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BILL ANALYSIS 

APPROPRIATIONS COMMITTEE FISCAL SUMMARY 

AB 1663 (Migden) 

Amended: Hearing Dace: 8/l$/98 
7/6/98 

Consultant: Datfid Maxwell-Jolly 
H&HS 5-0 

and proposed rnn^ndwents 
Policy Vote: 

BILL SUMMARY: 

AB 1663 requites by 1/1/2000 reporting of HIV cases using a 
uniform, statewide' system that reports cases based on a unique 
code or other method that does not report the names of individuals 
infected w i t h HIV. The b i l l directs the Department of Health 
Services to use the data collected on the basis of the reports f o r 
epidemiological studies, zo target HIV prevention a c t i v i t i e s , and 
to allocate resources. 

Manor P r o v i s i o n s 

Surveillance system 
and Task force 550 

STAFF COMMENTS: 

SUSPENSE FILE. 

Fiscal Impact ( i n thousands) 

350 350 General 
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Multistate Evaluation of Andhymous HIV 
Testing and Access to Medical Care 
Andrew B. Bindman. MD: Dennis Osmond, PhD; Frederick M. Hacht, MD: J. Sten Lehmart, MPH: 
Karen Vranizan, MA; Dennis Keana. N4FH: Arthur Reingold. MO: 
and lh« Multistate Evaluaibn of Surveillance of HIV (MESH) Study Group 

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

Objeciive*—To assess whether anonymous HIV testing was associated with 
earlier HIV testing and HIV-related medical care than confidential HIV testing. 

Design.—Retrospective cohort. 
Setting.—Arizona. Coloradn. Missouri. New Mexico, North Carolina. Oregon, 

and Texas. 
Participants.—Probability sample of 835 new acquired immunodeflciency Syn­

drome (AIDS) cases reported to the state health department's HIV/AIDS HepDrring 
System from May 199S through December 1596. An had responded to the AlOS 
Patient Survey; €43 had bean tested confidentially fgr HIV, and 192 had been tested 
anonymously. 

Main Outcome Maasures.—Fiist CD4- cell count; number of days from 
mv-positive test result to first HlV-relaied medical care, from first HIV-related 
medical care to AIDS- and from first HIV-positive test result to AIDS 

Results—Pensnne tested anonymously sought testing and medical care auliar 
In the course of HIV disease than did persons tested confidentially. Mean first CD4~ 
cell count v»«s 0.427 x i tfVL in persona tested anonymously vs 0.267* i Q9/L in per­
sons tested confidentially. Parsons tested ananymously experienced an average 
of 318 days in HIV-related mndical care before an AlOS diagnosis vs S3i days for 
persons tested confidantially. The mean time from learning they were HIV positive 
to the diagnosis of AIDS was 1246 days for persons tested anonymously vs 718 
days for persons tested confidentially. After adjustment for the subject's age. sex. 
race/ethnicity, education, income, insurance status. Hiv exposure group, whether 
the respondent had a regular source of care or symptoms at the time of the HIV test, 
and state residence, anonymous testing remained significantly associated with 
easier entry into medical care (f^-OOt). 

Conclusion^—Anonymous testing contributes to early HIV testing and medical 
care. 

BOTH CONFIDENTIAL and anony-
mous antibody lesilng for the Iraman im-
nrenodefidency vims (Hiv) have been 
available at public testing sit as in the 
United SlalM since 19S5. In conSdenlinl 

From me Pwrary Ca'e Mwrcn Center (Dis BinO-
man and Osmono- h)« Vrnn^ss^ tne Mr Keane) and 
AlOS Division (Or Heehti, a»n PrwiEceB Genefei HCS-
eriral. anO OepanmBnis af MaeicmetD'a Blndrnar. ana 
Hecrt. Mi Vftrnzatv ard Mr Keanel sm EtMOtmilagf 

iity of Calilomla, San PrmcucD; DlMslan ol HlVfAiQS 
Pfwmen.Survtiilaricaand Edflamiology.CenterB for 
Dl t fk la CDnlral and Prevsmlen. Adaraa. Qa (Mr 
I t f m i n ) : me OepanmcnL o! Epidamlolegy. Unr»ars.rj 
al CslHafiia. &4ifccley tDr Heireold), 

A esApleie ma ar tne iremDaii at lim MESH Scunr 
Group appears a i n e ena ot tnlj irticle, 

Qsrrwsponairs autRor: Anonur S. Sindtian. MQ. San 
FraneisCQ Sanerai l-bftgiMl, Bldg 9 0 M M 95. TOOI 
Pauwo Ava. San Frwieban. CA l ifl (« JTOS; tamnrron 
'eitBS.ucsf.BSuJ. 

icwing, a person's name is linked to ttiu 
Spfldnien, and the test result is recorded 
In i mptficft] chart -srith a name. Early in 
the epidemic, the stigma associated tvith 
tofitiaf positive for HIV focused ulan-
oo& on the potential for bnaduu in ihe 
confidentiality of an HIV test r&sdt- Con-
cortied that aiuriety about the pnusntial 
loes of eonfidenilaJity would deur some 
obffisk persons fnrn valuntnrily seeking 
Mating for HTV, rmmy state and local pub­
lic health departmenis made this last 
available on m ananymous as veD as a 
confidential basis. In anotiymoas testing, 
a unique identifier ftypically a niunb«r) 
r«ther than a parienr's nam* is used to 
link the specimen and the ranilt to the 
patient. Anonymous Coat nsulta are not 
recorded inamediealchai* thathasapa-

tiefif 6 nama-TheavaaaMityofaiianony-
mous HIV testing option haa diSersd 
over time across states and localities. 
Cmrentiy. 40 smes ha^ publicly funded 
anonymDUfl testing sites for HTV, and all 
SO scaics have publicly funded conSden-
tial HTV testing sites-

See also p 1*21. 

Hainan immunodeficiency virus is the 
only Infectious disease for which anoov-
menu cestinff tepubMyfimded.aneirtipv-
tion that has been controversiaL Propo 
nents of anonymous testmzbefieve that it 
encourages persons who would not oth­
erwise seek testing to leam their Hiv in-
ferriofi atatue hy einninating the coactm 
about powndal loss of confidentiality. 
Persons i«t*d anonymously who learn 
that they are HIV positive may he moti­
vated by their test refiull to seek medical 
care earlier In the course of (he di 
than lhay might had only confidential 
testing be en available- Some studies have 
3Uggested that anonymouB testing in­
creases the number of people who are will­
ing m be voluntarily tested fgr HTV. In 
North Carolina, oaundas that offered 
anonymous testing experienced greater 
gmwrh in testing than did coqntief chat 
continuad to oEGn' atlly canStiential test-
ing.1 Similarly, vith the iniroduetion of 
anonymous cesting in Arizona and Or-
egoî ^more people oh tamed testingihan 
when only confidenlial testing a r ­
able. However, the findings have not been 
consistent; the Colorado State Health De­
partment did not detect a meaningful in­
crease in HIV testing with the introduc­
tion of anonymous HIV testing.* 

Because people who test HIV positive 
anonymously cannot beindividuafiyiden-
tif ed, reporting systems that refr on the 
results of anonymous testing ore prone to 
measurement eiror. It can be difficult to 
detect repeat tests, and the potential ex­
ists Car duplicate reporting- AnonymouH 
cesdne may undermine partner notifica­
tion.4 Furcherroare, anonymous testing 
eliminates the oppommity to reeontaet 
pereons vho do not return frr their test 
results or to assist HrV-infected persons 
in obttlntag medical caxn. 

1416 JAMA, Oetaber 28. "990—vol 280. No, 19 HIV Tesdng and jAecofiS to Medical Care—Bindman el al 

XVd 9T-ST OHM 86/8Z/0T 
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Because studiea have been small, have 
iperfbranedtn only 1 state, or did litile 

to control for diSerrtiee E In the diaracter-
istta of persons who used anonymous vs 
confidehUalT^Mitithasbeenaifficoltto 
dratr dear ccndosionii about the value of 
anonymous Hrvteetfng. We uaeddaiacnl-
lactrias apaitofa MopeT»tivs proj ect be-
tu-eet) the University ofCaHfania, Berke" 
ley. the Centers for Disease Control and 
Pteveitfion (CDC), Atlanta, Ga, and sev­
eral stateheallh departments to e-rslueze 
aiuwymous HIV teoting. We assessed the 
aseodationofthe type affflV test (aiiony-
mouB or ccrtifidentiaJ) with when in the 
course of the disease persons vjth ac­
quired imrnnnodeficiency syndrome 
CA.IDS) (X> learned of their HIV inftwdon 
and (2) Sought HlV-relnied medical care-

rHoDs 
The AIDS PatjQDt Survey WM con­

ducted in Arizoaa. Color wlo, Misassippi, 
MisfoariNeTrMexleD, North Carolina, Or-
egoo, and Texss. BoeauAe nearly all HEV-
infected persona art thoneht to progreas 
to AIDS eventually and because AIDS 
Biirvefllsneeis estimated to be 80% to 96% 
complete,6 repDrtad AIDS cases ptrmde 
a popuktion.baaed sample of the eacperi-
erce ofHlV-Infa rt«d persons that can pev 
tenuflHy avoid biosea that may be prea-
ent in venue-based samples. 

la each state we Bought to Interview, 
after obtaining consent, all peraons who 
ware described ax having new]y diag-
nof«d AIDS in a 1-year period or a prob-
ahiUcy sample of new cases, depending on 
the projaetad incsdenee of new AIDS di­
agnoses in'the state. The samplrng frame 
vas persons newly diagnosed a? having 
AlDSreporced to the state health depart­
ment through the HTV/AIDS departing 
System CHARS) from May 1985 through 
December igg^n îo were alive at time of 
report, who werestleart IB ywre old, and 
whose AIDS diagnogifi had been made 
wirhte 12 months of the date of their re­
port to the health department. 

to expected number of persona with 
nowfy disgmaed AIDS was estimated 
from tha nuzhber reported from th6 pre­
vious year who met the sampling frame 
criteria. In states with an expected inci­
dence of fewer than 600 cases, aD new 
cases WEre sampled CArizona, Mississippi, 
and New Mexico). In the Temaining 
staiKs, a probabiKty sample was stratified 
by 4 HTV mode-of-̂ xposura groups based 
oa nsportgd bdavionl inmzmattan In 
HAR5: CI) meh «*o have eey with nwn 
CUSM), including thcs« with a reported 
history ofinjeetum drug U£a; (2) hetero-
flexual mjedian drug users; (3) cases re­
ported with no jdoitified risk; and (4) aS 
other modes of exposure (heterDBexual 
contaet, transfusloB, hetrmphaia). To jet 
adequate nmnbers in e&cb stratum for 

analyse, calculated asmpling&actiuns 
with tha goal of samjiliLg equal nmnbara 
from each stratmn. Colorado, Mssomi, 
and Oregon sampled MSM and took all 
cases ihtheotiier33trata;North Carolina 
sampled 8 Jtrataand took all in the other 
stratum; and Texas sampled all 4 strata. 
Uniform random numbers were gfeher-
ated for each na* casein the4 atrsta, and 
a&ew case with attndomnumber equal to 
or less than the sampling foction was se­
lected for tha study, 

Sampled cases wei* considered eli-
gihle for tfie study if they vere living in 
the state, English or Spanish spealdng. 
and healthy enough to consent to and 
complete an interview. To avoid biasing 
our response rate upward by delaying 
the perfbimanee of the Interview, pa­
tients who had died before the time of 
flistcontactwere counudintbedenoini-
nator of fllipblea if contact bad not been 
made within 6 Tncvnt̂ Q of report. Public 
henlth surveiUanee persnmel In each 
State developed procedures for contact­
ing asd interviewing potential sutgeate. 

All procedures were monitored by the 
University of California and CDC to en­
sure Uniform methods across the Etat&E. 
Surveillance persoimel completed an 
outcome report form for each Samplfid 
case, •which indiealed the consent pro­
cess and the final outcome. Subjects 
were intervierod in either Spanish or 
Bnglish. The Instrument was translated 
into Spanish andthenback-traneUted to 
English before a Gnal Spanish versioa 
was produced- Interdewers and super-
vlsors from the state health depart* 
ments ware trained in joint training ses­
sions In oondueeingx standard interview. 
States used between 1 and 4 interview­
ers to adminlstar the survey and all 
study sites were visited at least once by 
Univeraity of California and CDCinves-
tigatars to assess the consistency ctfthdr 
technique. All completed iatervieu.-6 and 
outcome report fnrma were stripped of 
parsonal identifier, copi£d, and mailed 
to the Unbenity of Calxfonua for data 
entry and convereioiiinto electronic Sta­
tistical Analysis System (5AS Institute 
Inc, Gary, NC) files for snelyais. 

We compared the oharactexistics of re-
spandetlts who were tested anonymously 
witli those who were tested confldontiaDy 
and examined ̂ ethar the type of HIV test 
was associated with whdu hi tiie ooone of 
the diseaEe a subject sought HIV testing 
and HIV-related medical care. Date of 
AIDS diagnoala was extracted from the 
sute HARS dataibBsee and eniaU&ed with 
the interview data for enalyate. Typo of 
HIV testing was classified aa munymous 
or confidential dep«ndiBtf on whether the 
subject reported giving anumberOmony-
tnousl or a nama (confidential) to get the 
HIVtestresult. Subjects who inrespense 

to an explicit question said that they gave 
afalse name were esehidedfiom the anaty-
siS.To usees the ̂ aEdity of onnnethod iff 
dasalfclng the type of HIV test, we oom-
pared the subjaefsreportafha^ng given 
annmber or a name to obtain their taSt re­
sult with tJ«e Type of testing sita. Acsnm-
ingthattestingin a phyBiaan's office, hos­
pital, jail or prison, or blood bank should 
have been reported as testing by name 
(confidential testing), we fonnd that 96-4% 
of subjeeta tested in those settings re­
ported they had received their results by 
naone. Of those who reported that they had 
received their teat result by number 
(anonymoufl testing), only 6.4% nported 
testing in cm of those settings. 

We limited OUT analyaa tts respondents 
who fiwt tested HIV posMva in the state 
from which they were saxupledi Itod in 
States that offarad both anonymous and 
confidential testing (Mississippi ex­
cluded), and voluntarily sought HTv test­
ing as opposed to being iBquirad xo obtain 
a test because of regulations associated 
withprisons, drug traamieiitpreigranis, the 
military, insurance plans, or blood banks. 
Thus, subjects were considered volun­
teers Ssr teaQng if they, in response to a 
checklist of questions, reported that their 
reasonforteetingwasCDtheyfelt sick and 
wanted to find out whether they had HIV. 
(StheythoughttheymighthaveHTV even 
if they did not fed side, (3) someone told 
them that they should get tested, or (4) 
someone from the health departxnenc told 
them that they had had contact-with an in­
fected aex or needle-aharing partner. 

In comparing the characteristics of per­
sons tested HnonymouBly-T'spereons tested 
confidentially, we tested differences in the 
prqpomona by using the Xs statistic. We 
oxazmned the association of anonymous 
and confidential testing with several jn-
tervuls; time from HIV-positive test re» 
SullCoAlDS.andthisintervaPsZaubeom-
ponejits: CI) time of HTV-positive test 
resull to first HIV-relstad medical care and 
(2) time from first HIV-related medical 
care to AIDS. We used the date of AIDS 
diagnoss to anchor comparisons of the 
HTV-postivetestTOultdHteandthBHIV-
related medical era date. Date of first 
Hiv-pusjtive test result and dax* of first 
medical care for HIV infecrion *ere self-
repoarted as a month and a yazr. Time In­
tervals used in analysis wetu caimtructcd 
from these date* and tha date of AIDS di­
agnosis as reported to H ARS. We com­
pared the mean time btteivalB among HIV 

r. HlV-relawd medical care, and 
AlDSdiagmelefD^peSone tested anony-
OTDusly and persons tested confiden­
tially. Time intervals that included an 
AIDS diagnosia Were also stratified by 
whether tibia diagnosis-was based onan op-
portnnlotici infection or a CIX~ ceC count 
of leas than 020 x KM. &XfpL). 

A U M . . na t sba r Sf l . 199JU_Vol 2 0 0 . N o . 16 Hn/ Tosiino and Aoeass lo Medical Care—Bindman et al 1*17 
XVd 11 - ST Q3M 86/8Z/0T 
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taWa 1.—ChaadBrtnlcB si PafsanaMaungrgy -tend fw Hunan fcnmuft^Wifcy Mms <Hlvi 

enaeaclpflsUea 
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(q««a) value 
ABB. M i n , y 36 aa 
MHle.% BE j a 

Aldean Amartean 11 Z9 " I 

17 
.001 

Other E 3 
.001 
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Regular oowce ol CV* M b r 4 Hiv-Bosltive Isn r«<uft, % 23 51 .001 
Sympmms al time of Hlv-pellthn Rsl result. % SO 70 .om 

o HNT pratCare AIDS Ul 

We compared subjects on the basis of 
whether they had symptoms ofweighi load 
without dUting, fevers, heavy night sw«ara, 
diarrhea, oral thrushj frequent vaginal 
yeast inflictions, memory problems, 
shinies, pseiunisus, Kaposi sarcoma, lym­
phoma, meningitis, or tuberculosis at the 
time they learned they had HIV- Sub. 
jects who said yea to any of these condi­
tions were eonaideredsymptomaac Bitjw 
time of the fiist HlV-poBitive test result. 
To estimate HIV disease severity at the 
timeof first HIV-related medical care, we 
compared the mean s*lf-reported first 
CB4" cell counts of persons testedanony-
mo usly and persona iefited cmAdendaQy-
To estimate the quality of HlV-relatod 
medical care for persons tested anony­
mously and persons tested confidentially, 
subjecss wisre asked to report whether 
their HTV-ieUted medical care had ever 
included tuberculin skin testing, takbng 
ridorudine for at lease 1 day, and taldng 
mnuthoprini-salf̂ methoxa2ole CSeptra, 
Bamitn, CotrimJ or aerCS0li2«dpentajni-
tiiat ac a measure of Pneumocystw can-
Ttfi pneunwnia CPCR prophylasds-

To isolate the independent contribu­
tion of the type of testing on the time in 
ten-als and tbe first CD4" cell count, we 
perfarmed multivariate linear regxessiun 
analyse thai controlled for diBerencea in 
the darartarieririofperaans tasted anony-
mously va confidentially. Marginal differ­
ences acroee Etatea were concroDedfbrus-
ing a state, of residence indicator in the 
mnltivaiiate analyses. Uoafis from multi­
variate analyses are the estimated least 
squares means from linear models. Be­
cause the dinribntinns of time inUrvala 
and CD4* cell cnunta were akewodby some 
higher values, we repeated our multivnr-

1118 JAwlA October 26,1998—Vol2B0, No- IB 

iate analyees by uang log transforma­
tions of the tune intervals and CDV cell 
counts- These analyses did not appreoa-
hljr alter the sigrfficance rf the resnhsper-
taining to anonymous vs confidential test­
ing; therefore, for the purposes of 
providingmeagures of effect that are eas­
ily interpreted. iPehave chosen to display 
the resits based on the nontrsnsfarmed 
jnean time intervals and CD*' cell counts. 

The study was approved by institu­
tional review boards at the Univeraity of 
California, the individual staiets that re­
quired rsvieV, and levjewboards at local 
institutionfi as required "••ithin somestAtes, 

RESULTS 
In the S partidpating Etatea. 3S21 AIDS 

ogees wereaampledfrimi May 1995 thnmgh 
December 1996: of those, 2801 met di2l-
billiy ariterii Overall 1913168.8%) of 2801 
eligible AIDS cafes were interviewed in 
the AIDS Patient Surrey. We excluded 
1D7S respond rnta from the analyma be-
cansethqr initially tested HIVpoalavein 
H<58<3rent state ftomih/B one in which Ihey 
'were sampled ($B&\ they werefimnastaie 
that did hoc have anonymous testing C2S2), 
their reason far testingwaa not voluntary 
£2*71, they provided a false name at a con­
fidential testing site (55), or they did not 
have complete data for all the variables 
used in the analysla (151). Of the remein-
ing 835 aubjeetf, 192 (23*0 reported that 
theirfirat positive tertiesslthadbeen from 
an ananymous test (Table 15. Persons 
Votedananymoû yteaded to be younger, 
white, slightly more educated than pe*» 
sons tested confidentially, and more likely 
al risk for HIV because they were MSM-
Peisons tested confidendallyweieagmfi-
rantly more Ukely to have had a regular 

ConfidanUal 

Mean Firel CCW1, C«« Count=Qi67x 109/L 
71B 

328- 91BT 

Anonymoue 
(n=-l92) 1246r 
Mean First CD** Otfl C«iunt=0,4Z7*nO»/u 

Figufft 1 ̂ -Mean Sme In days Ig Ifcst human ifflmu-
nodeSaauB, virus iHlVHafated can and acquired 
immunodBlfcleinv ayndrone (AIDS) diagnosis by 
annnymalA Bnd eonfidanM teeiirg. Aateritt imf-
cates fc-OI far wnfidertlal ̂  anonymous lesfino; 
dagger, Pc-BOi for cenRdentlBi <* anenrmont 
tuilng; HIV+. dare of (uiowiedgt oi HIv-potitfyB 
siatus; Urn care, daw oi flm Hiv-reiawd nidirai 
eon; wid AIDS Pa. dale of AIDS tSaffosis. 

source of ear© befiare their first Hlv-po6-
ftive test rrsult and to have had HIV-re­
lated symptoms at thetime they received 
the test: howevKr, half of tha persons tested 
anonymously were edso symptomatic 

Persons tested anonymously present­
ed esriterm the course of HIV disease for 
testing and care than did persons tested 
confidentially. Themean timefronileam-
ing they were HTV positive m the diag­
nosis cf̂ AlDSwaaahnostayear and a half 
longer (529 days) fa those tested anony­
mously than for chose tested confiden­
tially (Figure 1). The mean time was 1246 
days tor persons tested anonymoosly and 
718 days forpersonctested confidentially. 
Most of this diffetence was in the length of 
time in HIV-related medwal care. Per­
sons tested anonymoufly received an av­
erage of 337 more days in HTV-nslaied 
medical care before an AIDS diagnosis 
thsn did persons tested confidentially. 
Comparisons of the median dmefi jxotn 
knowledgeofheingHTVpositivt to AIDS 
were even greats- between penona 
tested anonymously and pecsona tested 
confidentially. The median time was 929 
days among persons tested anonymously 
and 90 days among persons tested confi­
dentially. An Sdditional indicator that 
persons tested anonymously came earliar 
fortesting and medical care than did per-
sans tested eanfidaiOally was the sigiufi-
cantly higher first CD4- cell count (0.427 
x IC/L vs 0267 x IfffL) despite the 
longer unadjustad interval between the 
HTV-poBitivetestrescdiuadmedicalcaxe. 

To isolate the independent contribii-
tian of the type of HIV test or the timing 
of testing and medical care, we adjusted 
our results to accountfordtSbrejî es in tha 
charaeceristKS afpersons whosavht 
iorpe of test. In the multivsrfciie sjialysas, 
several ohwactaaistics were assodaied 
with the length of time between a per­
son's learning of a positive HIV test re-
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•few* L—Multivariate Predictois ol Numbar af Dajre Between KnowleOga el Bslnfl Human imrtttinotfefi-
Vlntf (HIV) Postfrm and Acquired InmunadeficiBOqr Syhdrain* 
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Bympiomc stiime ai wrv-poaiij^ | H | p^yu - J I S 10 -6751 <1[)Q1 
*nonfniDB6 lesi 272 ( i d |p M S ; ,002 

" f l 1 mO.?* (indudna an indexsr lor respBrtem's IRIB 
rQUpaef indicate data nal attpUotDlt. 

reflWlCBJ. 

suit and Teceiving an AIDS diagaoeiS-
Amoqg RIV exposatr groups, MSM and 
tejectian drug users had a sfani&antiy 
loiî w period of tnowingthey were HTV 
positive before their AIDS diagnosis 
(Table 2). The strongest predictor of the 
lengthof rinabetweenkmwledge of HIV 
posftivity and AIDS was having symp­
toms at lie dma of die HlV-poaiilva test 
reBult- Having aymptoma atthetime cfthe 
HIV-positive test result decreased the 
length of tirns bet»reen knowledge of be­
ing HTV positive and AIDS by 319 days. 

After odjustm entfor the aubjeet'sage. 
sex, race/ethnid ŷ, education, income-in­
surance status, HIV exposure group, if 
the respondent had a regular source of 
cars or symptoms at the time of the Hi V-
posirive MBI result, and the stale ofresi-

ce, anonymous testing remained sig­
nificantly associated with earlier medical 
care (Figure El. Although the difference 
in tha number of days between the poai-
tivatBrt result and firct medical cure waf 
no longer significant between the i 
groups, the length of time in medical care 
before AIDS was almost Smonths longer 
(221 days) for persons tested anony­
mously compared with pexsons tested 
confidentially. The mean adjusted fir?: 
CD4* cell count was also 0.093 x WVL 
higher for persons tested aaonymously 
t for persona tested conlldenlially, 

Petsons tested mtifidpntlnlly were mew 
Kkdythanlfaose tested anonymously (35* 
vs 15%) to have an AIDS diagnosis based 
on an cppoixunistii; InfiecriDn rather than 
on a CD4' cell count of less than 03) x 
lO'/L. Accounting for ttee difference in 
how AIDS was dSsgnosed in the 2 testing 
groops further expands the adjusted dif­
ference in the duration of HIV-related 

medical care before AIDS diagnosis from 
S I to 230 days. 

CoHtperiBons oftubermlin skin testing 
and the use of addovudine and PGP pro-
pihylaris suggest that care was sittilarfor 
the 2 testing groups. Ninety-one percent 
of persons tasted anonymously ̂  S9% of 
persons tesnedconfidentiaHy reported thai 
they had received tuberculin skin testing 
during the course of their HIV-related 
medical care. Nlnetyveight percent of per­
sons tested anonymoudy ̂  95^ 0 f per­
sons tested confldentially were rfferedzi-
dovudine, and 73% in each testing group 
had been give&PCP prophylaxis. None of 
these testing or treatment differences 
were significant between the 2 grtmpa. 

COMMENT 
Inthia multiatate study,found that 

anonymous testing was Sought by ap­
proximately a quarter of HIV-positive 
pezsons who had bean tested voluntarily 
before an AIDS diagnosis- Anonymous 
testing for HIV Infactian was assodsted 
withesrlieriestingand medial care. As a 
result of this eariier testing and care, per' 
sons tested anonymously received the po­
tential benefits of a significantly longer 
period ofHrv-relatad medical care cam-
pared with penOIlS tested canfidgntlally. 

