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Daniel,
Ben drought this would be useful for the HIV reporting disaission. 

Marcello

___________ ?99a VJomon in Midicine: ^-7. Norr^c,mptO_rUmss^J^j998Ann^^^
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myths and facts about HIV CASE REPORTING 
BY name versus by unique identifier

Ijcpartnient ftc c£ail iadividaals vrbo tel posihve for HIV.

C^to .^otositt. 10 »ck Hrv ^
pcoide ^ mV al ridt by eertoring toeir nante into a pennaoeni state regotty.

MYTH;

FACT:

MYTH:

FACT:

If wate Heiath Pepartmentt have chenaiiiw, tlKy can^ wre that ev^body 
who testa HIV positive gets imo care eai^ and has a duoioe to take advantage 

of medical advanew In HIV neatment.
I„ 199«1hro»*c«ly 1997, only25%of AnaionstrilhCDOJ^BJAlDSweto

oaie obviously isn't available?

People ■with HIV don’t have to won? about having their mm U^»t*»e HTV 
r^try because existing pitvacy taw

OnSopi«nb« 11, l957.HcaKhandHumanS«^Seotetaiy^ 
^oiS^todK US Congress that poli« and ^

access on request to all private ine&esl rec<^ If hCT 
S^codailon te passed into law. it could very weU
^^^Vxvgisitier. HowdowetaowthattbisaccesswoBYbeu^bylNSC^
S^pStfStoqualifies an individual fer legal immigmnon) or by p^cc in^

HIV imder various
transtnission" laws, sodomy stabite, etc-)?
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MYTH:

PACT:

MYTH--

FACT;

MVTH:

FACT:
- j ‘ AoU S-by

^ 4,Uo«fa. of itoiifi* ~te “^ than b achievable ^vAaam-*- sooies^
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MYTH:
FACT:

MYTH:

FACT:

s:K:as2:!Sr.:srsK.-
•wiq^«

add four FTE's (two nsiardisp^ists ^

By oompaiwn. Ne« baaed repoitinB 
OM reports per 

1/4

S200.000 ormorc.

smee mort of the stales have Mandatory Name Reporting, iber^ of the statesinigM » ^ ^*** **■

VvivsttothesoplaoesadoptNmR
^ geiaaatodbytfafi oooaureor, civa 

Anmnb^
. Assooialion of People AID^national orgsnM^ Twr^teAllSSLcil and the National Lesbian and 0»y

\
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Mmylfflia CD Reporting

What CriMria Were Ueed in Crwtins I*’

rthisUIsysian, ThV

code evsjy tirafftiwy go 
j-rifpimmity ted site).

•jjjg X)opeit]X>cuI
(jMidedthat it bad to

ddentunatioo#)

- ,h«7%rtcsstha*i2 ch*D.o«m lOO ihd one person■—*ST—Sw'SStou—
was assigned)

apsigpodcodc
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needed of individuals whb
SyXQfStOinSItK

Wbnt Are the UI Ccmipoii*nt» •
Marylaftd’s UI is a 12^ g>t «»*« consisting, fiem leB to ngjit. cf: 

Lastibur digits of efiarfs Social Seourtty number 
Clienfs Dac of Birth (in the fenn MMDDYY)
aiorfsnux/e&niofty (usingtho «ar« oo^«4t««e as appears DntheCDC*sHTV/AIDS Care Reporting Yoatl)

CIX7S toponiw r«irtOiotfs g«»to (rf» •>

aiJriKr<rf6Y8P<I-123PBas*III'>
f

Does Everyone Hjw* to U«

^yaie and semat ikmocs

people  known*®  rt«de  outside  ^Maryland

axebUnded
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Overview of Maiylsod’s lAuijuc Idcmifier System for HIV/CD4 Reportir»g

July, 1997 
Pa®e3

and/or in r««xch not primttily iateoded to prov^e medical tfMtmeitl to
particifMZits

pe<^lepMtidp«ting inrosearch^ipiovedby an IRB located outode of Maryland

How Mude DM Cenvewioni To It Coet and How W«f It Funded? 

