparting Form) -
So, for oxamplc, an Afican-American man born on February 4, 1952 and witha So.cial Security
. pumber of 678-01-1234 gers a Ul of 123402045221
Does Everyone Have 1o Use Ul's?
All providers of HIV snd CD4 testing arc required to assipn UT® to test recipients and to report HIV
positive and tow CD4 test results to the Maryland Health Departmemt by Ul Labs are slso roquired 10
report these teet results by UL The only poople exempted from these reporting requirements are:’
- blood, tissuc and semen donots
- people known o reside outside of Maryland
. mmmévhgmhgdnmmmdodgnldmwdm

- people participating in [RB-approved research in which specimens arc blinded
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and/or in r&mhmt;nﬁmﬁ!}’ intended to provade medical weatment to
pesticipants
- people partisipating in research approved by an IRB located cutside of Maryland

How Much Did Conversion To It Coet and How Wan It Funded?

No state dollars havc been allocuted 1o cither the creation or the implmm,:ion of this gystern. The
ouly federsl dollars allocated to it were in the form of a 1993 CDC Cooperative Agreemert 10
evaluste the system, onoe fanctional. Prior to implemenation, the Maryland Registcs (Val. 21, lssue
3, 2/4/94) reported the estimated economio impact To stats and local agencies of cateblishing the new
system as $167,750. :

Bywayofoampadmitnmstbcnucdlhuthmmalsoccminhamthhnplemmwionufmv
based reporting, New York Staic AIDS Tnstitute administrators foported in 1996, for exampls, that
whanchorkadoptedmmpbascdnpoﬂingoﬂawcmwnmhs.theyhadwmkcmﬁng
allocations equivalent to two full time program research gpecialists and Two full time publio health

jves — just to work on CD4 follow up. This was in addition to the intenerve rasearch design
mmﬁnmmmwmﬁrwedmwﬁchmﬁwmﬁmmly%
FTE Gin high level rescarch design) for a period of &t least six months and now requirea about 1/4
FTE for systara maintenance and improvement

How Well Docs Maryland's System Work?

Dr. Liza Solomon of the Departments AIDS Adminisiration offics roparts that the Ul systa, now in
YearS,mustbevicwedasﬁillimmsm:c(aswnuno.baschlDS Surveillagce in its third year of
existense, ciroa 1985). '

Thcgeuxestuuofdiﬂicuhyisstillingaﬁngallprovida-wmponallm'scomylewlymd
accuratcly. She notes, however, that they Bave achieved 96.6% complctencss in reporting by state-
findad counseling and 1csting sitc over a two year implementation period. She attributes this w the
fact that the Department recruits, trains and funds staf¥ at these sites and, thus, is better able to achievs
high levels of complisnce from them.

Complianse by hospitals andpﬁvatcpm\&dasmmbecnashighbutisstadﬂyimpmving, The
ovensll e ofm‘mingUIoompa':nnsdmppedﬁomBS%to 16% in all categerics bixt ene betwoen
Year Onc of implementation and Year Three. The overall number of incomplete UT's also dropped by
hs]f between Years Ons and Three. .
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Thece is still as 23% missing data raic in the category of Social Security mumber. Dr. Solomon
abserves that, "in setrospect, staos conlemplating 3 UT systen may wat to re-think uso of the Social
Security mumbex, although it doss belp with linking with othar data basea.”

Does This Ul System Link with Other Data Bases?

It links completely with the HARS AIDS Reporting System, the HIV Counseling and Testing Sites

Data Base (Maryland's CTS rcporting form includes the UD, death centificates, the ADAP dxta base
and other special investigational data bascs. It does ot link, however, with Maryland’s TB registry
and the Hospita! Discharge Summarics; ICD9 coding nets.

What I3 the Advocacy and Consamer Conupimities Response to the UL System?

The PWA/HIV Coaliticn of Baltimore, AIDS Action Baltimore, the Baltimore-bated AIDS Research -
Information Center (ARIC) and the AIDS Logislative Committes agree than pame-based reportiog
scares peaple away from HIV testing and early intervertion services. Says ARIC Exeoutivc Director
Lee-Angel Hardy, “The only way we'te going to get the dollars we need, cxpecially in a Republican
Administration_is with the numbers, the data ™ He adds that Maryland's unique identifier reporting
system was created becauge advocates recogriized this but were urwilling 10 tolerate the dangers posed
by name-based reparting,

“H was a very ardious compromiss between the advocates and the govemor,” sxys Michele Douglas of
the AIDS Legislative Committes (inmhenoewthen-(imor&haﬁ). "Rut in the long run, the
Ul system balances tho etated needs of both groups.” Dougles added that system allays consumer
concerms about oase reporting and that, as far as (hey cxa 1cll, effectively prevents the testing and care

avoidarce that are demonstrably associated with pame-based reporting,

Overview prepared by Anna Forbes, MSS. AJDS and Women's Health Policy Consxltant,
Ardmora, PA, (610) 649-8113, aforbes(@critpath.org .

P.8
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The following are some of the Unique 1dentifier (UI) systems now in use for HIV/AIDS and other
forms of health reporting. This is 8 yery preliminary list presented for disoussion purposes only and
should not be viewed as an exhaustive compilation of all the options.

Least Protective of Bxi

Names are a rolatively unique identificr. Evarybody has ono although duplicates certainly exist.
They urc not private.

Social Security Number: IhiswasmdtobcavlsolelyforuszbymeSooial Sccurity
Administeation. Now it is in uso everywhere and, thus, offers almost no privacy.