Although the determination ofthetype 
of HIV test, CD4" ceO counts, and the in­
tervals between HJV Baeting, mediral 
care, and AIDS are in large part depen­
dant on self-report, we suspect that the 
importance of this inf bnnstlon for our re­
spondents makes jtreaSonably likely that 
their reporting wse accurate. Cunning­
ham et al1 found that selfraported CD*-
cell amnte were accumewheneoiniiated 
with values recorded in the medical i«e-

ConGdenOBl 
rn«643) 743 
Mean flra CD4+Cei] Coijnr=:0.273xia»/L 

_asa 762* 

Anonymous l _ _ | ! B U ^ m B B 
(n=182) 1014-
Mean Rral CD4T Ct)i Counr=0^85* l0 3 ;L 

R9JIS 2.'>^C|UBed moan bns in dagiS lo &st human 
immurwdeffctinsy vinjs (HW)-feiated care end ac­
quired Itnmunodedctawy syndroine (AIDS) daenoGie 
by anooymous araj confidirtfal lesilng. VOIUBE are 
least sqiarea m u m »rwn a linear rspgreEEiwi medei 
end are ofiEial lor age. sex, rat^Mmaor. eduea-
Hon.incoms.iEuranceaaius.HiVibkBrei^.Nouiar 
louTosoFcHrealffie Uma oliestng.syrTTpBamsBi time 
B| HI V-positrne tad result, and arete raalderwa. Aster­
isk indicates P<iJ0tn lor confiJairial m anonymous 
IBEting; HI V+, date Of kno*lKl9B ol HN^JOSll̂ o sla­
ms; iirst care, dare of (Int Hlv^oiaiM medical cam: 
ana AIDS Dx. dgie ot AIDS dlgynaeis dale. 

ord. To the extent that persons are mis-
classified by Tjpa of tasting, this would 
tend to make the 2 testing groups look 
more Similar. Adoiowledging that there 
is also Kkely to be some error in the adf-
tt5JartedfirstCD4-eell count and dates of 
HIV testing and ffiV-related care, we do 
not have any reasons to suspect that this 
reporting is biased by the type of HTV 
test a person received-

Anonymous testing was not available 
in all the study states in the early years of 
HIV testing. However, since flU the ro-
spondenla were diagnosed aa having 
AIDS within the same year, there isa bias 
toward & positive assodanon between 
confidendsa testing and the longest inter­
vals between knowledge of being HIV 
positive and AIDS. "When we limited our 
sample to more recaonyeais in wMchboth 
anonymous and confidential tasting were 
available, we 5nd a proportionally even 
greats difference between persona 
tested snonymously and persons tested 
confidentially in the length of time be­
tween knowledge of being HTV positive 
and AIDS diagnoaiG (data not shown!. 

A question can be raised whether the 
benefit we observed for anonymous tesv 
ingis attributable to theavailahilitytfthis 

sons tested anonymously chat jouiza t 
seek earlier testing and care. For ex­
ample, among HTV exposure groups, MSM 
are more Kkely to seek imaqynioqs test­
ing, From a policy perspective the ques­
tion is whetherthe same persons who seek 
early HIV testing Ht anonymous sites 
would do BO at confidential sites if anony-
Tnous testing site* were eliminated.' We 
cannot rule out the poesibilky that thase 
same persons would have sought early 
testing and care even if unetiymous test-

JAMA. Ooibbcr SB, 1995—Vol 260. No. 16 
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tug vets not available. However, ve de­
signed our analysis to isolate the indepen­
dent contribution nf type of HTV testing 
to our outcome measures. To avoid a po-
tentially biased comparison of persons who 
vohmterily sought testing at either anony. 
moniB or confidential testing sites with 
those who were required to be tested m 
confidential settingB, wehmited onranaly-
Sb to those whose reasons for testingsng. 
gested that the action was voluntary. To 
avoid a bias toward confidential testing 
among sicker persona who sought medi­
cal can, Weindnded sympcoms atthetime 
of HIV tasting in our adjusted analysis. Of 
the persons tested anonymously, 5096 re­
ported that they were symptomaiic, sag 
gestingdiat even sick persons wwemak-
ing-tes ting choices.We also controlled for 
a wide variety of other eharaecettecis that 
differentiated persons tested anony­
mously and thoseteated confldenoaEy and 
stiD fomul that ahoT̂ ymous testing Was in­
dependently assodated with a substan­
tially higher fast CD4r cell count and a 
longer period of Hiv-relarsd medical care 
before AIDS. 

We explored the possibility that the 
longer duration of HIV-related medical 
rare for persons nested anonymously could 
he due to explanations aside from their 
seeking medical care earlier- For ex­
ample, ft penona tested anonymously 
were diagnosed as having AIDS sure of­
ten than persons tested confldantlally on 
the basis cf an opporttinfetid infection as 
opposed to a CD4~ cell count below 
020 x WfL, this "would create a bias to­
ward lengthening the duration of HTV* 
related medical eare before an AIDS di­
agnosis for persons tested anonymously. 
In general, opportunistic infections occur 
later in the H I V disease courec than dtt-
tecrion of a CD*' call count below 0.2O x 
1WL. However, since man persons test­
ing confidentially than ammymoualy were 
diagnosed as having AIDS on the basis of 
an opportunistie infection, adjusting fcr 
this bias merely increases the duration of 
Hlv-related medical care among per­
sons tested anonymously compared with 
confidentially. Asecardeyplaiadonferlhe 
longer duration of Hiv-ndated medical 
ore fat persons tested anonymously is that 
they were receiving better-quality medi­
cal care than were petsoM tested confi­
dentially- However, comparisons be­
tween persons tested anonymously and 
confidentially in theirreceipt of several ef­
fective prevention and treatment ser­
vices revealed an ajgnificsmt. differences. 

Some of the individual characteristics 
assoaated with earlier HIV testing asd 
HlV^elatedmedical care were expected, 
but others were not. Far example, wehad 
anticipated that peFBtma who were aynqs 
tomatic would seek care more qmekly 
than persons who were asymptomatic. 

1420 jAMA.Ocbber2e.159&~Vol2eCi,No.16 

We found that after controlling for 
whether peasons had HI V-related symp-
loroiJ at the timetheyreceived apoaltive 
HTV tesi result eliminated the signifi­
cant difference between persons tested 
anonymously and persona tested confi­
dentially in the length of their delay be­
tween learning they were HIV positive 
and getting HIV-related medical a n . 
However, we ware Buiprised that nei­
ther health insurance nor having a regu­
lar source of care—2 traditional mea-
suresofaeffiss—'was assodated with early 
HIV testing nrfflV-Itlatodmedicil care. 
This finding suggests that either physi-
dans are not snffidantly identifying their 
highrrisk patients and encumaghig them 
to he tested early or that patients who 
have insurance or a regular source of ore 
arc rducta nt to pursue HIV tasting at any 
greater rate than is found among all at-
risk fiidividuals-

We Sound, as other rerporta have sug­
gested, that black and Hispanic pnwmE 
tended to have fewerdays ofknnwingthat 
they were HIV positive befbra AIDS and 
fewer HlV-related medical cwns days 
than whttes6; however, the comparisons 
with whites-were notsignificsnt in the ad­
justed analyses. 

With the development of improved 
therapiBa for HTV-̂ n&tfted person*, the Ts.-
tfcmafe for anonymous testangmaybewan-
mg."' In our compamott stody of persons 
at high risk for HIV, we found that in tha 
1990s the annual rate of choosing anony­
mous rather than confidential testing was 
44% to 58% (mean, 48%) (A.B-B-. 
YMM., et al, unpubllBhed data, Decem­
ber IKa-November 1996). This Suggests 
that, at lesstthroughlSSB, anonymous cast­
ing has retoained a consistently impor­
tant testing option for a significant pro­
portion of at-riak persons. Itis also posaUe 
that mote at-risk persona wfll be inter­
ested in anonymous testing now that the 
Council of State and Territorial Epldemi-
olagists has revised its si&temcnt an HIV 
reporting to &vor name reporting11 and a 
gxvwin̂ .lumber of states and Congress are 
actively conadenngtheimpleaentstiancf 
HrViCTne-repartjngpolide^^ To thees-
tent that iuin»-r«portlng surveillance sys. 
terns creacs a barrier to Hiv testing for 
some persons, anooymaua testing might 
serva asa^Bsfetyvalver for thosewho fear 
that confidenlial survallsnce systemB can­
not adequately protett their privacy. 

Observational sbjdies may never be able 
to fuDy tease apart the eontributlDn that 
anonymous tesringmakesto the timingaf 
Hiv testing and to HIV-related medical 
care. In reality, there is a complex tetet-
plsy among the chazaeteristics of persona 
striskforHIV, changes overtfime iwthe 
perceived benefit oflmowing one's Se-
rostatua, the availabOity of anonymous 
testing, the implementation of name-

reporting policies, the opportanity to dr-
camveBt survdllaiee stiategies by using 
a false name at canfitionrial testing sales, 
and the availability of anonymous home 
HTV testing Ma. We were able to sApst 
liar many, but not all, of these ikctnrs. None­
theless, ve beHeve that our study pro­
vides the SQcngest evidence to date that 
anonymous testing eonCributes at a popu-
lattonleveltoeartyHIVteSCmffand 
csil ore. Thus, to achieve the public health 
goal afprovlding early access to HP 7 

ing and HIV-rdaled medical care, public 
health departments should maintain and 
in Some instances enhance the broad avail­
ability of anonymous testing options. 
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DEPARTMENT OF HEALTH AND HUMAN SERVICES 

Centers for Disease Control n.nd Prevention 

Draft Guidelines for HIV Case Surveillance, Including Monitoring HIV Infection and 
Acquired Immunodeficiency Syndrome (AIDS) 

AG:ENCY: C��tef$.for Disease Control and Prevention (CDC), .Department of Health �5!

Human Services 

ACTION: Notice and Request for Comments 

S�Il'vIARY: This notice announces the availability for pubµ� comment of. a document entitled 
. .

-nraft Guidelines for HIV Case Surveillan�. Including Monitoring mv Infection and Acquired 

Immunodeficiency Syndrome (AIDS)". 

DATES: Comments must be su�mitted in writing on or before [insert date 30 days after date of 

publication in the Federal Register]. Comments should be submitted to the Technical Information 

and Cnmmunications Branch (Mailstop E-49), Di.vision oflllV/AIDS Prevention, National 

Center for HIV, STD, and TB Prevention.. Centers for Disease Control and Prevention. Atlanta,

Georgia 30333; telephone: 404-639-2072; Fax:404-639-2007. 

FOR FURTHER INFORMATION. CONTACT: Requests for copi�ofth.e draft HIV case 

surveillance·guidelines should be-submitted to the CDC National AIDS Clearingho"1e, P.O. Box 

6003, Rockv:illc. Macyiand 20849.6003; telephone (800) 4S8-S231; or copies can be obtained 

from the CDC website at http://www.cdc.gov/achstp/hiv_aids/. 

SUPPLEMENTARY INFORMATION: From 199S to 1996, the incidence ofbothdeaths and 

opportunistic infections (Ois) due to AIDS declined in the United States for the first time in the 

history of the epidemic (6 percent for Ols; 23 percent for deaths} as reported in the September 19, 

1997, Morbidity and Mortality Weefdy &port (MMWRJ (Volume 46, pp. 861-867). These 
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declines reflect recent advances in treatment of HIV infection and the provision ofcare and 
services that have slowed the progression of AIDS for HIV-infected persons on therapy and the 
success of lilV prevention and education efforts that have encouraged early diagnosis and have

helped to reduce the number of Americans becoming infected with HIV. 

In response to these changes in mv treatment practices and new information needs of public

health programs, CDC, the CoWlcil of State and Tenitorial Epidemiologists (CSTE), and most 
other public health and AIDS organizations have recommended that all States and Territories 
conduct mv cas� �eillance in addition to AIDS surveillance. In. this manner, the AIDS/HIV

epidemic can be tracked more accurately, and appropriate information about IDV/ AIDS can be ' 
made available to policymakers. As of July 1998, a tot.al of32·States were conductmg HIV case 
surveillance using"the_ same methods as swvetllao·ee for AIDS. Because some Stat� (many with 
large numbers of AIDS cases) do not report HIV case numbers, interpretations of available HIV 
data are difficult. 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 ethnic 
minorities and women, CDC is proposing that the current surveillance system be expanded to 
include mv case reporting for an·states and is publishing guidelines that States can use to 
implement lilV surveillance. 

Dated: 
--------

Jeffrey P. Kaplan, M.D., M.P .H. 
Director, Centers for Disease Control and Prevention 
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Guidelines for National HIV Case Surveillance, Including Monitoring for HIV Infection 
and Acquired Immunodeficiency Syndrome (AIDS) 

The Centers for Disease Control and Prevention (CDC) recommends tha.t all States and 
Temtories conduct case sun,eillance for human immunodeficiency virus (HIV) infection as an 
extension of current acquired immunodeficiency syndrome (AIDS) surveilkmce activities. The 
erpansion of national surveillance to include both HIV infection and AIDS cases is a necessary 
response to the impact of advances tn antiretroviral therapy, the implementation of new HIV 
treatment guidelines, and the inaeased need for epidemiologic data concerning persons .at all 
stages of HIV disease. Erpanded surveillance will provide additional data on HIV-irr.feeted 
populations to enhance Federal, .State, and local efforts to prevent HIV transmission, Improve _ � 
allocation of resmrrcu for treatment services, and assist in evaluating the impact of public 
health interventions. CDC will provide technical amstance to all State and Tenitori(!l health 
tkpartments to continue or establish HIV and .4IDS case surveillance systems and to evaluate 
the performance of their surveil/.ance programs. 'Inis report lncludu revised case definitions for 
HIV infection· in adults and children.less than J 8 months of age, recommentJed program 
practices, -and performance and securif)I standards for the contbict of HIV and AIDS 
surveillance by State and local health _departments. The revised surveillance case defimtions 
and associated recommendations become effective ________ _ 

INTRODUCTION 

AIDS surveiUauce has been the comerstone of national efforts to monitor the spread of ·
HIV infection in the United States and to target mv prevention programs and health care 
services. Although AIDS is the end-stage of the natural history of HIV infection, in the past,
monitoriDg AIDS-defining conditions provided population--based data that reflected changes in 
HIV incidence. However, recent advances in HIV treatment have slowed the progression of HIV 
disease for infected persons_ on treatment and contribut4:d to a decline in AIDS incidence. These
advances in treatment have diminished the ability of AIDS smveillancc data to represent trends in
H;IV incidence or to represent the impact of the epidemic on the health care system. As a
consequence, the capacity of natioaal, State_ and local public health agencies to monitor the lilV

· epidemic ha.s·been compromised (1-3). In response to these changes aJJd following consultations
with diverse constituencies. mcluding representatives of public healtl\ government, and
community 

0

C\rganiutions, CDC and the Council of State and Territorial Bpidemiol\)gists (CSTE)
have recommended that all States and Territories include surveillance for HIV infection as an
extension of their AIDS BtlIVCillance activities (1,4). In this manner, the lilV/AIDS epidemic can
be tracked more a.ccurately ind appropriate information about HIV/AIDS can be made available
to policymakers.

This document provides revised cue definitions for lDV infection in adult.s and children
less than 18 months of age, recommended program practices, and performance and security
standards for the conduct of IilV and AIDS surveillance by State and Territorial health
departments. The HIV case definitions were developed in consultation 'With CSTB and include
the cummt AIDS survciDaace criteria as a component of the HIV infection case definition (S).
The recommended pro� practices and program performance and security standards are based
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on: (1) the established practices of AIDS and other public health SUIVeillance systems; 
(2) reviews of State and local swveillance programs, confidentiality statutes, and security -
procedures; (3) studies ofthe performance of surveillance systems;.(4) ongoing evaluations of
determinants of test-seeking or test-avoidance in relation to State policies and practices on HIV
testing and reporting; and (5) discussions at a consultation held by CDC and CSTE in May 1997.
A draft of this document was made available for public comment in _____ 1998.

BACKGROUND 
--

History of AIDS Surveillance 

Since 1981, population-based AIDS surwillance (1.e., reporting of cases and their 
characteristics to public h�th authorities for analysis) has been used to track the progression of 
the HIV epidemic from the initial cases of opportunistic illnesses caused by a then unknown agent 
in a few large cities, to the reporting of 641,086 AIDS cases nationally through 1997 (6-9). The 

. AIDS reporting criteria have� periodically revised to incoq,orate new understanding oflllV 
disease and changes in.medical practice (10-13). In the absence of effectiveth.erapyforlilV, 
AIDS SUIVeillance data have reliably detected changing patterns of HIV transmission and reflected 
the effect oflllV prevention programs on the incidence of HIV infection and related illnesses in 
specific populations (14-lS). Because of these attributes, AIDS surveillance data have been used 
as a basis for _the allocation of many Fedenl. resources for lllV treatment and care services and as 
the epidem.iologic basis for the planning oflocal HIV prevention semces. 

With the advent of more effective therapy that slows the progression of HIV disease, 
AIDS surveillance data no longer reliably reflect trends in HIV transmis�on and do not accurately 
represent the extent·ofthe need for prevention and care semces (16-17). In 1996, national AIDS 
incidence and .. �ms deaths declined (or the first time in the lilV epidemic 
(Figure 1). These declines have been primarily attributed to the early use of combination 
antiretroviral therapy to d., the progression to AIDS and death for persons with lllV mfection 
(1-�). Revised lilV treatment guidelines recommend antiretroviral therapy for many lllV­
infected persons in whom AIDS4Cf.efining conditions have not yet developed (18-19). In response 
to these changes in HIV treatment practices and the inf'onnation needs· ¢public health and other 
policymakers, CDC and CSTB have recommended that all States and Territqries extend their 
AIDS case· surveillance activities to ·a1so lndude mv case survewlJaac.e (1, 4). · ·\ 

Current Status of HIV Surveillance 

& of July 1, 1998, 32 States had implemented HIV case surveillance using the same 
reporting system for both lllV and AIDS cases; 3 of these States conduct pediatric surveillance 
only (6) (Figure 2). The 29 States that conduct integrated HIV and AIDS surveillance for adults, 
adolescents. and children report only about one-third of total U.S. AIDS cases. 

In contrast to AIDS case swveitJanee, HIV case surveillance can provide data to better 
characterize populations newly diagnosed with mv. partiaila.dy those with evidence of recent 
mv infection such as adolescents and young adults (20-to 24-year-olds) (20-21). Of the 52,690 
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HIV infections diagnosed from January 1994 through June 1997 in 25 States that conducted 
name.based HIV surveillance throughout this peri� 14 percent were in persons aged 13:to 24 
whereas of20,215 persons diagnosed with AIDS in the same areas only 3 percent were in persons 
aged 13 to 24. Thus. AIDS case surveillance alone does not accurately reflect the extent of the 
HIV epidemic among adolescents and young adults. Compared with persons reported with 
AIDS. those reported with HIV infection in these 25 States were more likely to be women and 
from racial/ethnic minorities (22) (fable 1). mv data also show patterns in rates of new 
diagnoses and HIV-prevalence that are not affected by changes in treatment For exam.pl� 
between June· 1-996. and June 1997. AIDS' incidence among white men who had sex: witJr-other 
men (MSM) decreased more than 30 percent while the number of new lllV diagnoses among �s� 
population remained unr.banged (F'igure 3}. In these.States, a., ofDecember 1997, the number of 
persons (140,SSS) who were living with a diagnosis of:mv or AIDS was 139 perr.ent greater 
than that represented by the mnnber living with AIDS alone (6). 

Most.of the 32 States with Jl8D»-based mv case swveillance systems report all 
perinatally exposed childten. These States have used HIV surveillance data to document a sharp 
decline in .perinatally acquired mv infection, an increase in the proportion of infected pregnant 
women who �ve been tested for lilV before delivery;· and a high proportion of HIV-infected 
pregnant women who accept zidowdine therapy (23-28). These findings all have profound policy 
implications that would not have been as easily or quickly detected using only AIDS case 
surveillance. CSTE and the American Academy of Pediatrics have recommended that·all States 
and Tcaitories conduct pediatric lllV swveUJam:e that includes all perinatal.ly�osed infants 
(29). 

Persons may choose to be tested for BlV in the following ways: (1) anonymously­
where identifying information induding their name and other locating information is not 
linked to their BIV test result or included in the surveillance system report (e.g., 
anonymous testing sites), and (2) confidentially-where their HIV test result is linked to 
·identifying information such as patient and provider names (e.g., medical clinics). In
States that require HIV case reporting, providers·in confidential medical or testing lites are
required to. report HIV-Infected persons to public health authorities. Not all persons
�ected with HIV are tested. and of those that are, testing occurs at different.stages of their
infection. Therefore, HIV surveillance data provide a. miniw1m estimate.of the number of
infected persons and are most representative of penons who have been diagnosed with lilV
infection in medical clinics and other cocfidential diagnostic settings. The data rep�ent the
characteristics of persons who recognize their risk and seek confidential testing, who are offered
:mv testing (e.g., pregnant womea, clients at sexually transmitted disease clinics), who are

· required·to be tested (e.g., blood donors, military recruits), and who are tested because they
pre.,cnt with symptoms oflilV-related illnesses. CDC estimates that more than two-thirds of all
infected penons in.the United States have been diagnosed with mv in such settings (30). H£V
surveillance data do not rcprc3ent untested persons or those who seek testing at anonymous test
sites or with home collection kits; such persons C81lDOt be reported through confidential IDV
BUM:illance systems. However, the availability of these testing venues is highly important in
promoting knawlege of HIV status among at-risk populations and provides an opportunity for
counseling and referrals to appropriate medical diagnosis and care.
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Despite some limitations, mv and AIDS case surveillance would provide a clearer picture 
of the lllV epidemic than AIDS case surveillance alone. Therefore, CDC and CSTE continue to 
recommend that HIV case surveillance be implemented as part of_a comprehensive strategy to 
monitor the epidemic that includes mv incidence and prevalence surveys, HIV and AIDS case 
surveillance, monitoring HIV-related mortality, supplemental research and evaluation studies 
including behavioral surveillance, and statistical estimation of incidence and prevalence of 
infection and disease. 

AIDS surveillance nationally and mv surveiUance in 32 States is conducted using tjie 
· - name-based methods-for case ascertaimrient that are used by other public health information

systems. A name-based approach allows providers to report cases directly from their name-base��
medical records, facilitates elimjnatiQD of duplic;ate case reports, enables cross-,matching of HIV 
and AlDS data 'With other name-based public health data (e.g ... tuberculosis surveillance) and 
permits follow-up with providers to .collect mv risk information and other data of public health 
importance. Through follow-up with providers, the AIDS swveillance system has provided an 
effective means to identify rare or unusual modes· of HIV transmission and infection with rare 

. strains of HIV and to improve the prevention of AIDS-related opportunistic illnesses (31-3 S). 

Concerns Regarding BlV Surveillance 

Since 1985, many States have implemented HIV case surveillance as part of their 
comprehensive surveillance prognms. The �lementation of the 1993 expanded .AIDS 
surveillance case definition prompted discussions of the rationale and need for data representing 
WV-infected persons who did not meet the .AIDS-defiping criteria.. Because many S� 
considered implementing HIV reporting, in 1993, CDC held a consultation with public health and 
community representatives to discuss issues and concerns regarding m:v surveillance. 
Community representatives' main. concems were that the security and confidentiality standards of 
surveillance programs may not be sufficient to prevent disclosures of information, and �t many 
persons at risk for mv infection may delay seeking HIV counseling and testing because of these 
confidentiality conc:ems. The consensus of the coDSUltants was that there were few, if any, 
published studies of sufficient scientific quality to provide objective answers to these concerns. 
· Therefore, the consultants identified several areas that required additi.o� research and policy
development before CDC and CSTB should consider recommending further expansion of HIV
suiveillan.ce·efforts. These areas included: (1) the impact of reporting policies on t�ting
practices, including the decteaSed availability of anonymous testing in some States; (2) the role of
surveillap.ce data iD linking reponed persons to prevention and care pro�; (3) the
.development of recommended uses and st.andards for the confidentiality of publicly held HIV and
AIDS surveillance data; and (4) det�ning whether alternatives to reporting of patient names
would reduce confidcntiaJity risks while meeting the needs for surveillance data. In response to
the consultants' recommendations, CDC initiated several research projects to:
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(1) assess the effect of name-based HIV surveillance on persons' willingness to seek lilV testing
and care; (2) evaluate the perfonnance of non-name-based surveillance systems; and (3) review
program practices and legal requirements for the security and confidentiality of State and local
HIV/AIDS surveillance data. Fmdings from these projects and expert advice from participants at
numerous teohnical meetings and consultations held during the intervening period have guided the
formulation of the policies and practices recommended in this document. The interim findings
from these projects are summarized in the following three sections:

. HIV Surveillance-and Testing Behavto·r -

To detennine the effect of changes in reporting policies on actual testiDg behaviors among 
persons seeking testing at publicly fiuided HIV counseling and testing sites� CDC and six State 
health departments reviewed data routinely collected from these sites to compare lllV testing 
patterns in the 12 months before and the 12 months after. the implementation of IDV case 
surveillance (36). In these areas, the number of IDV tests increased in four States and decreased 
in two. States; however., these declines were not statistically significant (Figure 4). Thus, these . 
data do not suggest that in these States the policy of expanding mv case surveillance adversely 
affected test-seeking behaviors overall, although 1ome variability in testing trends was 
observed among n.ciaVethnic subgroups and HIV-risk exposure categories. CDC recognizes 
that careful atte.ntion to. providing accurate public �cation, factual mass media messages, and 
special eff'orts to lnf orm wlnen.ble populations will be important to ensure that adverse 
outcomes do not occur in States that implement mv case surveillance based on these Guidelines. 

In additio� CDC is supporting ongoing studies by researchers at the University of 
California at San Francisco (UCSF) and participating State health dep�ts to continue to 
identify the most important determinants of test-seeking or test-avoidance ll!Ilong high-risk. 

· populations and to assess the impact of chaoges in HIV testing and reporting policies. Efforts to
· expand such studies to all States will � them in more effectively monitoring the impact of
cbangjng medical interventions, epidemiology, and mv case survcilla.nce policies on test- and
care-sH:king behaviors.

Data from swveys in selected States of mgh-rlsk persons about their perceptions and
knowledge oflflV testing and HIV reporting practices found that few respondents bad
knowledge �fthe HIV reporti11g policy in their State (37-38). In these settiogs, respondents
reported high levels of testing, with approximately three-fourths reporting that theyJla,ve had an
IllV test. The most commonly reported factors that contributed to delays in seeking testing or
not getting tested were fear of being diagnosed as having mv or belief that they were not at risk
for mv infection, factors repo,:ted by nearly haJf of respondents. Less than 20 percent.
responded that •reporting to the go� was a concern that may have delayed their seeking
HIV testing; 2 percent of the respondents indicated that this was their main concern. Among
different risk groups, the level of concern about name--based reporting of mY .inf'eetions to the
health department as a concern or as the main reason for delayiog or avoiding HIV testing varied
slightly. CDC will con1imle to assist States to evaluate the impact of policy c.banges on HIV
testing patterns and HIV/AIDS·surveillance data.
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Surveys of persons reported with AIDS found that persons who recognized their ffiV risk 
and sought testing at anonymous testing sites entered care at a $igni.ficantly earlier stage Q{HIV 
disease than persons who were only tested in confidential testing settings including those who 
were first tested when they. became ill (39). This study emphasizes the importance of anonymous
testing options in promoting knowledge of HIV status and in accessing eare in a timely way. 