NosUledoU«shavcbce«iallocmedloenherlhccaemicnorthei^ll<^^
Odlv federal dolUis ullooaledtoit were in foe form of* 1993 CDC Cooperative i^eerwsitlto
ovefowte foe system, oaoe fiinctionaL Prior to implemcoiatioiv foe ^lairf
3,2/4/94) reported foo esfonaied eoonomio import to state and local agewara of ertattishing

ayrtom«sSl67,750.

FTE for system maintenanoc and tinprovemeoL

H«w Wefl Dora Maiyland’s Syetem Work?

enstenoe^ oiroa 1985).

levels of con^liancc fiom them.

half between Years One and Tliree.

■i,'
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Overview of MaryUiuTs Unique Identifier System for HIV/CD4 Reporting
July, 1997
Paged

Tljcre is stffle* 23% misong data rale in the categofy of Social SeeturivnunjtajDT.SokiMn
observes that, "in wtrospoct, sttfoa oooiexnplating a UI system njay want to rc-ftink u» of the Social 
Security number, oHhou^ R do« help with linking with otfaar data bases."

Doca TK* Ul System Link with Other Data Bases?

It links completely withihe BARS AIDS Repenting System, the HIV Ownseling andTe^g Sites
Dau Base (Maiylantfa CIS reporting fom includes the UI), death ceitificata, the ADA? dau base
andolherspeoialarvestigational databases. R docs art link, however, with Maryland® TB registry
and the Hospital Discharge Suiamario; ICD9 coding nets.

What Is the Advocacy and Cwnsumer ConronnWes Response to the UI System?

The PWA/HIV Coalition of Baltimore, AIDS Action Baliiraur^ the BaWmore-basrf AIDS Rc^h 
Information Center (ARIC) and the AIDS Legislative Committee agree than ^jiased rep^
scarespeopkawiyfrcmHIVummg-idmrlyintev^oa^
L«fr.An«l Hardy. The only way weAe gemg to gel the dollars we need, cspcci Jly ui a Republi^ 
AdmSatior^iswifolheniinib«,th6d.la.- Head<kthatMarylaraTsunillueidentifiarepotting
system was created because advocates recognised this but were unwilling to toteate the dangers posed 

by nane-baacd z^orth^

-hvvas »v«y arduous compromise between the advocates andihe govcmor^|^ hficMo Dou^ of
the AlDSLoinslativoCQminjtree(inrClcreooetothen-Gowereor$chae&r). "But m the long run, the
Ul system balances the Btaied needs of berth ycupa." Douglaaaddeddiatsystania^yBooosuniff
coiS^alxmtoaae xoportingandthaL asfar Mihey umtdl, effectively prtrvaits the testing and care
avoidance that are demooaiably associated with iwflneiased reporting,

Overviflvpr^oredbj^ /Ome forte, AfSS, ATDJ and Women’,Heath Policy Con^diant, 
Ardmore, PA, (610) 649S113, ^ofies^crUpatkorg
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ftRIKf f ^VFttVTPW nv SOME UMIQUE IDENTIFIFR SVSTEIVy

TV fo!!<n*« m a»iK «f'I* U“«“ .

ahould not be viewed as an exhaustive coB^iUtion of all the ojstions.

Y^PrnteedveefPxfeMX
f

N«n«a«s a relatively umq« identifier. Evayberfy has one although dupficates certainly exist

They arc not private.

Social Security Number: This was oreated to be a UI solely for use by the Social Security 
Administration. Now h is in use everywhere and, thus, ofifes almost no privacy.

More Protective of Priyagg

HRSA’sUnKue Record Number System for CAR£ Art services
Cheated in 1992 by Mathonalica for the federal govcnimciit. Code comprised of the fijllowmg 

data elemeuts:
First same 
Last name 
Date of Birth 
Gender

Code is oteatod by service* provider.