Mors, Protective o Pxivacy

HRSA’s Unique Record Number System for CARE Act scrvices reporting: ’

Created in 1992 by Mathematica for the federal government. Code comprised of the following
data efementa: .

Tirst pame

Lxat narge

Date of Birth

Gender
Code is areated by services provider.

Maryland's Unique Jdentifier S :
Created by the state of Maryland for HIV casc reparting, Code is oomprised of the following
data clemeouts:
Last four digits of Social Security Number
Dagte of Birth
Race/ctimicity
Gender
Code 1s mnedby}ﬁvmgpmvidcrmdmpomdwmby labs for all HIV poaitive test
results.
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Texas’ Dnique Identifier System:

Created by Texas for HIV case reporting. Code is compsiscd of the followng:

Last four digits of Social Seourity Numbcr

Date of Birth

Race/cthnioity

Gender
Data elements are sext by testing providers 1o the state Health Depastment which then creates
tho UJ codes.

New Yorksystmformordingwaman'sidmﬁfy on Fetal Death Certificates:
Created by New York in 1992. Codes are comprised of the following data elements:
First name
Last paroe at hicth ("msiden” name)
date of birth
gender
Jast four diggte of Social Security Number

ve

Anys);:.tzmthatimapomapﬁvatedaudamentimothemixofdmelamsusedwpr@eesm

i6 mors protective of privacy than one using entirely public record data clameste. Two such systems
haveb:enczeatedinoonneaionv&hmvrepmthg. .

Client Key System: -
: Croazed in Philad¢lphia in 1952 and field tested in 10 CARE Ast funded servico: sites in

Pemmsylvenis in 1992-93.

Code comprised of the following dats clements:
Name
Date of Birth
Gender '
Key word or phrase selected by olient

Code is created by services provider.

DoableLock System:
Hypothotical system inverted in Philadelphia. Not yet impleruented or field ested.
Code: comprised of the following dats clements:
Name
Date of Brth
Gendar _
Staodardized measurement of ratio of hand size
Code would be created by servioss provider.
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A Vexy Preliminary Overvicw of the Unique Identifier Systems Used by the
Australisn and French Governments for HIV/AIDS Case Reporting

Ploasc nota that I am sl secking sdditions! information about both these systems. The followmg is
wﬁdedjr&wgiwyoumhiﬁn!idnmmmmmmm

Awstralia

Australias National Centre in HIV Epidemiology and Clinical Research has been maintaining an
AIDS Registry sinse AIDS first appeared in Australia in 1982. Nationally standardized HIV
reporting procedures (prospective and retvospactive) were initiated in 1989 with the establichment of a
National HIV Database, also meimtained hy the Certre (ocated Sydaey, New South Wales)..’

Provider and lab-based reporting of positiva HIV test results is required by law in all of Australia's
states and temrioriss. Sormde states used mame-based HIV reporting prior to 1939 when a unique
idegtifier system was cstabliahcd as part of the national reposting standard. No narcs or sddresses ace
aow used iz connection with national HIV case surveillance.

Using back projectica and other statistical techniqucs, statisticians calonlated that 12,000 - 16,000
poople ware infeoted with HIV in Australis by the eod of 1990. The rumber of individuals reportad to
the National HIV Database at the ond of 1990 was epproximately 14,000 — the midpoint of the back-
projected range.! This suggests that the impsct duplicate reporting on the Database, while still
problematic, may be fimited. By the end of 1992, the Natiomal HIV Databsse contained over 16,000
diagnoses of HIV infection it Australia

Kaldor et al. reported in 1993 that “the date of first HIV diagposis was reported in the registry for 83%
of the people diagnosed with AIDS betwesn 1 Jaguary 1991 and 31 Decemnber 1991.% This sugsests
M&MDM%Mywofbaeﬁmwammawﬁgxw
of the HIV infocted individuals who would later be reported with AIDS.

Dootors and lebs repoﬂingHNinﬁﬁoninAnamliaaquuiredmrepoﬁthe following data:

etate or territory of diagnosis
case identifying number
date of birth

sex

yostoodnofraidenceofthepq-mnbehgrepomd

datc of spocimen collection that resulted in diagnosic with HIV
source af exposurs to BEIV
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France

In Franoe, AIDS cascs aro reported to the national HIV/AIDS Surveillance Unit of the Resesu
Naziona! de Samtc Publique by unique identifier code. This code is comprised of the following data
elementa:

duts of birth (YY/MN/DD)

first name initial

geographic department of the csse (this is a 3 digit code, similar 10 2ip code)
an additional digit is added to distinguish between possiblc duplicates

There is now some digoussion of adopting national HIV case reporting in Franoe. Ifthis is done, the
game identifying code will be used for HIV case reporting as is now used for AIDS case reporting,

Overview prepared by Amna Forbes, MSS, AIDS and Woman's Health Policy Consultant,
Ardmore, PA, (610) 689-8113, aforbes@critpath.org

1. McDonald AM, Crofts N, Blumer CE atal. The pattcrs of diagnosed HIV infiction in Australia,
1984-1992. AIDS 1994 8:518.

2. Kaldor J, MoDonald AM, Bumer CE ctal. The aoquired immunodeficicncy syndroms in
Anstralie incidenco 1982-91. The Medical Journal of Australia 1993. 158:11.

3. All of this information was kindly provided by Francoise Hamers, MD, MPH, of the WHOI-
EC Collaborating Center on AIDS, Ssint Mausice, France, vi2 pasonal commospondanie with
the author, Jone 24, 1997. Additional information is being sougit direcdly fram the
Naticpal dec Sante Publique. _
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