HIV Surveillance Based on Non-name Unique ldentifien. 

To assess the-feasibility of using alternatives to name-based methods for mv SUA'eillance, 
several States implemented reporting of HIV cases or CD4 laboratory results using a variety of 
numeric codes. Other States considered or tried to conduct case swveillaace.without name-

· '

identifiers by using codes that were designed for non-swveillance pwposes, e.g., codes that were 
intended for use in ttacking patients in case maMgement systems (40). CDC convened· a meeting 
in Ma.y 1995 at which these States identified operational, technical, and scientific challenges in 
conducting smveiJJance using non-name codes. In.addition, CDC supported research to evaluate 
the pedbnuaace of a. coded unique.identifier (U1) in two States that implemented a non-name­
based mv case reporting system while maintaining namo-based surveillance methods for AIDS 

-. (41). The evaluations.conducted by these States from 1994 to 1996 indicated that social security 
number-based UI HIV surveillance systems were limited by the ability of providers to complete 
and forward UI-based reports, resulting in incomplete reporting. The evaluations were also 
unable to demonstrate that duplicate case reports could be reliably eliminated. For the follow-up 
9f Ul-based cases to collect risk and other epidemiologi.c da� providers maintained logs or other 
forms of documentation linking the UI to the name-based medical records. The willingness of 
health care providers to accept the. additional disease reporting burden of constructing UI 
codes, maint.aininglogs, and •�opting the level of security necessary to reduce the potential 
for a breach of confidentiality from such logs, are important considerations in assessi.ng the
utility and acceptability or UI HIV case surveillance systems. Of the two States that 
currently conduct DIV case 111rveillance using unique identifier codes, one has elected to 
continue to develop its UI mv case surveillance system; the other is seeking to discontinue the 
use or UI codes and to amend its regulations to begin name--based reporting ofmv infected 
persons. 

Confidentiality of HIV Surveillance Data 

In 1994, CDC and CSTB 1ponsored a review of State confidentiality laws that protect 
mv surveillance data.-(42). All States and many-localities have legal safeguards of confidentiality 
of government-held health data, and these laws were found to provide greater protection than 
laws protecting the confidentiality of health information held by private health care providers in 
clinical records. · Mo• States have specific statutory protections for public health data related to 
lllV and other sexuaJJy transmitted diseases. However, -state legal protections vaiy widely, and 
CDC is promoting efforts to eobaoce md standardize privacy protections for public health data, 
including mY/AIDS surveillance data. 
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CDC has also reviewed State and local security policies and procedures. Since 1981, 
States have conducted AIDS swveillance, and few breaches of security have resulted in �e­
unauthorized release of data {43). Because HIV-infected persons are reported earlier in their 
disease course than persons with AIDS and many such persons are remaining AIDS-free for 
longer periods as a result of treatment advances, information about them may be maintained by 
public health surveillance databases for longer periods. This bas caused increased concerns about 
confidentiality of smveillance data among public health and comm.Wlity groups. Therefore, CDC 
has issued technical guidance for security procedures that include enhanced confidentiality .and
security safeguards-as evaluation criteria·for Federal funding of State lllV/AIDS swveillance 
activities ( 44), · The receipt of Federal surveillance funding is dependent on the recipient's ability 
to ensure the physical sec::urity and the confidentiality of case reports. At the Federal level, ·- '

HIV/AIDS surveillance data are protected by several Federal statutes, and privacy is also ensured 
by the removal of names and the encryption of data transmitted to CDC. Based on the 
importance of maintaining the confidentiality of persons who are diagnosed as HIV-imected by 
public and private health care providers, coc· is recommending additional practices to enhance 
the security and confidentiality of HIV and AIDS surveillance data. 

B1V AND AIDS SURVEILLANCE GUIDELINES 

HIV/AIDS Suneillance Case Definitions for Children and Adults 

CDC, in collaboration with CSTE, has established new mv case definitions for adults 
and children less than 18 months of age that include revised surveillan.ce criteria for lilV 
infection and incorporate the surveillance criteria for AIDS (10,13,45) (Appendix). HIV and 
AIDS SW'.VCillance reports foiwarded to CDC should be based on these surveillance criteria. The 
lilV and AIDS surveillance case definitions for aduhs, adolescents, and children greater than or 
equal to IS.months of age include laboratory and clinical. evidence specifically indicative of HIV 
infection and severe mv disease (AIDS). · The mv swveillance case definition for children less 
than·ts months of age updates the definition in.the 1994 revised classification system. based on 
recent data on the sensitivity and the specificity of HIV di.agnostic tests and clinical guidelines for 
Pneumocystis carinii pneumonia (PCP) prophylaxis for c:bildren (13, 46:SS) and for the use of 
antiretmviral agents for pediatric mv .infection (S6) . This definition v.ill apply to children less 
� 18 months of age, except for those who acquired l:llV infection through mode, of 
transmission other than perinatal transmission (e.g., blood/blood product l'Ccipients). The revised 
surveillance case definitions for adults and children less than 18 months of age will become 
effective 

------

HIV and AIDS Case Suneillance Practices 

The following recQmm.ended practices update previous recommendations for State and 
local HIV reporting systems and arc revisions to the CDC Guidelines for HIV/AIDS Surveillance
released in April 1996 u a technical guide for State and local HIV and AIDS surveillance 
programs (20, 44}. 
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Becommended Suryeillance Practices 

• All State and local programs should collect a standard set of surveillance data for all cases
that meet the reporting criteria for HIV infection and AIDS. The standard data set
includes the (1) patient identifier, (2) earliest date of diagnosis for HIV infection,
(3} earliest date of diagnosis of an AIDS-defining condition, ( 4) demographic information
(date of birth, race/ethnicity, sex) and residence (city. State) at diagnosis ofIDV and
AIDS, (S) HIV risk exposure, (6) facility of diagnosis, and (7) date of death and state of
residence-at death. In addition to this information, the date of HIV diagnostic testing and. _
the results of these tests should be collected for all infants with perinatal exposures to

. '

HIV. To address specific public health information needs, local surveiJtance programs
may aoss-matdi HIV and AIDS swveillance data with other public health da� such as
for tuberculosis, and collect supplemental surveillance data on all or a representativ�
sample of cases. CDC 'Will provide technical assistance and standardized surveillance
methods to assist in the collection of supplemental surveillance info.cmation. Surveillance
information, without patient identifiers, should be encrypted and forwarded to CDC
through the HIV/AIDS Reporting System, u·is current practice. . .

• Published evaluations ofnon-na:m,e based HIV SUIVeillance in two States {41)togetlier
with results of meetings and consultations with States that have considered or used non-,
name identifiers hav

�
· · · ed operational difficulties with these systems. Based on

published evaluatio CDC has concluded that name-based lllV/AIDS surveillance
systems are the most ely to meet the necessary performance standards (22� 57-61) as
. well as to serve the purposes for which SU:[Veillance data are required-=:] Therefore, CDC
advises that State and local surveillance programs use the same name-based-approach for
mv surveillance as is currmtly used for AIDS surveiJJanre nationwide. However, CDC
recognizes that some States have adopted. and others may elect to adopt, non-name case
identifiers for the public h,ealth reporting of mv infection. CDC will provide technical
assistance to all State and local areas to continue or establish HIV and AIDS SUIVeillance
systems and to evaluate their surveillance programs regardless ofwb.ether they use name
or non-name based identifiers.

• ffiV and AIDS surveillance should be used to identify rare ·or previously unrecognized
modes of HIV tran,,roiPion. Wl1lSU8l clinical or virologic mani:fustatioas, and other cases
of public;: health importance. CDC will provide technical assistance to Staty and local
health departments_ conducting.such investigations and will revise public health
recommendations based on the findings, as appropriate.

• • HIV and AIDS-case swv�IJance efforts should be directed toward the collection of data
from all private and public sources of HIV-related testing and care services. Laboratory•
initiated surveillance methods should be used to collect information for cases that meet the
laboratocy reporting criteria for HIV infection and !JDS. Statistics regarding persons
who arc tested anonymously should not be reported through the HIV/AIDS Reporting
System. These test results are reported anonymously to the InV Counseling and Testing
database .. mv-imected persons who are initially tested anonymously are only cligl"ble to
be reported to mY/AIDS surveillance after they have been diagnosed by a health care
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provider and haye test results or clinical conditions that meet the HIV and AIDS reporting 
criteria. 

• All St.ate and local surveillance programs should regularly publish, in print or
electronically, aggregated HIV and AIDS surveillance data in a format that facilitates the
use of these data by Feder� State, and local public health agencies� HIV Prevention
Community Planning groups; academic institutions; providers and institutions that have
reported cases; community-based organi7.ations; and the general public. The presentation
of surveillance data should be consistent with established policies for data release .that

. preclude the-direct or indirect identification of a person with mv or AIDS. --
• All State and local surveillance programs should conduct regular, ongoing assessments Q(

the performance of the swveillancc system and redirect �orts and resources to ensure
timely reporting of complete, "representative, and accucate data. CDC will provide
technical assistance and standardized evaluation methods to assist States in achieving the
highest possiole level of performance.

Perfonna,nce Standards 

• For the provision of acauate and timely data to monitor HIV and AIDS trends and to
ensure a reliable IDCaSl.µ:l: of the number of persons in need oflllV-related prevention and
care services, State and local lllV/AIDS surveillance systems must use reporting methods
that provide complete �8S percent) and timely � percent of cases reported within 6
months of diagnosis) case reporting and unduplicated (§ percent duplicate case reports)
surveillance data. At least SS percent of cases. or a representative sample, should have
HIV risk information after epidemiologic follow-up is completed. All mv and AIDS
surveiJlaoce systems should collect the recornrneadP.d standard data in a reliable and valid
manner. allow matching to other public health data.bases (for example, death registries) to
benefit specific public health goals. � allow identification and follow-up of individual
cases of public health importance.

• To assess the quality of HIV and AIDS case surveillance as specified in the performance
standards, States and local surveillance programs must conduct periodic evaluations that
include the use of at least one appropriate population-based da� source (e.g .• National
Death Index) that is not used for routine cas&-finding Program. ·eva1uauons should also
measure the potential impact of lilV smveillance on test-seeking patterns apd behaviors
and-review the extent.to which SU1Veillance data are being used for planning, targeting,
and evaluating HIV prevention programs and services. The goal of these performance

• evaluations is to enhance the quality and usefulness of surveillance data for public health
action. During the next several yearSa CDC will assist States in transitioning from an
AIDS�nly surveiDaucc program to an integrated HIV and AJDS smvei]lance system.
CDC will assist States conducting HIV and AIDS surveillance to evaluate current
perfonnance lcveis, institute revised program operations and policies as necessary, and
then reassess perfonnaoce. CDC will evaluate and award proposals for Federal funding of
State and local sum:illance programs based on their capacity to meet these perfonnance
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Recommended Security and Confidentiality Practices 

• 

• 

• 

State and local programs should have a description of their security policies and 
procedures available for extemaj. review. CDC will require that State and local areas 
include their security policy in applications for Federal surveillance funds. 
For optimal-security, data. should ·be maintained on a single electronic lllV and AIDS 
surveillance registry. In accordanr.e with local laws, other files such as paper and . � 
electronic ( except for a backup for the central system) that contain personal identifying 
information should. be eliminated. All States should.continue the established practice of 
not including personal identifying information in the HIV and AIDS surveillance 'data 
forwarded to CDC. 
State and local health departments should review their _data retention policies. Policies 
should provide the flexi"bility to remove cases that were reported in error. State and local 
programs should also consider removing the names from swveillance records that no 
longer serve a public health purpose and to identify. these cases through other means such 
as the use of the aJpha-DWD.eric code scheme currently used in mv and AlDS surveillance, 
date of b� and other data routinely collected in case reports. 

• State and local health departments should also review their confidentiality statutes to
detemline whether additional protections should be put in place before the implementation
of HIV case surveillance. State and local confidentiality laws should include: .(1) the
objectives of the collection of personal identifying information; (2) the public health
oflicials who have access to SUIVei1Jance information and the justification for this access;
(3) th� procedures, including time frame, for expunging per:sonal identifiable information
.when no longer needed for the stated pmposes; ( 4) the safeguards � disclosing lllV
and AIDS case surveillance data through subpoena. or court order; and (S) the significant
civil or criminal penaltj.es for breaches of confidentiality. The confidentiality laws should
protect surveillance data that are transmitted ('m a secure and confidential manner
consistent with CDC's lilV/AIDS surveillance program req�eots) to other public
health programs as part of evaluation studies or for follow up of cases of special public
· health importana,. The pm:aities under law £or violation of privacy and secupty·should
apply to all recipients of HIV and AIDS case smveillanee information.

Security and Cqnfidentiality Standards 

The security and confidentiality policies and procedures of State and local swveillance programs 
should be consistent with CDC standards for surveillance programs. The following standards 
must be met as a condition. of Federal HIV and AIDS surveillance funding: 

• CDC requires that electronic HIV/AIDS surveillance data be protected by computer
encryption during data transfer. Paper or unencrypted electronic case reports forwarded
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by providers should be used by surveillance staff to update the central surveillance registry 
and then should be destroyed. 
CDC requires that HTV and AIDS surveillance records be located in a physically secured 
area to limit and control access to surveillance records and that they be protected by 
coded passwords and computer encryption- To further enhance security and 
confidentiality of the data. States may elect to implement the use of a double-key 
encryption and decryption system, in which identifying information encrypted by the States 
using the first key can only be decrypted for access using the second key. CDC is 
developing this option to assist States to reassure HIV-infected persons thatTQV 
and AIDS surveillance data will be hdd confidentially and will only be used for 
public health purposes. CDC will hold the second key nnder an Assurance of 
Confidentiality under Section 308(d) of the Public Health Service Act Under this 
Assurance, the second CDC-hdd key would preclude States from accessing or rdeasing 
the HIV/AIDS surveillance data for non-public-health purposes. 
CDC requires that access to the HIV/AIDS surveillance registiy be restricted to a 
minimum number of authorized surveillance staff who have been trained in confidentiality 
procedures and who are aware of penalties for unauthorized disdosure of surveillance 
information. The State Health Officer or other designated authorizing official should 
specify the persons who have access to confidential HIV/AIDS surveillance data and the 
duties to be conducted. Audit systems should be established to monitor access to and use 
of surveillance data. 
If State and local health departments devdop data bases from the cross-matching of 
HIV/AIDS surveillance date with other surveillance data, HIV and AIDS surveillance 
records must not be used if the cross-matched data bases do not have equivalent security 
and confidentiality protections and penalties for unauthorized disdosure as those for the 
HIV and AIDS surveillance data. Such cross-matched data bases should use the mmiTnnm 
amount of surveillance data necessary to accomplish the specific public health activity. 
The use of HIV and AIDS surveillance data for research purposes must be approved by 
appropriate institutional review boards, and researchers should sign confidentiality 
statements. HTV and AIDS surveillance data made available for epidemiologic analyses 
must not indude names dr other identifying information. State and local data rdease 
polides should ensure that the rdease of data for statistical purposes does not result in the 
direct or indirect identification of persons reported with HIV and AIDS. If JL breach of 
confidentiality occurs, State and local health departments should impose personnel 
sanctions and criminal penalties as appropriate. 
State and local health departments must investigate potential breaches of confidentiality, 
and impose personnd sanctions and criminal penalties as appropriate. All breaches of 
confidentiality are to be reported to CDC immediatdy. CDC will provide technical 
assistance to State and loud health departments' investigations of such inddents, develop 
recommendations for improvements in local security measures, and provide oversight to 
monitor changes in program practices. 
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Relationship to WY Prevention and Care Programs 

• 

• 

• 

The implementation oflllV case surveillance should not interfere with HIV prevention 
programs, including those that offer an011ymous HIV counseling and testing services. 
Unless prohibited by State law or regulation, CDC requires that States and local areas 
provide opportunities to receive anonymous HIV counseling and testing services as a 
condition of Federal fonding for HIV prevention. CDC strongly recommends that St.ates 
probi"biting anonymous HIV test4ig change this practice, given the. oveniding public health 
objective of encouraging knowledge of HIV serologic status. -. 

All HIV testing services should contimle to be voluntary and preceded by informed 
consent in aca>rdancc with local_laws (62). 
All persons who are diagnosed with HIV infection should be referred to programs that 
provide HlV care, treatment, and comprehensive prevention ca.se management semces. 
Provider-based referrals of patients to prevention and care services provide a timely, 
effective, and efficient me&DS_ofensuring that individuals who bave been diagnosed with 
HIV receive needed services. · The primazy function of l:llV and AIDS surveillance is the 
collection·of accurate and timely epidemiologic: data; therefore, State and lo� my and 
AIDS case survew11ance programs are not directed by CDC to share individual case reports 
with prevention or care programs, including those that provide partner notification 
assistance, case rnaaage01eD.t, and other services for individual clients. Although some 
areas have established direct linkages between surveillance and specific prevention 
programs, such linkages do not necasarily improve the provision of HIV prevention and 
care services. Areas that elect to establish such linkages must seek the concurrence of 
their prevention and·care planning group� require that recipients of surveillance 
infomiation be subject to the same penalties for unauthorized disclosure as surveillance 
�oanel, and evaluate the effectiveness of this public health approach. 

COMMENTARY 

The Surve.a1lance Case Deflllition for HIV Infection and AIDS 

The revised HIV case definition for adults and children less than 18 months of age 
integrates mv and AIDS reporting criteria in a single case definition � incorporates new 
laboratory tests in the laboratory criteria for lilV case reporting. For adolescents and adults, the 
1999 mv and AIDS case definition includes viral detection tests that were not commercially 
available when the case definition was revised in 1993. The revised case definition for HIV 
infection also •permits the reporting of cases based on the result of any test licensed for the 
diagnosis of HIV infection in the United States. Although the reporting aiteria generally reflect 
the recommendations for the diagnosis of HIV infection» the HIV reporting criteria are for public 
health surveillance and are not deugned for making a diagnosis for an indi'Yidualpatient. The 
laboratory criteria include the seroiogic mv tests described in the clinical. standards for lilV 
diagnosis (63-64). 
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The pediatric HIV reporting criteria include criteria for monitoring all children with 
perinatal exposures to HIV and reflect recent advances in diagnostic approaches that permit the 
diagnosis oflilV infection in the first months of life. With viral .detection tests, lilV infection can 
be detected in nearly all infants l month of age or older. The timing of the HIV serologic and 
viral detection tests and the number of viral detection tests in the definitive and presumptive 
criteria for HIV infection are based �n the recommended practices for the diagnosis of infection in 
children less than 18 months of age and on evaluations of the penormance of these tests for 
children in this-age group (46-SS). 

The clinical criteria in the HlV and AIDS case definition are included to enmre tire 
complete reporting of cases 'With documented evidence oflilV infection or AIDS-definiog . , 
conditions. The·AIDS-defining conditions-are included as part of the integrated HIV and AIDS 
surveillance criteria. The presumptive and definitive AIDS-defining t:ri.teria have not been revised 
since 1993 and continue to include the laboratory markers of severe lilV-rela.ted immuno­
suppression and the opportunistic illnesses indicative of severe mv disease. The development of 
AIDS-related opportunistic illD� greatly� mortality risks. Almost all deaths among 
persons with HIV infec;:tion are caused by AIDS-related opportunistic illnesses (65). 

Effect of National HIV Case Surveillance on Reporting Trends 

The changes in the HIV,reporti.Dg criteria will have little effect on reporting trends in 
States already conducting lilV case SUIVeillance. The number of HIV cases reported nationally 
will increase primarily because of the implementation of HIV surveillance by the Temaining States 
and local areas .. Many of the States that will be implementing HIV case surveillance in the future 
have high AIDS incidence rates. Similar to the effect on AIDS surveillance trends. after the 
implementation of the revised reporting criteria in 1993, the initiation oflllV smveillance by 
additional States may result in a sudden and large increase in HIV case reports (66}. Based on 
CDC' & esrirnates that approximately 220,000 HIV-infe(?ted persons without AIDs-detining 
conditions· have been diagnosed with HIV in confidential testing settings and reside in States 
that do not currently conduct mv case swveillance (30), it is possi'ble that this many persons · 
could be reported with HIV infection from these States in 1999. However. it is more likely that 
reporting of prevalent mv iafecti.ons will be spread over several years Rl;1d that the annual 
increases will be more modest. Initially., most case reports will represent persons whose lDV 
infection was diagnosed before mv surveillance was implemented. AJJ the repo� of prevalent 
HIV cases is completed. the number ofHIY case reports will decreue and case repons will 
incr-easingly represent persons with recent diagnosis ofHIV infection. 

To facilitate the interpretation of HIV aurveillance data and given that CDC strongly 
promotes the continued availability of anonymous testing options, evaluations of HIV and AIDS 
swvei1Iance systems will include assessments of the number of persons reported whose infection 
was initially diagnoRed at an anonymous site and the time before these persons eniered clinical 
care for their icfection. These evaluations will be useful in det«mioiag the representativeness of 
HIV sw:veillance data, as well as the effectiveness of program efforts io refer persons into care 
services after the diagnosis of HIV infeetion in anonymous testing settings. 
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AIDS trends have declined nationally; however, because the AIDS surveillance trends are 
affected by HTV incidence, as well as the effect of treatment on the progression of HIV disease, it 
is not possible to predict future AIDS trends. AIDS surveillance will continue to be important in 
evaluating access to care for different populations and in identifying changes in trends that might 
signal a decrease in the effectiveness of treatment The long-term benefits of antiretroviral 
therapy and antimicrobial prophylaxis for AIDS-related illnesses continue to be defined, and 
various factors such as access, adherence, treatment costs, and viral resistance will influence the 
utilization and effectiveness of these therapies and their effects on AIDS incidence and mortality 
trends (67-69). " - — 

HIV and AIDS Surveillance Practices 

Laboratories will be an increasingly important source of information from which to initiate 
reporting. HTV infection is frequently diagnosed in the outpatient clinical setting, and laboratory-
initiated reporting will be particularly useful in identifying outpatient sources of HIV testing (60). 
Although contact with individual providers is necessary to complete the reporting process, the 
routine collection of data from laboratories and managed care organizations promotes simplicity 
and efficiency of case reporting to local surveillance programs. 

Performance criteria for HIV and AIDS surveillance are necessary to ensure that 
surveillance data are of sufficient quality to target prevention and care resources and to detect 
emerging trends in tbe HIV epidemic. Evaluations of HIV and AIDS surveillance programs have 
shown that areas should be able to meet these performance criteria (6,22,57-61). According to 
these evaluations, the completeness of HIV surveillance (79 to 95 percent) and AIDS surveillance 

(85 to 100 percent) is high, and reporting is timely with nearly one-half of AIDS cases and 
three-quarters of HIV cases reported to the national HIV/AIDS reporting system within 3 months 
of diagnosis (6). In 1996, CDC estimated that the duplication rate of HIV and AIDS cases 
reported from different States to the national surveillance data base was less than 3 percent and 2 
percent, respectively (6). The performance criteria also reflect the need for public health 
surveillance systems to serve as a basis for the identification and follow-up of cases of public 
health importance. Based on evaluation studies of non-name-based case identifiers and the 
current infrastructure of State and local health departments, name-based methods for collecting 
and reporting public health data provide the most feasible and reliable means for ensuring timely, 
accurate, and complete reporting of persons diagnosed with HTV and AIDS. NamQ-based 
reporting facilitates followup of perinataUy exposed infants to detennine their infection status and 
of persons reported with HTV to determine progression to AIDS and vital status. (22,28) 

The Security and Confidentiality of HIV and AIDS Surveillance 

The revision of the HTV reporting criteria provides an opportunity to review and 
strengthen State and local confidentiality laws and regulations. Although State HIV and AIDS 
surveillance confidentiality laws and regulations adequately protect privacy compared with the 
statutory protections of other health care data. State statutes differ in the degree of privacy 
protections afforded health information and the criteria for permissible disclosures of personal 
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information. Most State statutes describe· some permissible disclosures of public health 
information_ To help ensure uniform confidentiality protections, CDC, CSTE, ASTHO, the 
N ati.onal Conference of State Legislatures, and the Georgetown/I ohns Hopkins Public Health 
Law Project are conducting a model State privacy law project. This project is developing model 
legislative language to protect confidential, identifiable information held by State and local public 
health departments against unauthorized and inappropriate use while still allowing the use of 
surveillance information to accomplish legitimate public health objectives. This process is 
projected to be completed by the end of 199&, and States that plan to implement HIV � 
surveillance should ·consider adopting the· model legislation. . -

Although HIV and AIDS swveillance systems have ex:empl.acy records _of security and 
... .... 

confidentiality, it is esseotill for all programs to identify ways to strengthen data protection 
because of the greater sensitivity ofIDV case surveillance compared with that of AIDS case 
surveiJJaoce alone. The revised security requirements are based on a CDC review of the security 
practices of all State-HIV and AIDS surveillance systems. The revised security standards 'Will 
result in a reduction in the number.of nanie-based surveillance registries and limitations on how 
these registries are used. CDC continues to conduct evaluations of methods to further enhance 
data security, including the use of coding and enccyption of data collected in the mv and AIDS 
reportiag system. · Based on these evaluations, CDC will pro"Yide technical guidance to facilitate 
the use of this approach by project areas. 

HIV Prevention and Care 

CDC has published guidelines concerning the provisioI,1. and targeting of HIV counseling 
and testing services (19, 27, 70-72) and provides sUpport for most public sources oflilV testing. 
The availability of anonymous HIV testing services may be particularly important. for persons who 
delay seelcing testing because of I conceIU that others may learn of their serologic status. Studies 
· have sh.own� the availability of anonymous HIV testing is associated with increased numbers
of persons se.eking testing services (73-76). Anonymous HIV testing semces are a required
element of federally supported prevention programs unless proln'bited by State law.or regulation.
Currently, 39 States, Puerto Rico, and the Djstrlct of Columbia provide anonymous� testing
scnices.

CDC advises that the decision about linkage between surveiJtaace systems and prevention
and care services, such as partner coun.seling and referral services (i.e., partner no@cation
activities), be made at the local level V .olunwy partner notification senices provide HIV
counseling and testing to persons who may be unaware ofIDV risk exposures, and these seivices
arc a required component of federally sponsored mv prevention programs (77-78). All such
prevention services are fe&SJ."ble and in well-rnauagP.d programs have been highly effective without
being directly linked to mv or AIDS surveillance data. Translating surveillance data into
prevention priorities an4 programs requires informed decision-making by public health and
�rnmnoity partners through the lllV Prevention Community Planning process that should guide
whether and how such linkages arc adiieved. · Such linkages should neither compromise the
quality and security of the surveillance system nor compromise the quality. confidentiality, and
voluntary nature of IDV prevention services. The primary function oflflV and AIDS
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surveillance remains the provision of accurate epidemiologic data for public health information, 
planning, �d evaluation. 