Codeisoompriscdofthefollowing

A»Ta elcmeols*
Last four digits of Social Security Number
DsteofBirdi
Kaoe/etbuoity

Code is oeealed by HW lading provider and reported to state by labs for all HIV positive test 

results.
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reporting. CodetsoompriscdcfThefoIlowuig:
Last four dipt® of Social Security Number
DalfiofBitdt
Kaoc/clboioity
Gender

Data elcnieatsareseal bytetiiigprovidcfsxothe state Health D«partoratu*ich then creates 

the HI codes.

First name
T •«* name at birth ("maiden" name)
AfitA of bii& 
gender
last four digits of Social Security Number 

Mnftt nrntective of Plivagg

issr.*5s:;:srsts;ss'sri=srx'"have been created in connection with HTV reporting.

toSttM«lclpli.tol992«,dfiddt»ud«10CAEEA«<fi»rf«a«avi«.=wm
Femuytvama in 1992>93.
Code oonqjrwed of the following data cleniertfs:

Name
Dote of Birth 
Gender
Kty word or phrase selected by client

Code is created by saviccs provider.

^^****Hy^o^Soal aystem invented in PhiUd^hia. Not yrt imploneuted or fidd tested. 

Codtr compriSfid of the following dato ckmcilts:
Nome
Date of Birth
Gender .
5Ttin^«r/«T»rt measurement rfratio of hand size

would be created by servioeaptuvider.
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A Vcxy PreUmluwy Overview of the Vm<|ne Mendfier SystcxnB Used by the
Austrahni aiulFjTiidiGovertonentt for HIV/AXDS Cue Reporting

rieavc xiou I am «ni edditioael Jnfometion about t)oththese syaems. Tbe fbllowiztg is
provided just to give you aa initial idea ofhow these tystems arc ooneitucteL

Australia

Australia-ii National CaUxo in HIV Epidemiology and Clinical Rese^ has been maiuraining an 
aids Rcgistiy since AIDS fiia appeared in Australia in 19S2- Nationally rtandardized HIV 
reporting procedures (prospective and reuospeciiye) were initiattd in 1989 with the etabHehmeot of a 
National HTV PsTsbify, also maintained by the Centre (located in Sydney, New South Wales)..

Provider and lab-baaed itporling of posidva HTV teat results la iwjuired by law in all of Australia'* 
^tea andtoritoriec. Some sums used name-based HIV repoidng prior to 1989 when a unitpie 
i d«itf ifi«- <y»* W" Wfl« M part of the natioiul reporting staadard- No names or addresses are
now used in oonneotion with natioDal HIV case surveillance.

Usnig bade projeotiflo and o&cr statistical tedbniquesL, stalistioans calculated that 12,000 -16,000 
people woe infected with HJV m AustraKa by the and of 1990. The number of in^vidvials repottrsd to 
fo^fational HIV Dstabaae at the end of1990 was ^tproximately 1AOOO - the nudpoim of ̂  badc-
mjectedxaimc.’ Tins suggests that the impaadiqjlioaterqportmg on the Dalrfjase, while still
problematic, maybe Kmitod. By the end of 1992, the Naliaoal fflV Database ooitfained over 16.000 
diagtKoes of HI V infection in Australia

Kaldor ct al. n^portcd in 1993 that "the date of first HIV diagnosis was reported in the registry for 83% 
ofthc people diagnosed with AIDS between 1 January 1991 and3l Deoember 1991.'* This soggest*
tiiattlte fflV Database, vdthin two yca» of its creation, already oaptuxioga very hifij* peraeatage
of die HTV infected individaala who would later be reported with AIDS.

Dooiqk and labs reporting HIV infection in Anstralia are required to report the follo-wing data;

State or territory ot'^agoosu
case identi^tiognumher 
date of birth
sex ,poateod® of residence of the petBon bemg reportod
date ofipcedriKa ooUectionthat resulted in diagnosis whh HIV 
source of exposure to EIV
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elejoMti:

^100 of birth (YY/MM/DD) 
£ist name initial 
Jgjgt i]]inie initial

^amiJartozipcodi)

AtJĵ PA. (61(9 MMJM,

1 M=l>«limC«#.N3>»KrCE«ri.T1«p7^»‘'“*6»«4HIVu*dio»«*^
1984-1992. XEDS: 1994.8:518.
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