Persons who have been diagnosed with mv infection at either confidential or anonymous 
test sites should be promptly refeaed to facilities that provide confidential IIlV care. Although 
not directly responsible for the delivery of medical care, CDC provides Federal direction for State 
and local programs that facilitate the referral ofIDV-infected persons from counseling and testing 
centers and health education/risk-reduction programs to HIV care facilities. CDC has 
strengthened its technical assistance to lilV counseJjng md testillg grantees to improve the 
referral system·between HIV testing sites and care programs. in part by increasing coordmation 
with the Health Resources and Services Administra.tion and the Ryan White· CARE Act grantees� � 
To provide further guidance, CDC has also undertaken a project to develop model contract 
language for Medicaid programs that serve people with HIV. 

CONCLUSION 

The implementation of a national surveillance network to include both HIV and AIDS 
surveillance is a necessary respon,se to epidemiologic trends and new standards for lilV care. 
Integrated HIV and AIDS surveillance progrmm 'Will provide data to characterize persons newly 
diagnosed with HIV infection, including those with evidence of recent infection, persons with 
severe lllV disease (AIDS), and those succumbing to mv and AIDS. The revised HIV 
surveillance case definitions and the establishment of performance criteria will promote uniform 
case ascectainment and 'Will ensure that the swveillance data are of sufficient quality for effective 
planning 1111d allocation of resources for prevention and care programs. The successful 
implementation of HIV and AIDS surveillance will require that State and local areas further 
ensure the security and confidentiality of surveillance data. This can be promoted through 
enhancements to data systems and confidentiality polici� training and management of public 
health personnel. and by use of the mv Prevention �rnrn11nity Plann;ng process to determine the 
appropriate use of survet11�nce data by prevention and care programs. 
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Appendix. 

Revised Surveillance Case Definition of HIV Infection (including AIDS)* 
This revised definition oflllV infection, which applies to any type of HIV (e.g., InV-1, HIV-2), 
is intended for public health surveillance only .. The revised criteria for HIV infection update the 
definition of HIV infection implemented in 199'.3 (10); the revised mv criteria apply to AIDS­
defining conditions (10) that require laboratory evidence of HIV. This definition is not presented 
as a guide to clinical diagnosis or for other uses (10, 12). 

L In adults, adole.scents, or child�en �18 months of age, a reportable case of HIV 
infectjon· meets any of the following criteria: 

Laborator:y Criteria 
• Positive result on a screening test for lilV antibody (e.g., repeatedly reactive

enzyme immunoassay) followed by a positive result on a confumatocy (sensitive
and more specific) test for HIV antJ.oody (e.g., Western blot or
immunotluorescence antibody test), OR,

• Positive_result �n any of the following HIV �ologic detection (non-anttbody)
tests: .. 

• HIV nucleic acid (DNA or RNA) detection (e.g. DNA. polymerase chain
reaction (PCR), plasma HlV-1 RNA levels)#

• p24 antigen test, including neutralization assay
• VIIUS isolation (culture)

OR 

Clinical Criteria ("if the above criteria are not met) 
• Diagnosis ofHIV infection documented.in a medical record by a physician, OR,
• Condm.ons that meet c:ri.teria included in the case definition for AIDS (10.12)

Il. In a child <18 months of age, a reportable case of HIV infection-meets any of the 
following criteria: 
Laboratory Criteria 
Definitive 

. ·.

• Positive results on two separate detenninations (excluding cord blood) from one
or more of the followiag HIV virologic detection (non-antr."body} tests:
• HlV nucleic acid {DNA or RNA) detection# -, 
• p24 antigen� including neutrali7.ation assay
• VJIUS isolation { culture)

OR 

Presumptive 
• Positive results on only one (excluding cord blood) of the definitive HIVvirologic

detection tests

OR 

Clinical Criteria ('tfthe above criteria are not met) 
• Diagnosis of HIV infection documented in a medical record by a physician, OR,
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CDC Fact Sheet

CDC Draft Guidelines for Improved Data on U.S. HIV Epidemic 
New Systems Urgendy Needed to Guide Prevention Efforu 

The Centers for Disease Control and Prevention (CDC) has released draft guidelines calling on all 
States to track the course of the mv epidemic as an extension of their AIDS surveillance 
programs. To address the urgent need for infonnation to ensure effective targeting of prevention 
�d care services while recognizing legitimate concerns about confidentiality and access to testing 
and care, CDC has called for all States and territories to conduct lilV surveillance in addition to 
their AIDS surveillance systems. The guidelines articulate perfonnance standards that all States 
must meet within a reasonable time period. The decision on the surveillance system used to 
gather those data - either a name-based or an alternative "unique identifier" system .. will be left up 
to the States. CDC is advising that, based on available evaluations of name-based lilV 
surveillance systems, name-based lilV surveillance systems are currently most likely to meet the 
necessary performance standards and provide the quality data necessary to direct community 
prevention and treatment programs. 

The guidelines respond to recent treatment advances that have slowed the progression from HIV 
, to AIDS for many individuals. Data on AIDS cases alone can no longer be reliably used to direct 

prevention efforts to communities currently at greatest risk. The new guidelines address the 
urgent need for information to ensure effective targeting of prevention services. 

The draft guidelines represent the culmination of a lengthy effort by CDC with communities and 
public health partners nationwide to address emerging information needs and issues surrounding 
the effective implementation ofIDV reporting. The proposed recommendations are designed to 
1) provide accurate and reliable data for communities to effectively direct scarce resources for
IIlV prevention and treatment; 2) maintain strict confidentiality of HIV data, including controlled
access and strong penalties for abuse; and 3) continue support for anonymous testing options so
that systems do not deter individuals at risk from accessing HIV testing, treatment, and
prevention services.

As of July 1, 1998, thirty•two states had implemented HIV surveillance using the same reporting 
system for both HIV and AIDS cases; three of these states conduct pediatric Sllrveillance only. 
Additional states are now working to expand their AIDS surveillance systems to include IllV 
cases. The draft ,.Guidelines for National mv Surveillance, Including Monitoring for mv
Infection and Acquired Immunodeficiency Syndrome" are designed to provide states 
recommendations on the best practices to ensure both quality and confidentiality of HIV data. 
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CDC Reco111mendations 

Given the importance oflllV surveillance data for directing services and care to individuals with 
mv infection, the draft CDC guidelines establish specified perfonnance criteria to assure both the 
quality and confidentiality of that data. All states will be required to establish an m.v sutveillance 
system that meets these quality and confidentiality criteria within a reasonable time period. The 
decision on the surveillance system used to gather those data - either a name-based or an 
alternative "unique identifier" system - will be left up to the states. 

Based on available evaluations of name-based HIV swveillanC4: systems. CDC believes that such 
systems are currently the most likely to meet the necessary performance standards and provide the 
quality data necessary to direct community prevention and treatment programs. However, CDC's 
draft policy does allow for flexibility for those states that decide to implement alternative systems. 
CDC will provide financial and technical assistance to states working to design mv surveillance 
systems, including unique identifier-based and name-based systems. 

During the next several years, CDC will assist states in implementing mv surveillance systems, 
evaluating current performance levels, revising systems as necessary and reassessing performance. 
After this transition period, CDC will evaluate and award proposals for federal funding of state 
and local surveillance programs based on their capacity to meet the performance standards. At 
that time, CDC will work with states to adopt surveillance methods that will enable them to 
achieve the standards. 

Criteria for Quality and Confidentiality 

The draft guidance document outlines perfonnance aiteria to ensure the quality and 
confidentiality of HIV data. These criteria include strict confidentiality procedures and 
protections such as using a single registry, eliminating paper reports, using computer encryption 
techniques, setting up physical security and limited access to data, and penalties for abuse. 
Additionally, the guidelines set quality standards for data to ensure completeness ( over 85% of 
diagnoses must be reported}, timeliness ( over 66% of diagnoses of reported within 6 months of 
diagnosis), no duplication (less than 5% of cases should be duplicate reports of a single case), and 
the ability to follow-up with providers on cases of public health importance (e.g., unusual modes 
of transmission or strains). 

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

CDC recognizes the concerns regarding name-based reporting of IilV infection and the greater 
sensitivity of HIV case data. CDC has worked for several years to evaluate and address these 
issues and has consulted with a diverse group of individuals and organizations from the scientific, 
public health. and AIDS advocacy communities in developing these proposed guidelines. Of 
course> CDC will continue to work with states to evaluate the impact of IDV case surveillance as 
implemented following these guidelines. 



The draft guidelines present the results of these assessments in more detail, but several key steps 
have been taken, including: 

Evaluation of Unique Identifier Systems 

CDC has assessed the feasibility of using alternatives to name-based methods for HIV surveillance 
by reviewing a number of existing state systems that use a variety of numeric codes or "unique 
identifiers" (UI) rather than names. 

Most recent evaluations looked at Social Security number-based systems. Several problems were 
found with these syst� including a high number of reports with incomplete codes 
(approximately 30-40%), low rates of completeness in reporting (approximately 2S-50% 
complete). difficulty in conducting follow-up on specific cases, and the absence of behavioral risk 
data in this system. CDC also found difficulties in assessing the level-of duplicate case reports or 
the ability to reliably link to other public health databases (e.g. death registries). 

In UI�based systems, providers must maintain logs or other forms of documentation linking the U1 
to the name-based medical records. This process may pose additional confidentiality risks if 
physician�held surveillance registries are not protected by state confidentiality statutes or are 
located in non-secure areas. 

Support for Anonymous Testing 

While studies suggest that name-based HIV reporting does not serve as a major deterrent to 
testing. CDC continues to strongly support anonymous lilV testing and recommends that all 
states provide anonymous testing options. CDC studies indicate that the lack of anonymous 
testing serves as a deterrent to testing in some high-risk populations. Unless prohibited by law, 
CDC requires that states receiving prevention funds to make anonymous testing available. 
Maintaining anonymous test sites is important for prevention efforts and will not seriously inhibit 
efforts to track the epidemic. Most people are diagnosed with lllV infection in confidential care 
settings. Moreover, the time between IDV diagnosis and the point at which individuals enter the 
care system has become 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. mv home test kits now offer another anonymous testing option � the 
United states. And anonymous testing is available in publicly funded counseling and testing sites 
in all but eleven states. CDC strongly recommends that states not currently offering anonymous 
testing reevaluate their policies on this issue. 

Strengthening Systems to Protect Confidentiality 

Public health departments have maintained an exemplary record in protecting the confidentiality of 
HIV/ AIDS data. Since 1981 there have been few reported breaches of confidentiality in state 
AIDS reporting systems. 

. 004 



Over the past few years, CDC has been working to evaluate additional measures at the state level 
that could improve confidentiality even further. CDC has recently reviewed state reporting 
programs and has developed enhanced standards to be used in developing local confidentiality 
plans. Local programs will be required to meet these performance standards and must ensure 
confidentiality as a condition of funding. One important security measure CDC is now making 
available to states is the option of using a double-keyed encryption program. With this system, 
names and other identifying infonnation may only be accessed with both the key (password) held 
by the state and the key held by CDC. 

To assess the strength of local confidentiality laws that protect lilV dat� CDC requested that 
Georgetown/I ohns Hopkins Public Health Law Project review local laws and regulations. All 
states and many localities have legal safeguards of confidentiality for government-held data, and 
these laws were found to provide greater protection than laws protecting health infonnation held 
by private health care providers. Additionally, most states have specific statutory protections for 
public health data related to mv. However, state legal protections vary widely. 

CDC is therefore promoting efforts to enhance and standardize local confidentiality laws. CDC, 
in partnership with other public health agencies, the National Conference of state Legislatures, 
and the Georgetown/Johns Hopkins Public Health Law Project, is working to develop model 
legislative language to protect confidential, identifiable infonnation held by state and local public 
health departments against unauthorized and inappropriate use, while still allowing the use of 
surveillance information to accomplish legitimate public health objectives. 

Request for Public Comment 

The draft Guidelines represent the combined efforts of CDC and numerous agencies and 
individuals nationwide. CDC is seeking public comment to ensure the final recommendations 
promote the best possible approaches to HIV surveillance, as a critical component of future HIV 
prevention efforts. After the public comment period, which runs from x date to y date, the 
comments will be carefully reviewed and considered. The Guidelines will be modified as needed 
before being published in the Morbidity and Mortality Weekly Report. For copies of the draft 
Guidelines and infonnation on how to submit comments, call the CDC National Prevention 
Information Network at l-800-458-5231 or send a written request to P.O. Box 6003, Rockville, 
:MD 20849-6003. 

### 
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CDC Fact Sheet 

CDC Draft Guidelines for Improved Data on U.S. HIV Epidemic 
New Systems Urgently Needed to Guide Frevention Efforts 

The Centers for Disease Control and Prevention (CDC) has released draft guidelines calling on all 
States to track the course of the HTV epidemic as an extension of their AIDS surveillance 
programs. To address the urgent need for information to ensure effective targeting of prevention 
and care services while recognizing legitimate concerns about confidentiality and access to testing 
and care, CDC has called for all States and territories to conduct HIV surveillance in addition to 
their AIDS surveillance systems. The guidelines articulate performance standards that all States 
must meet within a reasonable time period. The decision on the surveillance system used to 
gather those data - either a name-based or an alternative "unique identifier" system - will be left up 
to the States. CDC is advising that, based on available evaluations of name-based HTV 
surveillance systems, name-based HTV surveillance systems are currently most likely to meet the 
necessary performance standards and provide the quality data necessary to direct community 
prevention and treatment programs. 

The guidelines respond to recent treatment advances that have slowed the progression from HIV 
to AIDS for many individuals. Data on AIDS cases alone can no longer be reliably used to direct 
prevention efforts to communities currently at greatest risk. The new guidelines address the 
urgent need for information to ensure effective targeting of prevention services. 

The draft guidelines represent the culmination of a lengthy effort by CDC with communities and 
public health partners nationwide to address emerging information needs and issues surrounding 
the effective implementation of HTV reporting. The proposed recommendations are designed to 
1) provide accurate and reliable data for communities to effectively direct scarce resources for 
HTV prevention and treatment; 2) maintain strict confidentiality of HTV data, including controlled 
access and strong penalties for abuse; and 3) continue support for anonymous testing options so 
that systems do not deter individuals at risk from accessing HIV testing, treatment, and 
prevention services. 

As of July 1, 1998, thirty-two states had implemented HIV surveillance using the same reporting 
system for both HTV and AIDS cases; three of these states conduct pediatric surveillance only. 
Additional states are now working to expand their AIDS surveillance systems to include HIV 
cases. The draft "Guidelines for National HTV Surveillance, Including Monitoring for HIV 
Infection and Acquired Immunodeficiency Syndrome" are designed to provide states 
recommendations on the best practices to ensure both quality and confidentiality of HTV data. 
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CDC Recommendations 

Given the importance of HTV surveillance data for directing services and care to individuals with 
HTV infection, the draft CDC guidelines establish specified performance criteria to assure both the 
quality and confidentiality of that data. All states will be required to establish an HIV surveillance 
system that meets these quality and confidentiality criteria within a reasonable time period. The 
decision on the surveiUance system used to gather those data - either a name-based or an 
alternative "unique identifier" system - will be left up to the states. 

Based on available evaluations of name-based HIV surveiUance systems, CDC beUeves that such 
systems are currently the most likely to meet the necessary perfonnance standards and provide the 
quality data necessary to direct community prevention and treatment programs. However, CDC's 
draft policy does aUow for flexibUity for those states that decide to implement alternative systems. 
CDC will provide financial and technical assistance to states working to design HTV surveillance 
systems, including unique identifier-based and name-based systems. 

During the next several years, CDC wiU assist states in implementing HIV surveiUance systems, 
evaluating current performance levels, revising systems as necessary and reassessing performance. 
After this transition period, CDC wiU evaluate and award proposals for federal funding of state 
and local surveillance programs based on their capacity to meet the performance standards. At 
that time, CDC wiU work with states to adopt surveiUance methods that wiU enable them to 
achieve the standards. 

Criteria for Quality and Confidentiality 

The draft guidance document outlines performance criteria to ensure the quahty and 
confidentiality of HTV data. These criteria include strirt confidentiafity procedures and 
protections such as using a single registry, eUminating paper reports, using computer encryption 
techniques, setting up physical security and limited access to data, and penalties for abuse. 
Additionally, the guidelines set quahty standards for data to ensure completeness (over 85% of 
diagnoses must be reported), timeliness (over 66% of diagnoses of reported within 6 months of 
diagnosis), no duplication (less than 5% of cases should be duplicate reports of a single case), and 
the ability to follow-up with providers on cases of public health importance (e.g., unusual modes 
of transmission or strains). 

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

CDC recognizes the concerns regarding name-based reporting of HIV infection and the greater 
sensitivity of HIV case data. CDC has worked for several years to evaluate and address these 
issues and has consulted with a diverse group of individuals and organizations from the scientific, 
public health, and AIDS advocacy communities in developing these proposed guidelines. Of 
course, CDC will continue to work with states to evaluate the impact of HTV case surveillance as 
implemented following these guidelines. 
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The draft guidelines present the results of these assessments in more detail, but several key steps 
have been taken, including: 

Evaluation of Unique Identifier Systems 

CDC has assessed the feasibility of using alternatives to name-based methods for HIV surveillance 
by reviewing a number of existing state systems that use a variety of numeric codes or "unique 
identifiers" (UI) rather than names. 

Most recent evaluations looked at Social Security number-based systems. Several problems were 
found with these 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. CDC also found difficulties in assessing the level of duplicate case reports or 
the ability to reliably link to other public health databases (e.g. death registries). 

In Ul-based systems, providers must maintain logs or other forms of documentation linking the UI 
to the name-based medical records. This process may pose additional confidentiality risks if 
physician-held surveillance registries are not protected by state confidentiality statutes or are 
located in non-secure areas. 

Support for Anonymous Testing 

While studies suggest that name-based HIV reporting does not serve as a major deterrent to 
testing, CDC continues to strongly support anonymous HIV testing and recommends that all 
states provide anonymous testing options. CDC studies indicate that the lack of anonymous 
testing serves as a deterrent to testing in some high-risk populations. Unless prohibited by law, 
CDC requires that states receiving prevention funds to make anonymous testing available. 
Maintaining anonymous test sites is important for prevention efforts and will not seriously inhibit 
efforts to track the epidemic. Most people are diagnosed with HIV infection in confidential care 
settings. Moreover, the time between HIV diagnosis and the point at which individuals enter the 
care system has become shorter, given new treatment advances. Maintaining an anonymous 
testing option may help ensure that more individuals leam their status, and if infected, seek early 
treatment and care. HIV home test kits now offer another anonymous testing option in the 
United states. And anonymous testing is available in publicly funded counseling and testing sites 
in all but eleven states. CDC strongly recommends that states not currently offering anonymous 
testing reevaluate their policies on this issue. 

Strengthening Systems to Protect Confidentiality 

PubUc health departments have maintained an exemplary record in protecting the confidentiality of 
HIV/AIDS data. Since 1981 there have been few reported breaches of confidentiality in state 
AIDS reporting systems. 

f-OOia idVXS dO ddlEO efiiSTOt' ZOZ XVJ TT:TT OHM 86/60/ZT 



Over the past few years, CDC has been working to evaluate additional measures at the state level 
that could improve confidentiality even further. CDC has recently reviewed state reporting 
programs and has developed enhanced standards to be used in developing local confidentiality 
plans. Local programs will be required to meet these performance standards and must ensure 
confidentiality as a condition of funding. One important security measure CDC is now making 
available to states is the option of using a double-keyed encryption program. With this system, 
names and other identifying information may only be accessed with both the key (password) held 
by the state and the key held by CDC. 

To assess the strength of local confidentiality laws that protect HIV data, CDC requested that 
Georgetown/Johns Hopkins Public Health Law Project review local laws and regulations. All 
states and many localities have legal safeguards of confidentiality for government-held data, and 
these laws were found to provide greater proteaion than laws protecting health information held 
by private health care providers. Additionally, most states have specific statutory protections for 
public health data related to HTV. However, state legal protections vary widely. 

CDC is therefore promoting efforts to enhance and standardize local confidentiality laws. CDC, 
in partnership with other public health agencies, the National Conference of state Legislatures, 
and the Georgetown/Johns Hopkins Public Health Law Project, is working to develop model 
legislative language to protect confidential, identifiable information held by state and local public 
health departments against unauthorized and inappropriate use, while still allowing the use of 
surveillance information to accomplish legitimate public health objectives. 

Request for Public Comment 

The draft Guidelines represent the combined efforts of CDC and numerous agencies and 
individuals nationwide. CDC is seeking public comment to ensure the final recommendations 
promote the best possible approaches to HTV surveillance, as a critical component of future HIV 
prevention efforts. After the public comment period, which runs from x date to y date, the 
comments will be carefully reviewed and considered. The Guidelines will be modified as needed 
before being published in the Morbidity and Mortality Weekly Report. For copies of the draft 
Guidelines and information on how to submit comments, call the CDC National Prevention 
Information Network at 1-800-458-5231 or send a written request to P.O. Box 6003, Rockville, 
MD 20849-6003. 

mm 
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Effect of HIV Reporting by Name 
on Use of HIV Testing 
in Publicly Funded Counseling 
and Testing Programs 
Al lyn K- N a k a a h i m a , M D ; RQB»m»r ie Ho re ley ; fiabart F r«y . P h D : P a t r i c i a A . S w e e n e y . M P H ; 

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

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

Objective—To describe trends in use of HIV testing services at pubRdy funded 
HJV coLinaellna and testing aitsa before and after the implamantatlnn af HIV report­
ing policies. 

Desion and Setting-—Analysis of service provision data from 6 state health da-
partmente (Louisiana, Michigan, Nebraska, Nevada, New Jersey, and Tennessee) 
12 months before and 12 months after Hiv/ reporting xuas Introduced, 

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

Results—No significant declines in Ihe total number of HIV tests provided at 
counseling and tasting sites In the months immediately after implementation of HIV 
reporting nocunred in any state, other than those expected from trends present be­
fore HIV reportfng- IncreaBss occurred in Nebraska [15.8%), Nevada (48.4%), New 
Jersey (21,3%), and Tennessee (62.8%). Predicted decreases occurred in Louisi­
ana 110.5%) and Michigan (2.0%). In ad areas, testing of at-risk heteroseiuals in-
ereaEBd In the year after HIV reporting was implemented (Louisiana, 10.5%; Michi­
gan. 225.1%; Nebraska, 5.7%; Nevada, 303.3%; New Jersey, 462.9%; Tennessee, 
Saa.8%). Padines In testing occurred among men who have aex with men In Loui­
siana (4.3%) and Tennessee (4.1%) after HIV reporting: testing increased for this 
group in Michfgan (5.3%), Nebraska (10,6%), Nevada (12.6%), and New Jersey 
(22.4%). Among injection drug users, testing declined In Louisiana (16%). Michi­
gan (34.3%), gnd New Jersey (0,6%) and increased In Nebraska (1.7%), Nevada 
(18.9%), and Tennessee (16,6%). 

Cenoluolene.—Confidential HIV reporting by name did hot appear to affect uce 
of HIV testing In publicly funded counseling and testing programs. 

JAMA. i20H:m:W2i.ia2u 

From th* DMtion oi MWAIDS Pravenflon. Naltonfii 
CBnter for Hiv. BTB. jne TB Prevenliun. Ceniars for 
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Proflnniwj in part anhe igSm Annual Masting d ino 
Ajnariaon Public Hoatih Atsodailnh. Indinnaputlc. tnd, 
l»io>.Bmber!M3. 1397, 

Hpoilnis: Ajlyn Jt. NaisiihlnM. UIO. Centers lor DIs. 
aiEii Control and PrawMIkff. IBDOCli/km FU.M5E-47, 
AManla. aca33 (a-maili aimflcacecw), 

JAMA, Octobnr Sfl, 199a—Vol 280, No. 16 

POLtlCIES Car the confidcntuiL rtport-
ing- by name of pareons with aimrired 
immunodeficiency syndrome (AIDS] to 
health departments exist in aU states.1 

TIM ability to monitor trandfi in the epi-
damic riift tn the human immunodefi-
cieruiy virus (HIV) hAft been based on 

these AIDS ease reports. In contrast, 
confidonttal reporting fay name of HIV-
infected adults and Hdalesoanbfr (aged 
&1S yflUrs] who dp not meet the criteria 
for AIDS (HIV reporting has teen 
impleiaentud law oompletelyj lay Jsw-
ary 1998, only 28 states required physi-
QJBDB and other haaWh care provide 
including elinicians, laboratariea, and in-
Etitutiona (eg, hospltalfl, CIUUCB), to re­
port those cases,2 Untfl recently, AIDS 
case reportinc met most of the informa­
tion needs of monitoring and eharacter-
mng the HTV epidemic Because of 
changes in the epidemic, most noubJy 
thofin related to new therapiaB, AIDS 
cose reports no longerprovide adequate 
information, and HIV reporting will be. 
come incroarangly important.14 

See also p 1416, 

One barrier to the adoption of HIV 
ropar tingh as been tha aonaarn that such 
policies might cause some individnals to 
avoid tasting or medical cans.'''''1' These 
concerns have been based on autfleys7-1* 
af ttb-riok papulations. AJthongh the 
populationa surveyed -ware at high risk 
£by HIV («g, man who have sex with men 
[MSM]), they wera limitid byarnal) num-
bera «nd narrow geographic caver age. 
Moat surveys ssksd people about their 
intant to test without verifying testing 
behaviors after the implementation of 
HTV reporting-

Large-scale, publidyflmded HIV coun-
BeEns and teatine (CT) prngr»Tni» have 
been in place in all atatea ainoa 1985.u 

EfTwrt at HIV Rsparrtng ©n HIV Toeting—NaKaotilma gl al 1427 
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These procrajnti were imwuiy iiiit>ia-
mented to provide slEss for Hiv tasting 
other than blood batiks and to offer 
anonymouB or confWwitiaJ HIV CT se*-
vices to anyone aeeldnE a t B i i t ' Approxi-
matoly 2JS million HIV tests aire fur­
nished by. the CT programE each 
year."-" In areas where HIV rep "rting 
leglelation was introduced after impla-
nii*nta±ian of CT pragTamn, tho daU. col­
lected by cheue programs provide a 
unique opportunity toobserva the effect 
of HIV reporting policies on testina, In 
this ntudy, we used CT data to campore 
the ehajiges 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 6fi project 

Tnblo l—Numbof of HIV TfiiU pBlTejmi«d In 
publicly Funded HIV Counseling and Testing Silos 
tha YW Bbteft) aM Allor |i7ip|«|Ti*nWk3n af HW 
Raporting by StiHn' 

PBriafpied 

Bafon Aner 

3a a m -1B.6 .3D 
Michiaan 66764 SB SOB -8.0 .70 

an 5036 1b.b •c.001 
9S13 ABA 

New JerSdy 61 440 74 as* 31.0 <.aDi 
TennssEaB 20664 33SK az.B 

-Dflla BidudB lesls vBheut ate flumbqrft, iqtiE rs-
pcnod from mios "lln Imrar than 50 total WBIH avilng ih« 
25-f7iQntn irudy pMrtao, and DICS reponi/ia no wsu 
during any single nwnDi- HIV Indlnaiaa ngman iminu-

tDqtpi ir6 Baud on rtiUHS nr PD|ESOn rnBr»Mion 

a i t a t t i 111 ̂ L U U - , ^ . . J , ••. 
departments for HIV CT vices since 
19BG,,1W1 Sin«e wosl project areas 
have sent to CDC data, on individual 
tests performed. For euch test per­
formed, mfbrtnatian Was culleotad on 
month and year of test; Bex, race or eth­
nicity, and HIV risk mtpaaixra group 
(MSM, injectipn drac use, sex with aper-
SOT injected with HIV or atriakthr HI V) 
of the parpoTi tested; type of testing Elite 
(stand-alone cpunsehngand testing site, 
sexually transmitted disease clinic, drug 
treatment center, family planning clinic, 
community health center, prison or jail, 
otherV, test result; and type of test 
(snonymous vs confldenttal), added af­
ter 1992. 

In 5 fil&tes. HIV reporting wua imple-
mented after CT data collection was in 
place. In Louiaianu, HIV reporting was 
implemented in February 1993; in Ne-
braslca, September 1995; in Nevada. 
Februayy 1992; in New Jej-sey, Octobei' 
1991: and in Tenneaaee. January 1932. In 
Michigan. HIV reporting was required 
by regulation beginninff in 19H8. How­
ever, the health department did not ac­
tively flolicit HI V case reportB from phy-
sicianflBndotherprovidera.includingcli-
nidans, laboratxnies, and institutions 
(eg, hospitals, clinics), until April IfiSS, 
Therefore, for Michigan this dace was 
takan us thp date on which HIV nama 
reporting was implemented. In thefls 6 
ettttaa, tha nambnr of HIV teata. the 
number of positive HIV t » t reeults, and 
the diatrtbution of these tests by sex, 
race or ethnicity, type ofteBtiTiBsit«.lind 
risk exposure gruup were compared for 
the 12 months Wore and the 12 months 

Q Loureimna 
• Michigan 

w TnnnBEEBa 

Bafara HIV Fteporting After HIV FlBporllng 

2 s * fl a 7 T a I'O n Ve IS IA Ve Ve i? i'a Va » ei 22 23 a* is 
Months 

Huwbar o| r\uman invrwnwlflflclondy uinn (H|Vi tests perfonnod p«- month at publloly fundad hiv coun-
esllna and mellng i l iai bafare and after Imploinwaattan of HIV repoiUnfl br slate. Dates HlV-reportlna-ey. 
name policies worn ImBlomonlafl were 3S mlawa: lor Uwinno. Pttnunj i W ; MlBhiaan. Apnl 1092; No-
bmaHfl, SBpnmbor 1995: Now jBraay. October 1991; Tanrtteeee, Jamiaiy 1962; and Nauads, Fabiuaiy 
1932. 

data, for the n ' th when HIV nvrUb re­
porting was introduced were ncdndecL 
We ^luded CT sites reporting fewer 
than BO tests to the client record system 
during the 25-month period of evalua­
tion, Because of poliey changee, changes 
in fklndinc or other program issues, attes 
may be added or eliminated from a. 
Slate's CT program. To mUumae the ef-
feet of ohanifesinsiteB, we excludedsitcs 
that reported no tests for any month dur­
ing the 25-month study period-

Data on type of test were available for 
Louisiana and Nebraska and tha per­
centages of anonymous and confidentjal 
tests before and aftctr HIV name i-aporU 
inff were assessed by sex, race or ethnic­
ity, and riak nXpo«ura group for these 
states. 

To account for the variations in auto-
correlated data (le, the undariying Bta-
tiatjcal distribution of repeated mea-
Bures over time in the Same aitns), WB 
usedaFniasonlog-linearmodal.Forthia 
model, the ntlmber of tastfi Wan the ra-
apoiise varlabla used to compare the 
months before and the months aftor 
implementation of HTV reporting. 
Within the model, the generalized esti­
mating equations method was incorpo­
rated to fit a camsluted reftpemsa 
njodel.,,1-M The trundB in thfl number of 
tiiutB before and aftar HIV rflportinp 
were also compared by using the model. 
The 3 variables in the model compariiig 
trends were time (befbre vs after Hiv 
reporting), trend (linear trend over 12 
months), and time by trend interactioh 
(trend same or different before vs after 
HIV reporting:). 

The data used in the analysis were col­
lected to monitor service provision, not 
for use in a research study; for oxaraple, 
no popnlscion sampling WOB porformod. 
In addition, because of the Jiirge num­
bers of teets performed in most areas, 
small percentage changes may result in 
Btamtieally sifsnlfleant diffMancas that 
are not practically meaningful. There­
fore, we prasant stratified tables as com­
parisons of numbers of tests und per­
centage changes without fbrthar statis. 
tioal deaci'iption. 

HIV/AIDS sur^eillajice coordiniitoi's 
and HIV CT progi-am coordinatonj in 
each of the 6 study areas were tele­
phoned to obtain cjutdilativa infarmafcion 
about the methods used to infhttn tho 
general publionnd health care providers 
such as physidsne and other dinirians, 
lahoratoiiaB. and institutions about HIV 
reporting, lecal HIV CT program chBi--
acteriaticti, and oceurrenca* (eg. media 
events. chanj(feB in program funding') 
that may have Influenced couneeling and 
tEBting trends at the time HIV name re­
porting was implemented. 
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Bfrtam 
RaporttTlQ 

Mior 
H« porting 

l 
W W 

r papeftlnfl 

1 

% Chans* 
Bs lon After 

Rapprtlnfl 

1 

Louisiana 1332 1274 ^ . 3 1038 " 1S62 i l & f l 11009 

MidilO«n aass 5.3 3419 £B<7 ^44.3 2796 iaa4t« 2z£.l 

-too S74 I M 1.7 sea 8.7 

N*vnda M 7 12.S esz 1013 ie.8 897 aete aoa.a 
Now Jtmay 4MB 32.4 Ton -a« 

2794 262J -4-1 1508 l7Sfl 1&6 814. 6738 

•Hl« imScates human Invnunadalwlanqr wirus. , , 
Tindunaa patnont mih ssaqily immmliiad tfanns. portom. who eatthangad mona* a dtugs lor a j i . bntl jsaraow wtv»a as* paruwra *«(« qt risk M HIU. 
iLarge incmaea In this Qtaup wai aue in pan lo hnproMd crt«=rKwtjcio e( persona BilUaiv daaalfiad -UKuil ijak. 
SUarfla Incraaa* in ffils group cointildad with Earvin "Maoic" Jahnaon'b annouilcDnient ol HIV inlaetlan. 

RESULTS 
During the 2fi-Tnonth poriad before 

u.tid after the implementation of HI V re­
porting, the total numbers of HIV teata 
provided chrouEh the states in the study 
were us fullowa: Louisianai BS 734 teste 
at 50 sites; Michigan, 138802 teata at 53 
sites; Nehmska, 9749 testa at8 ajtcBf Ne-
vjida, 25 002 teste at 3 sites; New Jersey, 
14194G teats at 84 aiteui and Tonnsaaes, 
56 721 testa at 23 sites. These tests rep-
reaanted S3% <af HIV tests performed in 
publicly funded CT Bites in Louisiana 
during this period, 95% in MichiBan ,77% 
in N ebraslca, SS^in Nevada. 84%in N«v 
Jei'aay, and 79% in Tennoasea, 

When we compered the total number 
of teste parformed in the yearbefore and 
the year altar HIV reporting, 4 stauw— 
NebiTiiilta, Nevada, New Jersey, and 
TennouJtee—hed inereBae&'m. tha num­
ber of twta parfoTTped after implipnien-
tation (16%, 46%, 21*, and 63%, respec­
tively; Table \). Louiaiana and Michigan 
had dsolinaa of ll%and2%,raap«atively, 
in the total number of teats; however, 
these declines were not statistically aig-
ntfiosnt, 

When linear trends were examined 
throughout the study period, there were 
no larfB or prolonged ducUnea in the 
number of teete performed in any area in 
the months immediately after HIV re­
porting was implemented CKIsure). A 
tranaiant decline in the number of teatp 
in Michigan tn tho months immadiately 
after hnplamentetion nf active surveil-
lanca for HIV COSBB had ratUrnafl to 
bKsdme by the end of the IE-month pe­
riod of study- A declrniag trend in the 
nurnbur of tests in Louisiana began be­
fore HIV reporting waa nnpUsni«ttad 
and contisoed afterward; the Poiason 
model showednontatisticallyaignifleant 
difference in these trends (eg. the slope 
of a regreBsion hne drawn through num­
ber of toats per mpnth beforo HIV re-
porting and the slope after HIV report-
injj were the same). A statistically aig-
nifieant difference in the hofnre-and-af-
tar trends Woe found in Nevada. New 
Jersey, and Tennessee. In these 3 etatea, 

"Utile 3.—Number ol Ananymous and CordidsnUal H[V Tests in in* Yaar BBIOTB and After Hlv fleportlng far 
B«l«<u»d Qroupfi In l^uklana nnd Nsfiraska* 

NO. of AIWIW-OW WV HIB«B No. of ctinlldanaal WV Testa 

I 

Rapanlns 
AR*r 

Heportlna 

1 

change 

i 
before 

Hiponlng 
*n«r 

1 

LaulsiariB 
All wen assi 4987 -23.3 aoess 23453 - 4 6 

WmiB MSM 44B -28.3 160 174 a.a 
African Amsiican Hi 56 1*14 -Z4.7 X4S75 22A11 -B.e 

InjnBtibn aruj usor a«7 SBS 1253 1146 -a.S 

M tests 1B3fl 2936 34J Z3Bfi 2444 2.5 

White MSM Z71 3B£ « . l 100 17* -1T.D 

African Amancan IHE tS2 43.6 33B SSS 18^ 

InJOclinri drug vwr 105 118 1Z4. 121 -2.4 

(or NBhraEKajTHlv in<fioatos ru imiT^m^heiency virue: MS^rtrien wfin hiwa tai'iiim mar. 

the level tasting was higher after HIV 
repozthig-

Among whites, the number of HJV 
teats Increased after KrVreportingwa^ 
implemented in aU etatea but Louisiana, 
which had a 1.0% decline. The trends for 
Hispanic parsons were aimilai- tc those 
for whites: a 22% decline for Hispanic 
persona was seen in Louisiana altor HI V 
raporting. Among blacks, the number of 
teats partDzmed after Hiv reporting de-
dined in Louisiana. ClO^l, Miahigan 
(2fi9S.J, and New Jwsey (2%1. 

Among MSM, the riek group that te-
porca have Euggewtad would be the most 
likely to avoid testing if HIV repartmg 
viaa impletnented. the number of tests in-
ereaBfld In 4 states in the year after HIV 
reporting waa implemented (Tah)e 2). 
Louisiana and TenneasBB experienced de­
creases in testing of lesa than 5% for this 
group. Among injection drug users, de­
clines in (.esting occurred inLouiaieiuiand 
Michigan (Tahle 2). Among at-rlels he*-
erosexuak, whiah included parsons with 
sexually tranflmifcted dwaafiBa, porcani 
who had exchanged money or drugs for 
MX, itnd thai* vuhoae ess. partners were 
at risk for HTV, Increases in testing were 
aesn in all areafi after HIV reporting was 
Implemented (Table 2). Counseling and 
testing coordinatuta in New Jentey and 
TenndTsBB attributed the large in­

creases for this group partly to Earvin 
"Maeic" Johnson's announcement of 
his infeetion tn November 1991.1' which 
nearly edncided with the implementa­
tion of HIV reporting poBries in these 
fltatat, 

In Louisiana, hoth the numbor of 
anonymous t£flts and the proportion of 
total BIV taotnthatwero vnony mous de­
creased after HJV reporting was imple­
mented. At the enm* timo, the number 
and proportion of confidential tests in­
creased (Table 3). Opposite trends were 
iweninNebraska.(Table3)-InNehraHka, 
at the time HIV reporting was intro­
duced, eounselons were instructed to en-
cAurage clients to select anonymous 
tasting. Among white MSMu, in Louiai-
ana, there was a decline in anonymou.s 
testing and un incresaa in confidential 
testing. In Nebraska, thfl reverse was 
true. In Louisiana, declines were sean 
among blacks buth in anonymous and 
confidanfcial testing after H1V raporting 
began. Thedeolinein anonymous testing 
waa fireatei-than the decline in confiden­
tial testing. Both types of teatsincreased 
among blacka in Nebraaka. Among in­
jection drug usera, confidential testing 
decreased in Louisiana and Nebraska af* 
ter HIV repoiting wheraatt anonymous 
tasting increased in Nebrasltii ajjd de-
ereaaed In Louisiana. 
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Surveillance CoofdlnaiorE aM niv o i rrocram Usorqinaiora-

Ulllm|ana Mlchlflan Mabruka towJaraey Na«ada TanneaaM 

MMIIB powrae* and iim«gl«a Infbrtninp tha public 
HIV raporting 

X X 
0 
X X 

Press eonfarsncB X X 
Ev«iin 8 lelavrtwi na** X X 
Radio news. X 
Public and P^Uoallanal HlBviEtan X 
f uhlio neannga X X X 

Siraieglas used to IniradliE* HIV iBparilna 
la sawloa pn»>idk(S 

pamphlate and Informallfln »hoow X X X 
Public haalih, optdemlelogn arirwfltcal seciety 

newslanais and butldbff 
X X X k 

Laiisrornpaisna lag. la phyeiefrns, lafaumerlBi, cUnlca) X X X X 
PrasnfttallanN al pr4raaa(qnill mMllnfla X X X X 
Trainirg courses X X 

IS anaRymnu* toSOns avgllq^ipT Yee YD4 fas No No 
Are tieaiih depanmuni perfi«msl reguirefl la noilly psnnsre? No No No Na No 
Hew pub[io|y lijfldsd HlV CT Edafi notMied 

acowl HIV rapomriB'' 
loftart (a all aiiBS X X X X 
Training ccgrses 9C X X X 
Inxolkemant in meetings or lilq ulslu 

te diacuH H I V ipponirm 
X X 

Haw do HIV caunselars Inlorm paflans ibeul 
Hlv rnponinB NaulramflniB? 

Pan o( infermad eanaaw rorm X X X 
Pan ot raufina BBunsaDna X X X X 

[nlormallon a he Bis or pampfflalH X 
OiMr alrcufliBiancaG cainddlng wllh HIV rapenina 

Earwn "Magic" Johnsan's announasmenl _ X X X 

AnanytriBUB mtina •afmly an^pureged X 

Etp^nslon D| CT proflrams J X X 
outroacn onorid m hlgh-rick DepUBUIenE X 
Efforts lo elimmapj lasUim of tamiili pflpuHliDM X 

•Hiv Indmtas human ImmunadaflclBPcy virus; AIDS, acquired iinmunodelieienay Eyndiame; and CT, < ling and taerlr^. 

Oaimccltjrn mfonned CT diontB nbcut 
HIV reporting raqyiremBnts through 
verbal oomieeling, infarmail ennâ nt 
fonr.3, or infortnation pamphlets (Table 
4). The methodi used to inform health 
care providara and the public about HIV 
raporting requirHinents and the avail­
ability af anonymous testing services 
differed among BXBHB (Table 4). 

COMMENT 
ConDdential repordhg of HIV-in­

fected persons by name tq health depart­
ments has boon TOnti-uvemin) snd many 
states have been unable to implement 
HIV reporting policies because of oppo­
sition in the community.8 One of the key 
concerns about HIV reporting is that it 
might deter people at risk from being 
tested or seeking care. In a recent posi­
tion statement, the American Civfl Lib­
erties Union stated that "name report­
ing ia. a counterproductive public hotilth 
measure that will cause individuals to 
avoid testing. """The evidence on which 
auch utwtements are baaed consiata 
mostly ol surveys auah the ono ro-
portedbyKf!Belesetal,,llinwhieb60%of 
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ISO persnne surveyed in 198? and 19SS 
would not be tested if positive results 
had to be reported to health otficjals or if 
partner notification ("contact tracing''! 
Were conducted. These surveys on the 
perceived and hypothetical barriers to 
testing have bean reviewed by B»rriB,sl 

who detected a numbor of flaws (some of 
which we discuss later). He concluded 
that they do not provide an "account of 
determinants of the underlying social 
risk [to testing]... and BO foil to provida 
a basis for properly td«ntifying what 
People afraid of through rftaaarch." 
The avidance showing an affect of HIV 
reporting on actual testing behavior is 
scantier. In 1988, Johnson et al"* showed 
that tbe rate of monthly attendance by 
MSM at an Alternative HIV test site de­
creased Sl% in the first 24 months after 
the reporting of HTV-poaitive persona 
by name became mandatory in South 
Carolina.. In contrdint with theacrnportB, 
a multistate survey of high-risk papula-
tions conducted in 1996 found that only 
2% of people who had not been tested 
said that oonoern »bmjt HIV reporting 
urns the main reason they were not 

tested53; most could not correctly iden­
tify their etate'e reporting policy-*4 An 
analysis af data from the 19B8 AIDS 
Knowledge and Attitudee Survey of 
more than 20000 people also found no 
relationship between HIV reporting re-
quirementa and previnus or planned use 
oftepting,2'' Our results showingno large 
declines in the number of persons (over­
all or among high-riBli KroupsO Beektng 
testing at publicly funded CT sites after 
the imploniBTitation of HIV Mpoitinc 
policies complement and confirm these 
laat2Btudiefi. 

One rtjaaon for the differences in find­
ings from these etudiafl is the popula­
tions atudied- The studies that focused 
on groups (eg, MSM^ or persona seek­
ing anonymous taattag*) that have a 
groftter interest In confidentiality and 
dlEcrimlnation ISBUBB ware mom sot to 
find significant eoncemfl about HIV re-
portiitg. Most of the pemoija in the 1QSS 
general population survejr were low-
risk persona who would be lesp con­
cerned about HIV reporting. Among 
highly cQncsmed groups, either there 
must be heterogeneity of opinion or the 

EfTect of HIV Reponlna on Hiv Tesrinfl—Naltashima at al 
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perceived riaka stated in hypothetical 
surveys do not actually result In avoid­
ance of testing, as suggested by the lack 
oi declines in testing among MSM In oQr 
study. We found declines in testing 
among blacks and injection drug Userfl In 
Louisiana,Michigan,andNcw Jersey af­
ter HIV reporting began. In New Jer­
sey, the declines were less than Z% and 
were within the range expected lor rou­
tine year-to-year variation. In Louis:-
Aria, the declines were consistent with 
overaUdeclinesin testing that wareprap-
ent berore HIV reporting was imple­
mented, M evidenced hy the lack of slg-
nineant differences in tretida before snd 
after HIV reporting. The deelinea in 
Louirfaru. may have been related to 
changes in CT program poliey that ware 
occurring during the study period. For 
example, many CT sites in this state had 
to be excluded from the analy si* because 
they had stopped offering testing due to 
the lowrmmber of HlV-poeitlVs persons 
identified. In addition, many CT Bites nt-
psatedly test loft-risk clients; over time, 
these sites may counsel peroonfl at lower 
risk to return for testing leas often. 

The declining trends for blacka and in-
jsotion drug uaerp in Michigan were dif-
fieuH to interpret because we were not 
able to define a date of HTV reporting 
implementation, Legislation on HIV re­
porting was enacted in Michigan in laws. 
However, because tha health depart­
ment had no infrastructure to support ad­
ditional data collection, HIV case re­
ports wera not actively solicited from 
physidans, dinidana, laboratoriBS, and in­
stitutions untfl April 1992. The aotive «•> 
limitation of case reports was focused 
mostly on public pro videra and was net sc* 
companiad by publicity. Most clients at CT 
flitta were probably unaware of this 
change in policy. In addition, Magic 
JohnsDn'B announeBment1" was espe­
cially felt in Michigan because ha had once 
lived there. His announcement was made 
in November 1391; in our analyeiB.the data 
for the year before HIV reporting in­
cluded tho months jmraedlately rfter the 
annouacament. The dedine in the num­
ber of tents altar HIV reporting rauld huv« 
beenen aitifnct caused byaretymtobaae-
lina levels of testing after a tnensiant in­
crease following the announcement. To 
further BubetoMlate tttio, WB examined ad­
dition vt) data from Michigan 1 year after 
the study period; the nqmbw of tests for 
blades had increaaad 9% (from 21792 to 
23.726), and the number of tests foriTtfec-
tion drug usani had increased lfi?5> (from 
B847 to 2893). Theae levels wars aitnilar 
to the levels in the year before the study 
period- 23301 casts for blacks and 3158 
isfits for injection dnigUBere. 

Another reaaon for differences in re­
sults may be the timing of the atudies. 

AIDS Policy 

Many oi tne eariv BkHi" 
ducted befbre the highly elective anti­
retroviral therapies became available. 
Aa therapies have improved, the advan­
tages to the patient of early diagnosia 
and traatmeni can provide a pewMffial 
incentive to testing, end those advan-

' tageamay outweigh EDUCBMIB shout Hi V 
reporting. Since the early years of the 
otadGjnjo, thore has alao been consider-
able experience with the security and 
confidentiality of AIDS ease-reparcixig 
data and with issues of discriminatinh, 
which may have allayed the concerns of 
persons considering HIV testing. Case-
reporting data, for AIDS have been 
heavily ralied on to allocate resourcee 
and services for infected patients. Popu­
lations who bena&t from theaa aerviass 
may understand tha need for this infor­
mation and be willing to provide it.2* 

Anonymous testing was available in 4 
of the otRfcas in our study. Reports have 
suggested that the introduction of 
anenymouK tasting mcreasas tasting in 
high-risk populations7-̂  and the emni-
nation of it decreases testing in these 
groupB.49-'11 In Nevada and Tennessee, 
where anonymous testing was not avail­
able, overalltotitingincreaaed after HIV 
reporting; however, a small decline In 
testing occurred among MSMinTcnnos-
see. If there had been no access to anony-
Riaua testing in the other etatee, tpom 
declines in testing after KIV reporting 
policies might have been seen. In the 
states where we could evaluate anony­
mous vg confidential tasting, the per­
centage of tests that were anonymous 
daoreased from 15% to 13% in Louisiana 
and increased from 43% to fi0<j& in Ne­
braska baftare and after HIV reporting. 
Prom these results we conclude that 
there may be some persons who wish to 
test anonymously and concur wjth tho 
racentrecommeadation of the Council of 
State and Territorial Epidemiologi'stB1™ 
that states considering HIV reporting 
policies should moke anonymoua testing 
available. 

Tho HTV CT data, nyatem has a num­
ber of limitations because it ia designed 
to maiuurq delivery and use of testing 
services, notto support arigotous analy-
sifl of ifsBtingpatterna. The system mea­
sures the number of tests rather than 
the number of persona tested; thus, 
people may be tested multiple rimes and 
the results cannot be identified as com-
ingfrom repaaitmts. Each *t»tB CTpro-
gram is unique and policy changea {eg, in 
funding, parffonnal, tasting raeaurcea, 
advice given hy counselors on when to 
return forretesting, site selection), me­
dia events, availability of other testing 
services in the anmmunity, and many 
other fkctars unrelated to HIV report-
>ng may ha ve affected the secular trends 
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of CT coordinators and our site exem-
eion criteria, to account for anme of the 
main ^tora that aiuidded with the 
implomBntation of HIV reporting. Fir 
nally. these data, are not representative 
af testing trends in the offices of private 
physicians or other eettsigs where per­
sona may be tested. Despite these Umi-
ttttkajH, the number and variety of pub­
lidy Handed CT Bitea and the luge num-
bere of persona who use those testing 
aervicas make it unlikely that a Isrge ad­
verse effect of HTV reporting on testing 
wtnild h«ve been mteped-

With the changing trends m clinical 
AIDS mcidencfi between 199S and 
IBstt) and AIDS deaths (-23% between 
1395 and 19961 brought about by im­
proved therapies,4 information on H1V-
infeeted rum-AIDS casee obtained through 
HIV case reporting will be needed for 
monitoring, plauning, and allocation of re­
sources for prevention and clinical aet-
viees." As statea implement confidential 
HTV reporting policies, theae indi­
cate that the impact of surveillance on 
those seeking HIVteBting will be Kmall 
and ahould not hinder HIV prevention 
efforts. 

Tho iultinra ihanK thn foJluwing pecplo br pro­
viding uibnwLlDh Bbom uxp niv «>DIU<IUÎ  apa 
tMtlng uui HIV surveiUance ptoursnia: Jenrey 
Kuhiui. MPH. Mnm LudWisk, and Sge Troacliir, 
Loil!3luiaDcp«rt»n«nt<irHoilthuidHoairit»lK.NBW 
Orlesne; Gnny OdU, MS (Lsnsliie), IWs Judd (Lnn-
slnE). H-o M»l«.voff, MPH (ttetmlU, and Liiaa 
SandUl (LanEitig), Michigan Doputmont of Com-
manity Health? Tina Brubakur, MPH, »nd Sieve 
JidCJoh. Nebnilw Dipartment of Haalih mid Ho-
mikn Seniioea. Lfacobi: Bill Hill PI ok Raich, 
Vavjidi Dtpanment of Hiunsn Resawou. Canon 
City; SwiUal CBKU, MA.and Helene Cinss, MA, New 
Jarsey Dfltmrtment ofZZABlth Utd S«tjar Semfces, 
Trcireon; Chrio Fraanwut OTHI Horh Stano, XSQW, 
Tsnncntee 0«panni<n( of Swelch, Njuhville. 
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December 9,1998 6;0S p.m. 

Q&A on CDC Draft Guidelines for HIV SurveiHance 

Q: What is CDC recommending and why? 

A. CDC is recommending that states implement HIV surveillance systems to build on 
their existing AIDS surveillance systems. Treatment advances have slowed the 
progression from HIV to AIDS for many individuals, so data on AIDS cases alone 
cannot provide adequate information to direct prevention efforts to communities 
currentty at greatest risk. Without improved data, the nation could be soon fighting an 
rapidly evolving epidemic with outdated information. 

After extensive work whh state health departments and community HIV/AIDS 
organizations, CDC has released draft guidelines to assist states in the design and 
implementation of effective HTV surveiUance systems. These guidelines include very 
specific standards for both quality and confidentiality, reflecting CDC's responsibility to 
balance the need for better data with legitimate concerns about confidentiality and 
security. They also stress the continued importance of anonymous testing as an essential 
component of any surveillance system. 

While the guidelines set out strict confidentiality and quauty standards for HIV 
surveillance data, they do not dictate the type of surveillance system used to gather 
those data. CDC does believe that, based on its review of currently available studies of 
name-based reporting systems, that such systems aretmost likely to provide data that 
meets the quality standards. However, a state can use any surveillance system that 
meets the performance criteria specified by CDC. c^- ^<>o A- $ ̂  L 

Q: Will states be required to conduct name-based HIV reporting? 

A. No, Our draft policy allows flexibility for states to choose the surveillance systems they 
deem most appropriate. The focus is on the quality of the data gathered and the security 
and confidentiality of the surveillance system. CDC will provide technical assistance and 
funding to states working to design HIV surveillance systems - both those using unique 
identifiers or name-based systems. 

CDC believes that name-based systems have a proven track record of providing quality 
data in a confidential and secure manner. The AIDS surveillance system, which is in place 
in all states, is a name-based system that has produced high quality data with only a few 
instances of security breaches. 

However, CDC recognizes that some states may choose to design alternative systems that 
use unique identifiers instead of names. While CDC has evaluated on type of UI system 
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and found problems in the quality of data produced, there is currently no evidence 
suggesting that unique identifier systems cannot be designed and implemented in a manner 
that consistently provides state public health officials with accurate and reliable data. 

CDC therefore encourages states to develop a surveillance system that best protects the 
confidentiality and privacy of their constituents while providing critical data on the scope 
of the HIV epidemic. Given the importance of these data for directing services and care 
to individuals with HIV infection, all states will be required to meet the specified 
performance criteria regardless of the type of system implemented. CDC will provide 
technical assistance and support to all the states working to implement new HIV 
surveillance systems, including those that are name-based and those that use unique 
identifiers. 

Q: How will surveillance systems be evaluated? 

A. The criteria include strict confidentiality procedures and protections, quality standards 
for data to ensure completeness, timeliness, unduplicated reports, and the ability to follow 
up with providers on cases of public health importance when additional epidemiologic 
information is needed. 

CDC will work closely with states through a transition period over the next several years. 
When the transition is complete for an individual state, CDC will evaluate and award 
proposals for Federal funding of state and local surveillance programs based on their 
capacity to meet the performance standards. 

Q: Will states that don't implement HIV reporting lose funding? 

A. CDC will continue to fund all states to conduct HIV and AIDS reporting. However, 
we believe that a state's capacity to accurately monitor and forecast the HIV epidemic on 
the local level will be less complete without an eflfective HIV reporting system. States 
relying solely on AIDS reporting may not be able to accurately depict and predict the 
course of their epidemics. CDC will work closely with states to help them meet 
performance standards. Over time, a state's ability to provide accurate and complete 
surveillance will be reflected in the level of CDC fiinding. 

Q: Is CDC setting its standards for quality too high? 

A. No. The goal is to collect the data we need for public health, while protecting privacy 
and confidentiality. As the nation's prevention agency, CDC must ensure that surveillance 
systems provide a reliable means of directing and evaluating HIV prevention and treatment 
efforts at a national, state, and local level. At the same time, CDC must balance the need 
for data with an equally important obligation to insist that the private information used in 
these surveillance systems is gathered and maintained under rigorous standards of 
confidentiality and security. The standards articulated in the guidance reflect that 
necessary balance, CDC has established standards for the quality of data necessary to 
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make informed decisions about fighting the epidemic, Setting standards too high might 
force states to implement more intrusive surveillance systems that might cause resistance 
to testing and would therefore be counterproductive. 

Q. If name-based systems work, why are you allowing states to try unique identifier 
systems? 

A. CDC believes that the issue here is the quality and security of the data, not the system 
to gather those data, This epidemic varies significantly across the country, and states 
should have the. flexibility to assess their own unique needs and resources and make a 
determination as to the kind of HIV surveillance system utilized to collect data CDC 
believes that name-based systems have a good track record and can be relied upon to 
gather good data. However, some states have expressed an interest in pursuing systems 
that use unique identifiers in order to reduce the concerns about confidentiality that might 
negatively influence testing behaviors. Because it is so critically important for individuals 
at risk to know their HIV status, and for those that are infected to access care as soon as 
possible, concerns about confidentiality - whether or not they are justified - must be taken 
into account. Therefore CDC will work with those states that want to establish unique-
identifier-based surveillance systems that they believe will help in maximizing access to 
HIV testing. 

Q: Why arc the guidelines being published in draft form? 

A. CDC recommendations are often published in draft form to allow for a public comment 
period, This process is designed to ensure that the recommendations promote the best 
possible public health approaches. We worked with state health departments and local 
advocates to draft these guidelines, and we look forward to more input from the public as 
the process continues. After the public comment period, which runs from December 10, 
1998 to January 9, 1999, the guidelines will be modified as needed and published in the 
Morbidity and Mortality Weekly Report, 

Name-Based HIV Reporting 

Q: Does name-based HIV reporting mean CDC has a list of names of infected 
individuals? 

A. No. CDC does not now - nor will it in the future - maintain a list of names of 
individuals in either AIDS or HTV reporting systems. Names are always removed by state 
health departments before any data are sent to CDC. 

Q: How do states that already have name-based HIV reporting use the names? 

A. State surveillance staff use the names as the identifier to ensure that HIV data are 
complete, accurate, and reliable for directing programs and resources. More specifically, 
the name is used to identify and eliminate duplicate reports on the same individual; to 
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conduct necessaiy follow-up with the health care provider if additional epidemiologic 
information is needed; to link to name-based AIDS and death registries; to link the 
information with other name-based public health data systems such as tuberculosis 
registries if necessary; and, in some states, to evaluate referrals to prevention and care 
services. 

Q: Does name-based reporting mean health departments will begin notifying 
partners of those Infected? 

A. Partner notification and HIV/AIDS reporting are both important, but separate public 
health activities. They need not be linked to be done effectively, CDC already requires 
states to have voluntary partner notification programs in place and partner notification is 
conducted in all states, including those that do not have name-based HIV reporting. 

Additionally, these programs are, by definition, voluntary, since the infected person must 
choose to participate in discussions about partner notification and provide the names of 
partners to be contacted. Partner notification is conducted at both anonymous and 
confidential test sites. 

Q: Who will have access to the HIV reports that include names? 

A. CDC program guidance specifies that only select staff at state health departments 
should have access to these data and they should be used only for public health purposes. 
All of these individuals must be trained in confidentiality procedures and must be made 
aware of penalties for unauthorized disclosure of reporting information, HIV and AIDS 
data have the strictest and most comprehensive protections of any health data in the 
nation, and efforts are underway to strengthen these protections even further. 

Q: What protections are in place to ensure confidentiality of name-based reports? 

A. HHS and CDC are extremely concerned about HIV data remaining confidential. The 
draft guidance document outlines performance criteria to ensure the quality and 
confidentiality of HTV data. These criteria include strict confidentiality procedures and 
protections such as using a single registry, eliminating paper reports, using computer 
encryption techniques, setting up physical security and limited access to data, and 
penalties for abuse. 

To date, states have maintained an exemplary record in protecting the confidentiality of 
HTV/AIDS data. Since 1981 there have been few reported breaches of confidentiality in 
state AIDS reporting systems. However, concerns about confidentiality of HIV/AIDS 
status are real, and deserve special consideration. 

One important security measure CDC is now making available to states is the option of 
using a double-keyed encryption program. With this system, names and other identifying 
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infarmation may only be accessed with both the key (password) held by the state and the 
key held by CDC. 

Additionally, a review of local laws by the Georgetown/Johns Hopkins Public Health Law 
Project found that laws protecting state-held HIWAIDS data are stronger than the laws 
regarding privately held data. CDC is also working with the Georgetown/Johns Hopkins 
Public Health Law Project to develop model legislative language to protect confidential, 
identifiable information held by state and local public health departments against 
unauthorized and inappropriate use, while still allowing the use of surveillance information 
to accomplish legitimate public health objectives. 

Q: Is name-based reporting used for other STDs? 

A. Name-based repoiting is routinely used for all reportable STDs and other notifiable 
diseases (i.e., chlamydia, gonorrhea, AIDS, tuberculosis, lymo disease, measles, etc). For 
all of these diseases, as well as for AIDS cases, names are collected only at the state level. 
CDC does not receive names with the data. 

Unique-Identifier Systems 

Q: Can a unique-identifier (UI) system be used instead of name reporting? 

A. Yes. CDC's draft policy allows flexibility for states to choose the surveiUance systems 
they deem most appropriate. CDC will continue to provide technical assistance to states 
working to design systems that rely on codes or "unique identifiers" (Uls) rather than 
names. 

Q: Are UI systems anonymous and completely confidential? 

A. No, a UI system is not completely anonymous. AUI must contain enough information, 
such as all or part of a Social Security Number in combination with other elements to 
identify a specific individual. Additionally, for the foUow-up of Ul-based cases, providers 
must maintain logs or other forms of documentation Unking the UI to the name-based 
medical records. This process may pose additional confidentiality risks if physician-held 
surveillance registries are not protected by state confidentiality statutes or are located in 
non-secure areas. However, CDC wUl provide states that choose to use UI with any 
technical assistance they need. 

Q: Will CDC assist states who choose to implement Ul-based systems? 

A. CDC has and will continue to provide technical assistance to states working to design 
systems that rely on codes or "unique identifiers" rather than names. Over the next several 
years. CDC will assist all states in implementing HIV surveillance systems, evaluating 
current performance levels, revising systems as necessary, and reassessing performance. 
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Testing 

Q: Does HTV reporting require the elimination of anonymous testing? 

A. No. Not only does CDC continue to strongly support anonymous HIV testing, but it 
requires states to have anonymous testing systems in place, unless they are forbidden by 
state law. CDC studies indicate that the lack of anonymous testing options serves as a 
major deterrent to testing in some high-risk populations. Maintaining anonymous test 
sites is important for prevention efforts and will not seriously inhibit our ability to track 
the epidemic. Eleven states currently do not have anonymous testing. CDC has 
recommended that these states review and reconsider their policies regarding anonymous 
testing. 

Q: What are the tt states that do not offer anonymous testing? 

A. Alabama, Idaho, Iowa, Mississippi, Nevada, North Carolina, North Dakota, South 
Carolina, South Dakota, Tennessee, and Wyoming. 

Q: Does HTV reporting deter people from getting tested? 

A. CDC studies conducted to date suggest that name-based HIV reporting has not served 
as a major deterrent to testing. For example, CDC has worked with six health 
departments to evaluate HIV testing patterns in the 12 months before and the 12 months 
after the implementation of HIV reporting. In these areas, the number of HIV tests 
increased in four states, and declined in two. The declines were not statistically significant 
and followed a decreasing trend in testing that began before the implementation of 
reporting. 

However, CDC recognizes that for some people name reporting may serve as a deterrent. 
The agency therefore strongly supports that anonymous testing be made available. As 
additional areas implement HIV reporting, CDC will continue to conduct evaluations to 
monitor the impact of policy changes on testing behaviors. 

Q: What will be effect of National HIV Case Surveillance on reporting trends? 

We expect the number of HIV cases reported nationally will increase primarily because of 
the implementation of HIV surveillance by the remaining states and local areas. CDC 
estimates that as many as 220,000 have been diagnosed with HIV in confidential testing 
settings and reside in states that do not currently conduct HIV case surveillance. 

Similar to the effect on AIDS surveillance trends after the implementation of the revised 
reporting criteria in 1993, the initiation of HTV surveillance by additional states may result 
in a sudden and large increase in HIV case reports. However, it is more likely that 
reporting of prevalent HIV infections will be spread over several years and that the annual 
increases will be more modest. 
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Privacy 

Q. How does this fit in with the Department's overall privacy goals? 

The guidelines are consistent with the goals Secretary Shalala outlined in her testimony 
before Congress on the Health Insurance Portability and Accountability Act (HIPAA). 
Briefly, these guidelines say that privacy protections must be balanced with the public 
responsibility to support national priorities -- like public health, research, quality care, and 
our fight against health care fraud and abuse. Data must be available to those who need it 
for legitimate reasons, but security measures must be required to protect the information 
against improper use by employees, or threats from the outside. Organizations hired by 
providers and payers to process information and complete other tasks should also be 
bound by these requirements. 

mm 
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DRAFT 
DRAFT: FY 1999 TITLE I FORMUU, SUPPLEMENTAL AND CBC AWARDS 
12110/98 

FOR IMMEDIATE RELEASE 

(once cleared & CLO embargo lifted-12-16 or 17) 
Contact: HRSA Press Office 

301-443-3376 

$479 MILLION AWARDED FOR HIV/AIDS CARE IN filGH INCIDENCE AREAS 

HHS Secretary Donna E. Shalala today announced nearly $479 million in Ryan White 

CARE Act grants to fund primary health care and support seryices for low-income individuals 

and families in SO eligible metropolitan areas hardest hit by the mv / AIDS epidemic. Part of 

these funds are targeted to 47 EMAs with high numbers of affected African American and 

Hispanic populations under a special Clinton administration initiative with the Congressional 

Black Caucus to address the greater burden of HIV /AIDS on racial and ethnic minorities. 

Under Title I of the Ryan White CARE (Comprehensive AIDS Resources Emergency) 

Act, SO EMAs are receiving fOID1ula grant awards based on the number of people in the EMA 

living with HIV disease. Competitive supplemental awards based on severe need and other 

criteria, also are going to all EMAs except Las Vegas, Nevada and Norfolk, Virginia, which are 

two newly designated EMAs and will receive supplemental funding early next year. 

"The CARE Act helps us reach those who might fall between. the cracks, and Title I is our 

primary mechanism for funding HIV care in urban areas with greatest need," said Secretary 

Sbalala. "Our initiative with the Congressional Black Caucus further targets racial and ethnic 

minorities by helping us mobil.i7.e effective prevention efforts and provide equal benefits for 

minority populations." 

-more-
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Title I grants provide essential HTV/AIDS health care and a wide range of support 

services to those who lack or are only partially protected by health insurance, including physician 

visits, case management, assistance in obtaining medications, home-based and hospice care, 

substance abuse and mental health services and other related services. To qualify for Title I 

funding, an EMA must have a population of at least 500,000 and have reported more than 2,000 

AIDS cases in the most recent five calendar years. 

"This marks the first year that we have received extra fimds targeted specifically to 

Afiican Americans and Hispanics," said Claude Earl Fox, MD., M.P.H., administrator of HHS' 

Health Resources and Services Administration, which oversees the CARE Act through its 

HIV/AIDS Bureau- "These funds provide added resources to more than 1,300 HTV care 

providers. In 1996, more than 60 percent of their clients were Afiican American and/or 

Hispanic." 

Other HRSA-administered CARE Act programs fund HIV/AIDS services in states and 

eligible U.S. territories (Title II); provide support to public and nonprofit organizations for 

outpatient early intervention services and planning grants (Title HT); fund special programs for 

improving access to care for women, youth, adolescents and families (Title IV); demonstrate and 

evaluate innovative models of care for historically underserved populations (Special Projects of 

National Significance Program); oversee a regional network for educating and training AIDS 

care providers (AIDS Education and Training Centers Program); and provide reimbursement for 

uncompensated costs in treating dental patients with HTV (HIV/AIDS Dental Reimbursement 

- more -
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Program). Title n also supports the AIDS Drag Assistance Program (ADAP), which helps 

support the cost of medications that prolong and improve the quality of life for uninsured 

individuals and others unable to pay. 

Since FY 1991, the Clinton Administration has awarded close to $6.4 billion in CARE 

Act funds. It is estimated that more than 400,000 individuals affected by HTV/AIDS access 

CARE Act services each year. 

A list of die 50 EMAs and Title I grant awards, which include the CBC awards, is 

attached. 

l i I I F l 

Wtftf 

Note: HHS press releases are available on the World Wide Web at: http://www.bhs.gov. 
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Eligible Metropolitan Area 
Atlanta, Ga. 
Austin, Texas 
Baltimore, Md. 
Bergen-Passaic, N.J. 
Boston, Mass. 
Caguas, Puerto Rico 
Chicago, 111. 
Cleveland, Ohio 
Dallas, Texas 
Denver, Colo. 
Detroit, Mich 
Dutchess County, N.Y. 
Ft. Lauderdale, Fla. 
Ft Worth, Texas 
Hartford, Conn. 
Houston, Texas 
Jacksonville, Fla. 
Jersey City, NJ. 
Kansas City, Mo. 
Las Vegas, Nev.* 
Los Angeles, Calif. 
Miami, Fla. 

Middlesex-Somerset-Hunterdon, N.J. 
Minneapolis-St. Paul, Minn. 
Nassau-Suffolk, N.Y. 
New Haven, Conn. 
New Orleans, La. 
New York, N.Y. 
Newark, N.J. 
Norfolk, Va * 
Oakland, Calif. 
Orange County, Calif. 
Orlando, Fla. 
Philadelphia, Pa. 
Phoenix, Ariz. 
Ponce, Puerto Rico 
Portland, Ore. 
Riverside-San Bernardino, Calif. 
Sacramento, Calif. 
St. Louis, Mo. 
San Diego, Calif. 
San Francisco, Calif. 
San Jose, Calif. 
San Juan, Puerto Rico 

Title I Award CBC Award 
$13,14738 ($157,991) 
$3,175,509 ($27,997) 

$13,478,549 ($202,463) 
$4,320,176 ($48,163) 

$10,647,381 ($68,508) 
$1,610,314 ($29,348) 

$18,227,884 ($191,570) 
$2,933,058 ($31,148) 

$10,164,078 ($82,552) 
$4,150,341 ($1935) 
$6,585,744 ($73,909) 
$1,220,662 ($12,153) 

$10,810,324 ($118,291) 
$2,935,543 ($21,606) 
$4,019,409 ($48,703) 

$15,489,996 ($177,707) 
$3,683,146 ($41,591) 
$5,015,785 ($63,737) 
$2,952,910 ($16,204) 
$1,800,211 ($25,747) 

$33,540,737 ($261,519) 
$21,248387 ($279,163) 
$2,555,029 ($26,467) 
$2,548,603 ($12,783) 
$5,632,012 ($49,963) 
$6,100,471 ($62,746) 
$5,695,360 ($68,148) 

$96,961,856 ($130,780) 
$14,390,269 ($192,110) 
$1,948,137 ($49,963) 
$6,218,532 ($55,004) 
$4,300,690 ($23,586) 
$4,907,180 ($54,824) 

$16,011,451 ($205,884) 
$3,865,319 ($19,445) 
$2,487,768 ($33,849) 
$3,115,251 $0 
$6,463,388 ($36,460) 
$2,578,873 ($12,423) 
$3,664,771 ($33,669) 
$8,872,685 ($52,934) 

$36,218,513 ($67,788) 
$2,486,136 ($15,214) 

$11,912,865 ($217,047) 



DRAFT 
Santa Rosa, Calif. tViftV™ $0 
Seattle, Wash. S I S 728 ($48,163) 
TWa-St Petersburg, Fla. $688 648 ($8,732) 
Vineland-MillvUle-Bridgeton,N.J. t l 8 „ , « « ($259,988) 
Washington, D.C. $6 711944 ($87,953) 
WestPahnBeacl^Fl. 

* Includes formula funding and CBC award only. 
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The Clinton-Gore Administration: 
A Record of Responding 

to HIV and AIDS 

"Eleven years ago, on the first World AIDS Day, we vowed to put an end to the 
AIDS epidemic. Eleven years from now, I hope we can say that the steps we 
took today made that end come about." 

- President Clinton, December 1, 1998 (World AIDS 
Day) 

"We are united in the fight for research, care, and prevention. And we will not 
stop until all who need it have access to the treatment they need. We will not 
rest until we have a vaccine - and a cure. " 

--Vice President Gore, 

September 1 9, 1 998 

Improving Health Care Quality and Increasing Access 

Providing National Leadership. President Clinton has worked hard to invigorate 
the response to HIV and AIDS, providing new national leadership, substantially 
greater resources and a closer working relationship with affected communities. 
Since taking office, funding for AIDS research has increased by over 65 percent, 
and funding for HIV prevention has increased 34 percent; funding for the Ryan 
White CARE Act has increased by over 240 percent. 

Although much work remains to find a cure, progress has been made. In 1996, 
the first time in the history of the AIDS epidemic, the number of Americans 
diagnosed wi th AIDS declined. And between 1996 and 1997, HIV/AIDS 
mortality declined 47 percent, falling from the leading cause of death among 
25-44 year olds in 1995 to the f i f th leading cause of death in that age group. 
There has been a decline in the number of AIDS cases overall and a sharp decline 
in new AIDS cases in infants and children. 

Leading the Global Fight Against HIV/AIDS. On December 1, 1998 (World AIDS 
Day), the President announced a new $10 million initiative at USAID to address 
the growing crisis of children orphaned by AIDS. The United States has invested 
over $1 billion in international AIDS relief since the start of the epidemic and 
funds 2 5 % of UNAIDS. In fiscal year 1999, the NIH will invest over $164 
million in critical research projects aimed at reducing the number of AIDS 
orphans by preventing and treating HIV/AIDS internationally. 
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Historic $156 Million Effort to Address HIV/AIDS in Communities of Color. 
African Americans and other racial and ethnic minorities make up the fastest 
growing portion of the HIV/AIDS caseload. As part of the FY99 budget, the 
Clinton Administration fought for a comprehensive new initiative that invests an 
unprecedented $156 million to improve the nation's effectiveness in preventing 
and treating HIV/AIDS in the African American, Hispanic and other minority 
communities. 

Protecting Medicaid and Social Security Coverage. The President fought for and 
won the preservation of the Medicaid guarantee of coverage which serves more 
than 50 percent of people living with AIDS -- and 9 2 % of children with AIDS --
who rely on Medicaid for health coverage. He also revised eligibility rules for 
Social Security Disability Insurance to increase the number of HIV+ persons who 
qualify for benefits. 

Focusing National Efforts on an AIDS Vaccine. In May of 1997, the President 
challenged the nation to develop an AIDS vaccine within the next ten years. He 
announced a number of initiatives to help fulfill this goal, including: dedicating an 
AIDS vaccine research center at the National Institutes of Health and 
encouraging domestic and international collaboration among governments, 
medical communities and service organizations. On World AIDS Day 1998, the 
President announced $200 million in funding for vaccine research at the NIH, a 
$47 million (33%) increase over the previous fiscal year. 

Dramatically Increasing Overall AIDS Funding. The Clinton Administration has 
responded aggressively to the significant threat posed by HIV/AIDS with 
increased attention to research, prevention and treatment. President Clinton 
increased public health spending for major HIV/AIDS programs by over 100 
percent, funding for the Ryan White CARE programs has increased 266 percent 
and support for AIDS-related research has increased by 67 percent. 

Increasing AIDS Drug Assistance and Accelerating AIDS Drug Approvals. 
Funding for AIDS drug assistance has increased from $52 million per year to 
$385 million per year during the Clinton Administration. This program provides 
new life-prolonging drugs to people with HIV and AIDS. In addition, President 
Clinton convened the National Task Force on AIDS Drug Development, and 
removed dozens of bureaucratic obstacles to the effective and decent treatment 
of people with AIDS. Since 1993, the Food and Drug Administration has 
approved more than a dozen new AIDS drugs and important diagnostic tests. 

Making Research a Priority. In one of his first acts in office, President Clinton 
signed the National Institutes of Health Revitalization Act of 1993, placing full 
responsibility for planning, budgeting and evaluation of the AIDS research 
program at NIH in the Office of AIDS Research. The Administration has increased 
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NIH AIDS research funds by 6 7 % in five years. 

Focusing on Prevention: Supporting the Centers for Disease Control and 
Prevention. The Administration has increased funds for HIV prevention at the 
CDC by 3 4 % in five years. Under the leadership of the Clinton Administration, 
the CDC reorganized its AIDS prevention efforts to foster greater overall 
coordination and enhance efforts to reduce sexually transmitted diseases and 
tuberculosis. 
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Educating Young People about the Dangers of AIDS. The Clinton Administration 
launched the Prevention Marketing Initiative, focusing on the risk to young adults 
(18-25) wi th frank public service announcements recommending the correct and 
consistent use of latex condoms for those who are sexually active. 

Requiring the Federal Workforce to Understand AIDS. The Administration issued 
a directive on September 30, 1993, that requires every Federal employee to 
receive comprehensive education on HIV/AIDS. 

Established a White House AIDS Office and Created a Presidential Advisory 
Council. President Clinton created a White House Office of National AIDS Policy 
to bring greater direction and visibility to the war on AIDS. Sandy Thurman, the 
current director of the office, has broad experience in both domestic and 
international AIDS services. At the same time, the Administration has sharpened 
the focus of its AIDS programs. The President also created the Presidential 
Advisory Council on HIV and AIDS to provide him and his Administration wi th 
expert outside advice on the ways in which the Federal government should 
respond to the HIV/AIDS epidemic. Dr. R. Scott Hitt, a California physician 
specializing in HIV/AIDS care, chairs the panel. 

Convened the First Ever White House Conference on HIV and AIDS. On 
December 6, 1995, the President convened the first White House Conference on 
HIV and AIDS in the history of the epidemic, bringing together more than 300 
experts, activists and citizens from across the country for a discussion of key 
issues. 

SELECTED HIV/AIDS 
INVESTMENTS 

FY99 Increase 
from FY98 

Increase 
from FY93 

Ryan White CARE Act 

AIDS Drug Assistance 

$1.4 billion 

$461 million 

23% 

61% 

266% 

7 5 7 % * 

HIV Prevention (CDC) $657 million 5% 34% 
AIDS Research (NIH) 

Vaccine Research 

$1.8 billion 

£200 million 

12% 

33% 

67% 

145% 

Housing (HUD) $225 million 10% 125% 
International (USAID) $131 

million** 
8% 64% 

*since FY96, when separate program established 

** includes $10 million emergency funding for AIDS orphan initiative 
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REMARKS BY THE PRESIDENT ON WORLD AIDS DAY 1998 

THE WHITE HOUSE 

Office of the Press Secretary 

For Immediate Release December 1, 1998 

REMARKS BY THE PRESIDENT 
AT WORLD AIDS DAY EVENT 

Room 450 
Old Executive Office Building 

THE PRESIDENT: Thank you, Amy, for your magnificent remarks and the 
power of your example. Thank you, Cynthia, for coming to this big, scary crowd. 
(Laughter.) She was nervous. I said, well, look at the bright side -- at least you 
got out of school for a day. (Laughter.) 

I thank the other children who are here with us. And I want to thank all the 
members of our administration who have helped so much in this cause - Secretary 
Albright; Brian Atwood; Dr. Satcher; our AIDS Policy Director, Sandy Thurman; 
members of the Council on HIV and AIDS. 
We're glad to have Nafis Sadik here, the Director of the U.N. Population Fund. 
Richard Socaridies from the White House, I thank you and all the other members of 
the administration. And I, too, want to join in expressing my appreciation to the 
members of Congress who Brian 
mentioned for their support for AIDS funding. 

But I especially want to thank Amy for being here and reminding us of what 
this is all about. When she was speaking my mind wandered back to an incident 
that occurred when I was running for President in 1992. Some of you have heard 
me say this before, but I was in Cedar Rapids, 
Iowa, a place largely known for its enormous percentage of Czech and Slovak 
citizens. And there was in the crowd at this rally where I was speaking a woman 
who was either Czech or Slovak, probably, holding an African American baby. 
And I said, whose baby is this? She said, this is my baby. And I said, where is 
this baby from? She said, Florida, I got her from Florida. (Laughter.) 

And it was October in Cedar Rapids and she should have been in Florida, 
probably. (Laughter.) She said, this baby was born with AIDS and abandoned and 
no one would take this baby. This woman had her marriage had dissolved, she 
was raising her own children alone. But 
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because she heard about children like this wonderful little girl, she adopted this 
baby. 

And every year since, about once a year, I see this young child. I've watched 
her grow up now and I'm happy to tell you that six years later she's still alive and 
doing pretty well. She comes to the NIH for regular check-ups and she comes by 
the White House to see her friend. 
And every time I see Jimiya I am reminded of what this whole thing is about. 

And I think I should tell you one other thing. When Amy was standing up here 
with me and I was telling her what a fine job she did, she said, I'm so glad that 
Cynthia could be here, and that I could say Carla's name in your presence. 

This is, I think, very important for people who have not been touched in some 
personal way - who have never been at the bedside of a dying friend, who have 
never looked into the eyes of a child orphaned by AIDS or infected with HIV - to 
understand. And I believe, always, that 
if somehow we could reach to the heart of people, we would always do better in 
dealing wi th problems, for our mind always conjures a million excuses in dealing 
with any great diff iculty. 

Let me begin, even in this traumatic moment, to say we have a lot to 
celebrate on this AIDS Day. We celebrate the example of Amy and Cynthia. Just 
think, a decade ago people really believed that AIDS was unstoppable; the 
diagnosis was a virtual death sentence; there was an 
enormous amount of ignorance and prejudice and fear about HIV transmission. 
Most of us knew people who couldn't get into apartment houses or were being 
kicked out or otherwise - their children couldn't be in school because of fears that 
people had about it. 

Every day, for people who had HIV or AIDS and their families - every day was 
a struggle a decade ago. A struggle for basic information, for treatment, for 
funding, and all too often, for simple compassion. 

For six years, thanks to many of you, we have worked hard to change this 
picture -- and so have tens of thousands of other people across our country and 
across the globe. We've worked hard to draw attention to AIDS and to better 
direct our resources by creating the Office of National AIDS Policy and the 
President's Council on HIV and AIDS. We had the first ever White House 
conference on AIDS. We helped to ensure that people with HIV and AIDS cannot 
be denied health benefits for preexisting conditions. We accelerated the approval 
of more than a 
dozen new AIDS drugs, helping hundreds of thousands of people with AIDS to live 
longer and more productive lives. 
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Working together with members of both parties in the Congress, we increased 
our investment in AIDS research to an historic $1.8 billion. This year we secured 
$262 million in new funding for the Ryan White CARE Act, providing medical 
treatment, medication, even transportation to 
families coping with AIDs. This October we declared that AIDS had reached crisis 
proportions in the African American, Hispanic American and other minority 
communities, and fought for $156 million initiative to address that. Today the Vice 
President is announcing $200 million in 
new grants for communities around the country to provide housing for people with 
AIDS. 

The results of these and other efforts have been remarkable. For the first time 
since the epidemic began, the number of Americans diagnosed with AIDS has 
begun to decline. For the first t ime, deaths due to AIDS in the United States have 
declined. For the first t ime, therefore, there is hope that we can actually defeat 
AIDS. 

But all around us there is, as we have heard from all the previous speakers, 
fresh evidence that the epidemic is far from over, our work is far from finished, 
that there are rising numbers of AIDS in countries like Zimbabwe, where 11 men, 
women, and children become infected every 
minute of every day. There are still too many children orphaned by AIDS, tens of 
thousands here in America, tens of millions in developing nations around the 
world. 

And when so many people are suffering, and with HIV transmission 
disproportionately high, still, among our own young people here in America, it 's all 
right to celebrate our progress, but we cannot rest until we have actually put a 
stop to AIDS. I believe we can do it -- by developing a vaccine, by increasing our 
investment in other forms of research, by improving our care for those who are 
infected and our support for their families. 

Last year at Morgan State University, I declared that we should redouble our 
efforts to develop an AIDS vaccine within a decade. Today I am pleased to 
announce a $200 million investment in cutting edge research at the NIH to develop 
a vaccine. That's a 33 percent increase 
over last year. With this historic investment, we are one step closer to putting an 
end to the epidemic for all people. 

I'm also pleased to say that there will be more than $1 60 million for other new 
research critical to fighting AIDS around the world, from new strategies to prevent 
and treat AIDS in children, to new clinical trials to reduce transmission. 
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And as hard as we are working to stop the spread of AIDS we cannot forget 
our profound obligation for the heartbreaking youngest victims of the disease -- the 
orphaned children left in its wake. Around the world, as we have heard, millions 
of children have lost their parents. 
Their number is expected to rise to 40 million over the next 10 to 15 years. Some 
of them are free of AIDS, others are not. But sick or well, too many are left 
without parents to protect them, to teach them right from wrong, to guide them 
through life and make them believe that 
they can live their lives to the fullest. 

We cannot restore to them all they have lost, but we can give them a future --
a foster family, enough food to eat, medical care, a chance to make the most of 
their lives by helping them to stay in school. Today, through Mr. Atwood's agency, 
we are committing another $10 million in emergency relief that wil l , though 
seemingly a small amount, actually make a huge difference for many thousands of 
children in need around the world. 

I'm also directing Sandy Thurman to lead a fact-finding mission to Africa, 
where 90 percent of the AIDS orphans live. Following the mission she will report 
back to me with recommendations on what more we can do to help these children 
and give them something not only to live for, but to hope for. 

Eleven years ago, on the first World AIDS Day, we vowed to put an end to the 
AIDS epidemic. Eleven years from now, I hope we can say that the steps we took 
today made that end come about. If it happens, it will be in no small measure 
because of people like you in this room, by your unfailing, passionate devotion to 
this cause - a cause we see most clearly expressed in the two people sitting right 
behind me. 

Thank you all, and God bless you. (Applause.) 

END 1:26 P.M. EST 
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REMARKS BY THE PRESIDENT ON 
HIV CRISIS IN MINORITY COMMUNITIES 

THE WHITE HOUSE 
Office of the Press Secretary 

For Immediate Release October 28, 1998 

REMARKS BY THE PRESIDENT 
ON HIV CRISIS IN MINORITY COMMUNITIES 

Old Executive Office Building 

5:16 P.M. EST 

THE PRESIDENT: Thank you and welcome, every one of you. I'd like to begin by 
welcoming the Mayor of Baltimore, Kurt Schmoke, and the Mayor of East St. 
Louis, Gordon Bush. I'd like to thank the members of Congress here behind me 
who are so responsible for the purpose for which we are called today. (Applause.) 

I want to acknowledge Congresswoman Donna Christian Green, Congressman 
Elijah Cummings, Congresswoman Eleanor Holmes Norton, Congressman Donald 
Payne. I will say more about Congresswoman Maxine Waters and Representative 
Lou Stokes in a moment. (Laughter.) But I want to thank them and all the 
members of the Congressional Black Caucus, including all the House members and 
Senator Carol Moseley Braun, for what they did. 

And then I would like to offer a special word of appreciation to senator Arlen 
Specter and Congresswoman Nancy Pelosi, who helped us so much to get this 
done. Thank you very much. (Applause.) 

I want to thank everyone in our administration who has worked so hard on the 
issue of HIV and AIDS, beginning with the Vice President who couldn't be here 
today, but who has worked very hard on all these issues; and Secretary Shalala; 
our wonderful Surgeon General, David Satcher; the Director of our AIDS Policy 
Office, Sandy Thurman, who has literally spent months sounding the alarm about 
the growing crisis in communities of color, and working to help achieve these 
dramatic funding increases. There is no stronger or more effective advocate. And I 
think we ought to thank Sandy Thurman for what she's done. (Applause.) 

Finally, I want to thank Denise Stokes for being here. As you will hear in a few 
moments, she has been living with HIV for 1 5 years, and has been giving so much 
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of herself to educate others. If we are to stop this cruel disease we'l l have to have 
brave people like Denise to reach out with candor and compassion to those at risk. 
I really admire her very much. And you'll hear from her in a moment, but I think we 
ought to give her a hand for showing up today. (Applause.) 

We have good reason to feel encouraged that so many HIV-positive men and 
women are living longer and healthier lives. We should be proud that we've helped 
to speed the development of lifesaving therapies and nearly tripled to support 
those wi th HIV and AIDS. 

But the AIDS epidemic is far from over in any community in our country. Today, 
we're here to send out a word loud and clear: 

AIDS is a particularly severe and ongoing crisis in the African-American and 
Hispanic communities and in other communities of color. African Americans 
represent only 13 percent of our population, but account for almost half the new 
AIDS cases reported last year. Hispanics represent 10 percent of our population; 
they account for more than 20 percent of the new AIDS cases. And AIDS is 
becoming a critical concern in some Native American and Asian American 
communities, as well. 

Like other epidemics before it, AIDS is now hitting hardest in areas where 
knowledge about the disease is scarce and poverty is high. In other words, as so 
often happens, it is picking on the most vulnerable among us. 

The fact is HIV infection is one of the most deadly health disparities between 
African Americans, Hispanics, and white Americans. And just as we have 
committed to help build one America by ending the racial and ethnic disparities in 
infant mortality and cancer and other diseases, we must use all our power to end 
the growing disparities in HIV and AIDS. 

The AIDS crisis in our communities of color is a national one, and that is why we 
are greatly increasing our national response. Today I am proud to announce we are 
launching an unprecedented $156 million initiative to stem the AIDS crisis in 
minority communities. (Applause.) 

It is one of the greatest victories in the balanced budget law I just signed. It never 
could have happened without the passionate and compassionate leadership of 
Maxine Waters, Lou Stokes, and the rest of the Congressional Black Caucus -
(applause) - or the support of senator Specter and Congresswoman Pelosi and so 
many others.(Applause.) 

Now, this initiative will allow thousands of cities, churches, schools, and 
grass-roots organizations to expand prevention efforts and target them to the 
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specific needs of specific minority communities such as young men, students, 
pregnant mothers. It will allow minority communities to expand treatment for 
substance abuse. 

It will increase access to protease inhibitors and other new therapies, because 
lifesaving therapies cannot be a luxury reserved only for the rich.(Applause.) It will 
increase access to skilled doctors and other health care providers. And finally, it 
will help us to assemble teams of public health experts from the Centers for 
Disease Control and other federal agencies to visit individual communities and 
provide whatever technical assistance those communities need. (Applause.) 

This new initiative will build on the other historic funding increases in HIV/AIDS 
funding we won in the new balanced budget, which Secretary Shalala will talk 
about in greater detail in a moment. I'm also pleased that it will build on our race 
and health initiative. Congress has taken a first step to fund this initiative, but we 
must do more. We are not one America when some of our communities lag so far 
behind in health. 

Of course, this room looks nothing like a house of worship except for a few collars 
I see. (Laughter.) But I'd like to end my remarks today with what I think is quite an 
appropriate passage from the First letter of Paul to the Corinthians. "The body is a 
unit, though it is made up of many parts. And though all its parts are many, they 
form one body. If one part suffers, every part suffers with it. If one part is 
honored, every part rejoices with it." 

So it is with the body of Americans, and a nation that strives tone one America. 
Every one of our communities is inextricably linked, in suffering and rejoicing, in 
sickness and in health. And that is why we must work together in every 
community to stop this cruel disease. Black or white, gay or straight, rich or poor, 
you name it, we have to stop it. 

Now I'd like to present America's Surgeon General, our nation's family doctor, 
whose deep commitment to advancing our country's health is embodied in the 
200-year-old guiding principle of our public health service that you best protect the 
health of the entire nation when you reach out to the most vulnerable people. 

Dr. David Satcher. (Applause.) 

END 5:30 P.M. EST 
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PRESIDENT CLINTON COMMEMORATES WORLD AIDS DAY 
BY UNVEILING NEW STEPS TO ADDRESS THE 

GROWING CRISIS OF CHILDREN ORPHANED BY AIDS 

Today, President Clinton will join Secretary of State Madeleine Albright and 
Brian Atwood, Administrator of the U.S. Agency for International Development 
(USAID), to commemorate World AIDS Day by launching a series of new 
initiatives to address the growing crisis of 
HIV/AIDS around the world, particularly the millions of children orphaned by 
AIDS. The President will unveil historic increases in funding for research at the 
National Institutes of Health (NIH) designed to develop an effective AIDS 
vaccine and prevention strategies to help 
address the problem of HIV/AIDS throughout the world. He will announce new 
emergency funding from USAID to support international AIDS orphan programs. 
In addition, he will direct his AIDS policy advisor, Sandra Thurman, to lead a 
delegation to Sub-Saharan Africa to assess the growing problem of AIDS 
orphans and recommend new strategies for 
responding to the crisis. 

USAID projects that up to 40 million children will be orphaned by HIV/AIDS by 
the year 2010, over 90 percent of whom live in developing countries wi th few 
resources to provide for their care and support. Over 33 million people around 
the world are now living with HIV or 
AIDS, wi th another 5.8 million becoming infected every year. As wi th so many 
epidemics, children and young people bear much of the terrible burden of AIDS. 
In the United States, as many as 80,000 children already have been orphaned 
by AIDS. 

Increases in funding by the National Institutes of Health for research to prevent 
and treat HIV around the world. The National Institutes of Health will undertake 
the largest single public investment in AIDS research in the world by supporting 
a comprehensive program of basic, clinical, and behavioral research on HIV 
infection and its related illnesses. This program will include: 
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• $200 million -- a 33 percent increase from last year's funding -- for research 
on AIDS vaccines to prevent transmission around the world. The development 
of a safe and effective AIDS vaccine is critical to stemming the growing problem 
of HIV/AIDS and AIDS orphans internationally. The President will announce that 
NIH will dedicate $200 million to vaccine research in Fiscal Year (FY) 1999, a 
$47 million or 33 percent increase over FY 1998 and an 100 percent increase 
over FY 1995. This investment is critical in meeting the President's challenge to 
develop an effective AIDS vaccine. 

• $1 64 million for other research critical to addressing the HIV/AIDS 
epidemic around the world. The President also will announce that NIH will 
invest $164 million in FY1999, a $38 million increase over last year, in critical 
research projects aimed at reducing the number of AIDS orphans by preventing 
and treating HIV/AIDS internationally. These projects will include: a new 
prevention trials network to reduce adult and perinatal transmission of 
HIV/AIDS; new strategies to prevent and treat HIV infection in children; funding 
to train more foreign scientists to collaborate on this epidemic; research on the 
prevention and treatment of the opportunistic infections, such as tuberculosis, 
that commonly kill people with HIV/AIDS; and research on topical microbicides 
and other female-controlled barrier methods of HIV prevention. 

• $10 million in USAID emergency relief funding to provide support for AIDS 
orphans. USAID will make available $10 million in emergency funding to 
support community-based efforts for orphans in the countries most affected by 
this problem. These efforts will include training and support for foster families, 
initiatives to keep children in school, vocational training, and nutritional 
enhancements. In addition, USAID will take steps to help prevent the spread of 
HIV from mothers to children and to improve medical care for children already 
infected wi th HIV. 

• AIDS Policy Advisor Sandra Thurman to lead fact-finding delegation to raise 
awareness and make recommendations to address growing problem of AIDS 
orphans. President Clinton will ask Sandra Thurman, Director of the Office of 
National AIDS Policy, to lead a fact-finding delegation early next year to 
Sub-Saharan Africa, where 90 percent of AIDS orphans reside. The delegation 
will include representatives from key Congressional offices. Its goal will be to 
raise awareness of this emerging problem and to develop recommendations for 
action. 

• New steps to address the continued needs of those living with HIV/AIDS in 
the United States. While the problem of HIV/AIDS is particularly acute 
internationally, the President will underscore the impact of HIV/AIDS on families 
in this country as well. The President will highlight an announcement today by 
Vice President Gore of more than $200 million in funds this year for the Housing 
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Opportunities for People With AIDS (HOPWA) program to prevent individuals 
affected by HIV/AIDS and their families from becoming homeless. The Vice 
President will announce these grants at a meeting with local community 
leaders who provide housing and other support services for people living wi th 
HIV/AIDS and with several individuals and families who have benefited from 
these services. 

• A solid record of achievement in HIV/AIDS. Today's announcements build 
on a deep and ongoing commitment by the Clinton Administration to respond to 
the AIDS crisis both in the United States and across the world. The 
Administration has fought for other critical investments in HIV/AIDS. This 
year alone, the President: 

• Declared HIV/AIDS in racial and ethnic minority communities to be a 
severe and ongoing health care crisis and unveiled a new $156 million 
initiative to address this problem. This initiative included crisis response 
teams, enhanced prevention efforts, and assistance in accessing 
state-of-the-art therapies. 

• Worked with Congress to secure historic increases in a wide range of 
effective HIV/AIDS programs. Increases this year alone include: a $262 
million increase in the Ryan White CARE Act; a 12 percent increase in AIDS 
research funding at the NIH, totaling nearly $1.8 billion; a $32 million 
increase for HIV prevention programs at the Centers for Disease Control and 
Prevention; and a $21 million increase in the Housing Opportunities for 
People With AIDS (HOPWA) program at HUD. 

### 
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PRESS RELEASE ON 1998 WORLD AIDS DAY EVENT 
VICE PRESIDENT GORE 

THE WHITE HOUSE 
Office of the Vice President 

For Immediate Release December 1, 1998 

VICE PRESIDENT GORE ANNOUNCES $220 MILLION 
TO PROVIDE HOUSING, OTHER CRITICAL SUPPORT SERVICES 

FOR OVER 65,000 PEOPLE WITH HIV/AIDS 

Washington, DC -- Vice President Gore commemorated World AIDS Day today by 
announcing that the federal government will provide $220 million in grants for 
housing and support services for over 65,000 low-income people with HIV/AIDS 
and members of their households. 

The Vice President announced the new funds, which the Housing and Urban 
Development Department (HUD) will distribute under its Housing Opportunities for 
Persons wi th AIDS (HOPWA) program, at a meeting with people who receive and 
provide these critical housing and support services in Washington DC. 

"For too many Americans living with AIDS, poverty is nearly as much of a threat 
as the disease itself," Vice President Gore said. "Without our help, many would be 
forced to live in unfit housing or become homeless. These grants will mean that 
people fighting AIDS won' t have to also fight to keep a roof over their heads." 

HUD Secretary Andrew Cuomo added, "We all know about the terrible toll of 
illness and death caused by the AIDS virus. On top of this, AIDS often destroys 
the financial health of those with the disease as well, hitting them with huge 
medical bills and leaving them too sick towork." 

Today, the Vice President: 

Unveiled new HOPWA grants that provide critical support to communities in need. 
. Studies show that people with HIV/AIDS are at increased risk for homelessness 
and have more problems obtaining access to affordable housing. This $220 million 
in HOPWA funding, a 10 percent increase over last year, provides critical housing 
and other support services that: 

• help people with HIV/AIDS remain in their homes by providing rental 
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assistance and supportive services such as meals, transportation, and 
counseling; and 

• provide housing to people with HIV/AIDS and their families facing 
homelessness. By providing housing and other critical support services, this 
program helps keep families intact, and assures that individuals with 
HIV/AIDS have the support they need. Most people that HOPWA serves 
have incomes of under $1,000 a month. 

Of the $220 million, $200 million will go to states, cities, and communities to 
develop effective programs. The remaining $20 million will go to programs 
nationwide that have developed particularly effective and innovative approaches to 
providing housing and other necessary support services for people with HIV/AIDS. 
For example, an innovative program in Savannah, GA enables people with 
HIV/AIDS to receive home-based care, and one in Illinois provides innovative 
services, including effective mental health services and daily livingservices. 

Highlighted Clinton/Gore Administration's ongoing progress in fighting HIV/AIDS. 
The Vice President underscored other Administration efforts to improve prevention, 
treatment, and research for people with HIV/AIDS. He noted that the President is 
unveiling historic new steps 
today to help the up to 40 million children who will be orphaned by HIV/AIDS by 
2010, including new emergency funding from USAID to support international, 
community-based AIDS orphan programs and historic new increases in AIDS 
research at the National Institutes of Health (NIH) dedicated to help address the 
global problem of HIV/AIDS. 

These steps build on the historic progress to combat HIV/AIDS for which the 
Administration fought in this year's balanced budget, including: a new $156 
million initiative to address the severe, ongoing health care crisis of HIV/AIDS in 
racial and ethnic minorities, including crisis response teams and enhanced 
prevention efforts across the nation; a $262 million increase in the Ryan White 
CARE Act; a 12 percent increase in AIDS research funding at the NIH, a $32 
million increase HIV prevention programs at the CDC; and a $21 million increasein 
HOPWA. 

### 
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1998 WORLD AIDS DAY PROCLEMATION 

THE WHITE HOUSE 
Office of the Press Secretary 

For Immediate Release December 1 ,1998 

WORLD AIDS DAY, 1998 
BY THE PRESIDENT OF THE UNITED STATES OF AMERICA 

A PROCLAMATION 

On World AIDS Day, we are heartened by the knowledge that our 
unprecedented investments in AIDS research have resulted in new 
treatments that are prolonging the lives of many people living with the 
disease. Thousands of scientists, health care professionals, and 
patients themselves have joined together to advance our understanding 
of HIV and AIDS and improve treatment options. Because of the heroic 
efforts of these people, fewer and fewer Americans are losing their 
lives to AIDS, and for that we are immensely thankful. 

But the AIDS epidemic is far from over. Within racial and ethnic 
minority communities, HIV and AIDS are a severe and ongoing crisis. 
While the number of deaths in our country attributed to AIDS has 
declined for 2 consecutive years, AIDS remains the leading killer of 
African American men aged 25-44 and the second leading killer of 
African American women in the same age group. African Americans, who 
comprise only 13 percent of the U.S. population, accounted for 43 
percent of new AIDS cases in 1997 and 36 percent of all AIDS cases. 
Hispanic Americans represent just 10 percent of our population, but 
they account for more than 20 percent of new AIDS cases; and AIDS is 
also becoming a critical concern to Native American and Asian American 
communities. Young people of every racial and ethnic community are 
also disproportionately impacted by AIDS, both in the number of new 
AIDS cases and in the number of new HIV infections. In fact, the 
Centers for Disease Control and Prevention estimate that approximately 
half of all new HIV infections in the United States occur in people 
under age 25 and that one-quarter occur in people under age 22. 

Across the world, the situation is even more grim. As with other 
epidemics before it, AIDS hits hardest in areas where knowledge about 
the disease is scarce and poverty is high. Of the nearly 6 million 
people newly infected with HIV each year, more than 90 percent live in 
the poorest nations of the world. Entire communities are threatened by 
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December 16, 1998 

MEETING WITH THE 
PRESIDENT'S ADVISORY COUNCIL ON HIV/AIDS 

TALKING POINTS FOR CLOSING COMMENTS 

Thank you for all of the good work that you have been 
doing. 

We have made a lot of progress, and I appreciate your 
recognition of that. Together, we have helped get the 
resources that have made an incredible difference in the 
lives of so many. 

Yet I know that there is much more to do, particularly on 
prevention and international support. I especially 
understand the importance of the HIV vaccine and will 
make sure that everyone in this Administration 
understands that it is a top priority for us. 

You've made a number of good suggestions, and I'm going 
to ask Sandy to help us move forward on them. 

You have a lot of friends here - the First Lady, the Vice 
President, Mrs. Gore, Secretaries Shalala and Cuomo, and 
certainly Sandy - you have lots of advocates here who 
have done a tremendous amount to increase awareness 
of AIDS. I want you to know that we are committed to 
the fight. 

We may not always agree on how to get there, but you can 
be assured that we all share your determination to bring 
an end to this epidemic both here and across the globe. 
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December 16, 1998 

MEETING WITH THE 
PRESIDENT'S ADVISORY COUNCIL ON HIV/AIDS 

QUESTIONS AND ANSWERS 

Q: Current HHS guidelines encourage early treatment of HIV to forestall the 
onset of AIDS, yet access to Medicaid coverage for that treatment is 
generally restricted to those who have progressed to AIDS. How are you 
going to help increase access to treatment? 

A: This is a difficult challenge and we are taking steps to address it. You know 
I tried to solve this problem with universal health care. We wouldn't be 
talking about this problem and a lot of other problems had that been 
successful. 

The Vice President has taken leadership in this area, asking HCFA to look at 
solutions. Unfortunately, what we thought might be fixed quickly has turned 
out to be more difficult than expected. While we are committed to 
continuing our work to look at increasing Medicaid coverage, we've also 
been working on interim solutions: 

• Sandy Thurman has set up an internal task force to develop solutions 
• we've succeeded in getting significant increases in the AIDS Drug 
Assistance Program-$ 175 million (61%) increase in FY99-and the Ryan 
White CARE Act overal l-$271 million (23%) increase in FY99 and 2 6 6 % 
since FY93 
• we strongly supported the Jeffords-Kennedy legislation, which includes a 
demonstration program that helps states provide Medicaid coverage to 
people wi th HIV before they get AIDS - I hope you'll continue to work wi th 
us to get legislation like this passed in the coming year 
• HCFA has been working with States that are seeking to develop waivers 
to expand their coverage to people living with HIV. We have talked wi th 
HCFA, and they have assured us that they will continue to aggressively 
provide support and assistance to States that want to develop demonstration 
programs that work. 

I recognize the need and promise you that I and the Vice President will stay 
on top of this issue and do everything in our power to see that people with 
HIV don't have to get sick before they get treatment. 

Q: We are concerned that our national effort to stop the spread of HIV is not 
working, and that the number of new HIV infections in this country has 



stayed at 40,000 per year. In addition, at least 30% of those that are HIV 
positive don't know it, which means they are likely to continue the activities 
that spread the infection. The Council would like to recommend a new 
national "get tested" campaign to encourage people at risk to seek HIV 
counseling and testing services. Will you support that request? 

A: I think it sounds like a good idea. Let me ask Sandy to take a look at the 
proposal and give me her recommendations. I do believe we need to do a 
better job wi th our work on prevention, not only for HIV but for a variety of 
preventable illnesses. Secretary Shalala and Surgeon General Satcher have 
been focusing a great deal of energy on prevention, particularly in racial and 
ethnic minorities. Dr. Satcher has been helping to lead their Race and Health 
Disparities initiative, which includes HIV and AIDS as one of six targeted 
illnesses. 

Young people are also in need of greater attention. I believe that some of the 
impact of the anti-drug campaign by our Office of National Drug Control 
Policy will help since the abuse of drugs and alcohol plays a key role in young 
people taking risks with HIV. 

Q: Last March, you announced your commitment to finding a vaccine for HIV 
within ten years. That was 18 months ago. The Council is concerned that 
the effort to develop a vaccine is not progressing fast enough. NIH has yet 
to hire a director for its new vaccine center and the different Federal 
agencies that are involved in vaccine research aren't coordinated. Will you 
encourage NIH Director Varmus to get the vaccine center director position 
filled? Will you support Sandy Thurman's office in facilitating cross-agency 
coordination? 

A: I certainly appreciate the need for an HIV vaccine. This past World AIDS Day 
we did an event here that focused on the international epidemic, and I am 
just staggered by the impact that AIDS is having on so many nations around 
the world. I have asked Sandy to go to Africa in January to look at the AIDS 
orphan issue and to report back to me with recommendations on further 
actions we might consider. I know that a vaccine is our best and maybe only 
hope of stopping this terrible disease. 

As for the vaccine center director, we have talked with Dr. Varmus and he 
has assured us that he is being very aggressive in his efforts to find just the 
right person for the position. Part of the delay has been his commitment to 
finding the very best person. He also assures us that the vaccine research 
effort has not been slowed down by this vacancy, and that in fact they are 
very pleased with their progress. NIH is increasing its vaccine research 
funding this year, up $47 million (33%) to $200 million. I also know that Dr. 
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Nathanson, the new director of the Office of AIDS Research at NIH, is very 
committed to vaccine research and is providing great leadership. 

As for the interagency coordination, Sandy and Dr. Varmus have talked 
about that. I understand that they're initiating regular vaccine research 
meetings that will be open to all the different agencies, and the community 
groups working on this issue. I will talk with Sandy about this and see if 
there is more that we can do. 
While we have had great success in AIDS funding with your leadership, the 
Council is concerned that there are still a great many unmet needs. We are 
particularly concerned that HIV prevention activities at the CDC and 
international assistance through USAID have not received needed increases. 
Will you commit to increasing AIDS funding in FY2000, particularly in 
prevention and international relief? 

We are working on developing the FY2000 budget now, so it is a 
work-in-progress. I do know that you have a great team of advocates at 
OMB. Jack Lew, Josh Gotbaum, Sylvia Matthews, and Dan Mendelson are 
all committed to doing the best that we can in addressing the need for 
additional AIDS funding. 

With respect to prevention funding, I can say that we fully understand the 
need to increase and improve our HIV prevention activities, and to pay 
particular attention to communities of color, to women, and to young people 
who are at highest risk. We're taking a look not only at the need for 
increased funding, but making sure that what we are already investing is 
being used most effectively. 

As for international funding, we've gotten good support from USAID 
although I know Brian Atwood would like more. This is going to be a very 
challenging budget year for us, and I don't want to be overly optimistic about 
our ability to repeat the kind of increases we were able to obtain in FY99. 
Nevertheless, we will do our very best to support appropriate funding levels 
for our international AIDS efforts, and the other AIDS programs as well. 

SELECTED HIV/AIDS 
INVESTMENTS 

FY99 Increase 
from FY98 

Increase 
from FY93 

Ryan White CARE Act $1.4 billion 23% 266% 

AIDS Drug Assistance $461 million 61% 787%* 

HIV Prevention (CDC) $657 million 5% 34% 
AIDS Research (NIH) $1.8 billion 12% 67% 

Vaccine Research . $200 million 33% 145% 
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Housing (HUD) $225 million 10% 125% 
International (USAID) $131 

million** 
8% 64% 

*since FY96, when separate program established 

** includes $10 million emergency funding for AIDS orphan initiative 
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this epidemic, and the growing number of children who will lose parents 
to AIDS will have a devastating impact on these societies. By the year 
2010, there may be as many as 40 million children who will have been 
orphaned by AIDS, and developing nations will have to struggle to deal 
with the overwhelming needs of a generation of young people left withoutparents. 

This year's World AIDS Day theme, "Be A Force For Change," is a 
reminder that each of us has a role to play in bringing the AIDS 
epidemic to an end. Our response must be comprehensive and ongoing. 
It must also be a collaborative one, bringing together governments and 
communities in a shared effort to expand prevention efforts, raise 
awareness among young people of the risks of HIV infection and how to 
avoid it, increase access to lifesaving therapies, and ensure that 
those who are living with HIV and AIDS receive the care and services they need. 

Developing a vaccine for HIV is perhaps our best hope of 
eradicating this terrible disease and stemming the tide of pain and 
desolation it has wrought. The global community has joined together in 
making the development of an HIV vaccine a top international priority. 
Within the next decade, we hope to have the means to stop this deadly 
virus, but until we reach that day we must remain strong in our crusade 
to prevent the spread of HIV and AIDS and to care for those living with 
the disease. In this way we can best honor the memory of the many 
loved ones we have lost to AIDS. 

NOW, THEREFORE, I, WILLIAM J. CLINTON, President of the United 
States of America, by virtue of the authority vested in me by the 
Constitution and laws of the United States, do hereby proclaim December 
1, 1 998, as World AIDS Day. I invite the Governors of the States, the 
Commonwealth of Puerto Rico, officials of the other territories subject 
to the jurisdiction of the United States, and the American people to 
join me in reaffirming our commitment to defeating HIV and AIDS. I 
encourage every American to participate in appropriate commemorative 
programs and ceremonies in workplaces, houses of worship, and other 
community centers and to reach out to protect and educate our children 
and to help and comfort all people who are living with HIV and AIDS. 

IN WITNESS WHEREOF, I have hereunto set my hand this 
first day of December, in the year of our Lord nineteen hundred and 
ninety-eight, and of the Independence of the United States of America 
the two hundred and twenty-third. 

WILLIAM J. CLINTON 
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DRAFT 

December 17, 1998 

MEETING WITH THE 
PRESIDENT'S ADVISORY COUNCIL ON HIV/AIDS 

(OEOB) 

Thurman 

DATE: 
LOCATION: 

BRIEFING TIME: 
EVENT: 
FROM: 

December 18, 1998 
Vice President's Ceremonial Office 

5:1 5 pm to 5:30 pm 
5:45 pm to 6:1 5 pm 
Bruce Reed/Chris Jennings/Sandy 

I. PURPOSE 

II. 

You will be meeting with members of the President's Advisory Council on HIV/AIDS 
to discuss the Administration's progress on addressing the AIDS epidemic. 

BACKGROUND 

The Council requested a meeting with you to address its recommendations on ways to 
improve the Administration's response to the HIV/AIDS epidemic. Over the past few 
months, the Council has been publicly critical of the Administration, particularly its 
commitment to HIV prevention. Most recently, several key Council members reacted 
strongly to the release of draft guidelines by the CDC advising states to begin reporting 
HIV infections using name-based systems. This meeting would provide an opportunity 
for you to personally reaffirm your commitment to the Council and the seriousness 
with which you take the issue. 

Questions from the Council will focus on four areas: 

— Access to Treatment: The Council will seek your leadership on expanding 
access to treatment for indigent persons with HIV who must wait until 
they get AIDS to qualify for Medicaid, which covers the treatments that 
would likely have forestalled their progression to AIDS. Initial reviews, 
prompted by a request by the Vice President, determined that such an 
expansion is not cost neutral and therefore cannot be done 
administratively. Pending further analysis, the Administration has 
supported susbstantial increases in the AIDS Drug Assistance Program. 
In addition, the Jeffords-Kennedy legislation includes a demonstration 
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program that would substantially increase access to Medicaid by persons 
who would become disabled but for care. Support of this legislation by 
the Council and the AIDS community would be very beneficial. 

-- Promoting HIV Testing: Approximately 3 0 % of persons infected wi th HIV 
do not now they are infected, complicating prevention efforts and 
delaying helpful treatments. The Council will ask for your support of a 
national "get tested" campaign focusing on higher-risk populations (youth, 
persons of color, women). This is a reasonable proposal, and one which 
is already under consideration. 

- Vaccine Research: Last spring, you announced your desire to find a 
vaccine for HIV within ten years. Two weeks ago, on World AIDS Day, 
you announced a 3 3 % increase in vaccine research funding at the NIH (up 
$47 million to $200 million). The Council is highly supportive of your 
leadership on this issue, but has some concern about the 18 months its 
taking find a director for NIH's new vaccine research center and about the 
need for increased inter-agency coordination. NIH has assured us that 
they are aggressively searching for the best person for the job and that 
vaccine research has not been delayed by this vacancy. 

- Increased AIDS Funding: Funding for HIV/AIDS programs has more than 
doubled during your Administration, with Ryan White funding up 2 6 6 % 
and AIDS research up 67%. The Council is concerned that prevention 
and international funding have not benefited from similar increases. 
CDC's prevention budget is over $640 million and has increased 3 4 % 
since you took office; the Administration is focusing on insuring that 
prevention funds are used effectively and are targeted to those at highest 
risk. As for international funding, USAID's AIDS budget has increased 
6 4 % during your Administration. You also just announced on World AIDS 
Day a new $10 million effort to help developing countries respond to the 
needs of children orphaned by AIDS. 

In your closing remarks, you may highlight recent Administration activities on 
HIV/AIDS, including: 

-- World AIDS Day event at which you announced an AIDS orphan initiative 
at USAID, increased vaccine research funding from the NIH, and a 
delegation to Africa led by Sandy Thurman. 

- Minority initiative announcement on October 28th at which you declared 
HIV/AIDS to be an ongoing and severe crisis in racial and ethnic minorities 
and announced $1 56 million in additional funding to address the crisis. 

- Historic HIV/AIDS funding achievements in the FY99 budget negotiations 
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wi th Congress. 
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III. PARTICIPANTS 

Briefing Participants: 
Bruce Reed 
Virginia Appuzo 
Karen Tramontano 
Chris Jennings 
Sandy Thurman 
Richard Socarides 

Program Participants: 
YOU 
Sandy Thurman 
Bruce Reed 
Virginia Appuzo 
Karen Tramontano 
Chris Jennings 
Sandy Thurman 
Richard Socarides 
Dr. Scott Hitt, Council Chairperson 
Members of the Council 

IV. PRESS PLAN 

Pool still before start of meeting; closed press thereafter. Transcript to be 
provided to press following end of meeting. 

V. SEQUENCE OF EVENTS 

Sandy Thurman will introduce YOU to members of the Council. 
Dr. Scott Hitt will make a brief opening statement. 
Council member Rabbi Joseph Edelheit will provide an overview of the 
message of the Council to you. 
Four members of the Council will provide brief background statements 
and identify specific issues on which they seek Administration action. 
(You will have the option to seek clarification or respond-see attached Q 
& A.) 

- YOU will make brief closing remarks, thanking the Council for its hard 
work and reaffirming your commitment to continuing the fight against 
AIDS-see attached talking points. 

VI. REMARKS 

Talking points provided by the Office of National AIDS Policy. 
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VII. ATTACHMENTS 

-- Talking points for closing remarks. 
-- Q & A for discussion purposes. 
-- List of Council members and brief biographies. 



Withdrawal/Redaction Sheet 
Clinton Library 

DOCUMENT NO. SUBJECT/TITLE 
AND TYPE 

DATE RESTRICTION 

001. list re: President's Advisory Council on HIV/AIDS (5 pages) n.d. P6/b(6) 

COLLECTION: 
Clinton Presidential Records 
Domestic Policy Council 
Devorah Adler 
OA/Box Number: 20464 

FOLDER TITLE: 
HIV/AIDS [Folder 2] 

2012-0463-S 

rc771 

Presidential Records Act -144 U.S.C. 2204(a)| 
RESTRICTION CODES 

Freedom of Information Act -15 U.S.C. S52(b)| 

PI National Security Classified Information 1(a)(1) of the PRA] 
P2 Relating to the appointment to Federal office 1(a)(2) of the PRA] 
P3 Release would violate a Federal statute 1(a)(3) of the PRA] 
P4 Release would disclose trade secrets or confidential commercial or 

financial information 1(a)(4) of the PRA] 
P5 Release would disclose confidential advice between the President 

and his advisors, or between such advisors |a)(S) of the PRA] 
P6 Release would constitute a clearly unwarranted invasion of 

personal privacy 1(a)(6) of the PRA| 

C. Closed in accordance with restrictions contained in donor's deed 
of gift. 

PRM. Personal record misfile defined in accordance with 44 U.S.C. 
2201(3). 

RR. Document will be reviewed upon request. 

b(l) National security classified information |(b)(l) of the FOIA] 
b(2) Release would disclose internal personnel rules and practices of 

an agency 1(b)(2) of the FOIA] 
b(3) Release would violate a Federal statute |(b)(3) of the FOIA) 
b(4) Release would disclose trade secrets or confidential or financial 

information 1(b)(4) of the FOIA| 
b(6) Release would constitute a clearly unwarranted invasion of 

personal privacy 1(b)(6) of the FOIA) 
b(7) Release would disclose information compiled for law enforcement 

purposes 1(b)(7) of the FOIA| 
b(8) Release would disclose information concerning the regulation of 

financial institutions |(b)(8) of the FOIA| 
b(9) Release would disclose geological or geophysical information 

concerning wells |(b)(9) of the FOIA] 
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sib FAX 
Date: January 8, 1999 

To: Technical Information and 
Communications Branch 

cc: See Below 

Phone: Various 
Fax: Various 

From: Lisa Schneider 
San Francisco AIDS Foundation 
P.O. Box 426182 
San Francisco, CA 94142 

Phone: 415/487-3034 
Fax: 415/487-3089 

Total Pages: 6 

Remarks: Urgent X | For your review Reply ASAP Please Comment 

404/639-7111 
404/639-8600 
404/639-0910 

202/690-7755 
202/456-2437, 
202/456-7434 
202/225-8259' 
202/690-7560 
202/690-7098 

Jeffrey Koplan, MD, Director, Centers for Disease Control and Prevention 
Helene Gayle, MD, Director, National Center for HIV, STD, and TB Prevention, CDC 
Kevin DeCock, MD, Director, Division of HIV/AIDS Prevention, Surveillance and 
Epidemiology, NCHSTP, CDC 
Kevin Thumi, Deptuy Secretary for Health and Human Services 

-̂ aady-Thufitî n, Director, Office of National AIDS Policy 
Chris Jennings, J)eputy Assistant to the Presiden for Health Policy 

jxtisn Nancy Pelosi, U.S. House of Representatives 
Eric Goosby, MD, Director, Office of HIV/AIDS Policy, HHS 
Marsha Martin, PhD, Special Assistant to the Secretary, HHS 
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y ^ l j ^ ^ N ^ VISITORS'ENTRANCE: ONE 6TH STREET AT MARKET FOUNDATION \ 

Januarys, 1999 

Technical Information and Communications Branch FAX: 404/639-2007 
Mailstop E-49 Email: hivmail@cdc.gov 
Division of HIV/AEDS Prevention 
National Center for HTV, STD and TB Prevention 
Centers for Disease Control and Prevention (CDC) 
Atlanta, GA 30333 

RE: Comments on the Draft CDC Guidelines for National HTV Case SurveiUance 

To Whom It May Concern: 

The San Francisco AIDS Foundation appreciates the opportunity to comment on the recently 
released "Draft Guidelines for HIV Case Surveillance." We are pleased that the draft guidelines 
state that flexibility will be given to states to design and implement HIV reporting systems that 
best meet the needs of their jurisdictions. However, we believe that the draft guidelines should 
be revised to better reflect the sciendfic research findings on the impact of names-based 
reporting on HIV testing and to address the needs of individuals living in communities that are 
profoundly affected by HIV. 

The.Foundation's concerns are as follows: 

1. The CDC inappropriately advises states to use names reporting. 

Although states are given a choice of using either names or unique identifier (UI) systems, both 
the .language and the presentation of scientific evidence in the guidelines clearly reflect the 
CDC's bias towards names reporting. The guidelines state: "CDC advises that State and local 
surveillance programs use the same name-based approach for HIV surveillance as is currently 
used for AIDS surveillance nationwide" (p. 8). Such advice is scientifically unfounded (see be­
low). The guidelines should be revised so as not to favor one system over another in order to 
provide state health officials true flexibility in designing the system that best meets their com­
munity's needs. To this end, the sentence "advising" names reporting should be eliminated. 

Although the draft guidelines appropriately pledge technical assistance regardless of the type of 
HIV surveillance implemented, the CDC's preference for names reporting, while not being 
overtly stated, appears to be linked to the provision of funds. This bias is apparent in statements 
such as: "based on published evaluations, the CDC has concluded that name-based HIV/AIDS 
surveillance systems are the most likely to meet the necessary performance standards as well as 
to serve the purposes for which surveillance data are required" (p. 8). The CDC actually stated 
in a letter to Washington State that supplemental funding for HTV/AIDS surveillance was con­
tingent upon the implementation of names-based reporting. While the statement was later re-

(415)487-3000 
CALIFORNIA HIV/AIDS HOTLINE: 1 (800) 367-AIDS 

www.sfaf.org 
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tracted, there is an underlying and pervasive impression among states that federal funding is 
contingent upon names-based reporting. The CDC should work to reverse this impression by 
presenting unbiased information and support to states implementing non-names based systems. 

2. Regarding the performance standards, the guidelines do not contain discussion of 
sufficient time for implementation. 

The guidelines should contain a reasonable transition period for implementation of reporting 
systems before any evaluation for funding purposes is completed. Based on the experience of 
several states implementing HIV surveillance systems, five years appears to be an adequate 
amount of time to establish a system and ensure that it is functioning at the levels set out in the 
guidelines. 

In addition, at least one of the perfonnance standards must be modified—the requirement that 
risk information be gathered on 85% of cases. Most states with names reporting have not met 
this criterion and there is little evidence that they will be able to do so, even with years of 
experience. Risk information - which is often very difficult for providers to secure—would be 
better obtained through representative sample surveys and sentinel studies. This should be 
discussed in detail in the guidelines and the 85% requirement should be eliminated. 

3. The presentation of research on testing behavior is biased. 

The scientific evidence presented to discount the impact of names-based reporting on individu­
als' willingness to seek HTV testing is both biased and flawed. Key studies that demonstrate that 
HIV names reporting deters individuals from seeking testing are not mentioned anywhere in the 
guidelines (Myers et al 1993; Reed 1996; Kegeles et al 1990; Kegeles et al 1989; Fordyce 1989; 
Johnson et al 1988; Judson and Vernon 1988). 

Not only are these studies not discussed, but those studies that are cited draw questionable con­
clusions that are not justified by the data and methods used (Nakashima et al 1998; Hecht et al 
1997). For example, while the Nakashima study examines testing patterns in states that imple­
mented names reporting, the study did not include comparisons to states that did not implement 
such a policy. It is thus impossible for the authors to prove that testing rates might not have in­
creased more dramatically had names reporting not been instituted in those states. In addition, 
the study's authors do not examine carefully the experience of key subpopulations that are most 
at risk for HTV infection. While Nakashima and colleagues do show that testing increased or 
remained stable overall in some states, changes in testing frequency across high-risk groups did 
not correspond to the overall change. Contrary to the conclusions drawn by the CDC, Naka­
shima's results suggest that the highest risk groups may be reluctant to test with names report­
ing. These results have very important public health ramifications and raise serious concerns 
about the deterrent effect of names reporting for African Americans and, in some cases, injection 
drug users. If this study is going to be used in the guidelines, it should be presented fairly, and 
the population-specific trends should be presented in greater detail. 

The draft guidelines also reference the Hecht study, in which 19% of respondents reported that 
"fear of reporting to the government" was a concern that contributed to their decision to delay 
testing. Again, the language used to describe the findings reflects bias. This finding is pre-
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sented as "less than 20%" (versus, for example, "nearly 1 in 5") which intentionally minimizes 
the importance of these data. This is especially important because the Hecht study targeted 
high-risk populations, which make up a greater percentage of the populations in the states that 
have not yet instituted HIV surveillance. In fact, only 6 of the 32 states currently collecting HTV 
data with names-based reporting systems have higher-than-average AIDS case rates in their 
populations. 

Encouragement of names reporting may be particularly dangerous for the remaining states that 
have yet to introduce an HIV reporting system. In many of these states, reported AIDS cases are 
disproportionately among high-risk groups (as evidenced by figures from 1997). For example, 
the proportions of AIDS cases in California and Washington among men who have sex with 
men (64% and 55%) are much higher than the national average (35%), Similarly, in Illinois 
(30%), Massachusetts (34%) and Pennsylvania (43%), the proportions of cases associated with 
injection drug use are greater than the national average of 24%. The proportion of cases among 
African Americans in Georgia (72%), Illinois (56%) and Pennsylvania (60%) are greater than 
the 45% national average. These discrepancies indicate that encouraging names reporting 
among these states may be irresponsible, since their populations may be more likely to be de­
terred by these policies. 

Finally, while the CDC's attention to the importance of anonymous testing in the guidelines is to 
be applauded, it is inherently contradictory to recognize the importance of anonymous testing 
while at the same time call for names-based systems over unique identifier systems. The CDC 
acknowledges that anonymous testing has been clearly associated with earlier testing and treat­
ment (Bindman et al 1998). These results prove that some segments of the population are ex­
tremely concerned about the confidentiality of their HIV status. This suggests that these same 
individuals would be reluctant to seek testing and or treatment if HIV names reporting was im­
plemented and, in fact, the draft guidelines should make the provision of anonymous testing a 
condition of funding. 

4. Discussion of ineffectiveness of UI and purported superiority of names-based systems is biased. 

The presentation of the evaluation findings on the efficacy of unique identifier systems for HIV 
reporting is misleading and outdated. The CDC's criticisms of Maryland's system are based on 
evaluation data from 1994-1996. These data do not reflect the progress and evolution of 
Maryland's UI system, or the fact that Maryland was not funded by the CDC to implement their 
UI system. In reality, recent evidence indicates that Maryland's system provides complete data 
at a reasonable cost, comparable to rates found in states that use names-based reporting. 
Criticisms of the Texas system must be considered in light of the fact that health officials in the 
state were never particularly committed to the implementation of a unique identifier system and 
therefore had little incentive to work for the program's success. Reference to "published 
evaluations of non-name based HTV surveillance" (p. 8) thus presents an incomplete picture of 
the available data on UI systems. Maryland has much more updated information available about 
their system that reflects their ability to meet the CDC's criteria and this data should be 
incorporated into the guidelines. 

The CDC's biased use of conclusions on the efficacy of names reporting is also evident in the 
guidelines. The CDC is "advising" names reporting based on what appears to be anecdotal 
evidence from the 32 states that currently use names based systems. The CDC does not report 
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performaBce data on names-based systems that may in fact reflect "operational difficulties" in 
those states. The CDC seems to be reasoning that because names based systems are ubiquitous 
and because they require fewer contingencies to implement, that they are better. The notion that 
ease of implementation is equivalent to superiority is highly problematic because the concerns 
about names reporting far outweigh ease of use. 

5. The language regarding the linkage of HTV reporting systems and partner notification is weak. 

The draft guidelines do not send a clear and compelling enough message to states that they 
should not link partner notification and HIV surveillance systems. The draft guidelines state that 
the CDC "does not direct" states to link partner notification and HIV surveillance systems and 
that doing so "does not necessarily improve the provision of HTV prevention and care services" 
(p. 12). This language should be strengthened considerably to encourage states not to link these 
distinct systems. The CDC should also discuss research findings that suggest that HTV names 
reporting does not improve partner notification or access to care (findings presented by D. Os­
mond to the CDC Consultation on HIV Reporting, May 1997, Atlanta, GA). 

6. The guidelines refer narrowly to community representatives concerns' with HIV reporting. 

The draft guidelines inaccurately suggest that concerns regarding confidentiality and fear of ille­
gal disclosure of HIV information is only of concern to community groups. In fact, a number of 
state and local public health officials share this concern. Positioning these considerations as 
merely "community concerns" suggests that there are not legitimate public health consequences 
to names-based reporting. The language should be revised to reference the concerns of both the 
community and public health officials regarding the deterrent effect of names-based systems. 

Thank you for the opportunity to comment on the guidelines. I hope that our comments will 
assist the CDC in working to ensure that the important goal of securing improved HIV data is 
implemented thoughtfully and responsibly. If you have any questions, please do not hesitate to 
contact me. 

Sincerely, 

Regma Arag6n 
Public Policy Director 

cc: Jeffrey Koplan, MD, Director, Centers for Disease Control and Prevention 
Helene Gayle, MD, Director, National Center for HIV, STD, and TB Prevention, CDC 
Kevin DeCock, MD, Director, Division of HIV/AIDS Prevention, Surveillance and Epidemiology, 
NCHSTP, CDC 

Kevin Thurm, Deputy Secretary for Health and Human Services 
Sandy Thurman, Director, Office of National AIDS Policy 
Chris Jennings, Deputy Assistant to the President for Health Policy 
Congresswoman Nancy Pelosi 
Eric Goosby, MD, Director, Office of HIV/AIDS Policy, HHS 
Marsha Martin, PhD, Special Assistant to the Secretary, HHS 
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AIDS ACTION 

November 24, 1999 

President Bill Clinton 
The White House 
1600 Pennsylvania Avenue 
Washington� DC 20500

Dear Mr. President: 

As we approach the last World AIDS Day of the century, I want to take this opportunity to thank 
you for your extraordinary efforts to enhance AIDS research and AIDS health care as well as 
your recent efforts to make the fight against the global epidemic a top national foreign policy 
imperative. 

Until your presidency, the fight against AIDS was virtually absent at the White House. President 
Reagan wouldn't even say the word "AIDS" and President Bush only spoke softly. 

Since your Administration began, you have spoken forcefully about the need to fight AIDS and 
ensured significant and meaningful investments in AIDS research as well as the Ryan White 
CARE Act. This leadership contributed to the development of the first effective treatments for 
HIV and a subsequent reduction in the AIDS death rate. 

Your work to secure better health care access has helped to bring these drugs to low-income 
people and we are grateful for your success in securing $250 million for a demonstration project 
of AIDS Action's Reinventing Medicaid plan. 

In short. your leadership has saved thousands of lives from the ravages of HIV disease. 

Your leadership was supported and carried out with great valor by AIDS Czar Sandy Thurman, 
Chief of Staff John Podesta and Chris Jennings. In addition, AIDS Action is grateful for the hard 
work of the Office of Management and Budget including Jack Lew, Dan Mendelsohn. and Bob 
Kyle. Their countless hours of hard work, dedication and commitment have helped to ease the 
pain of an epidemic. 

Now, in the remaining fourteen months of your presidency and the beginning of the third decade 
of the epidemic, we hope you will work to complete your legacy on AIDS by committing to fight 
the crisis spot of today's epidemic: HIV prevention and education. 

Every hour, two young people are newly infected with HIV. Everyone in the fight against AIDS 
is haunted by this statistic and we hope you will end four years of flat-funding at the CDC by 
committing to new investments in prevention. There is no shortage of innovative and proven 
prevention proposals and there is no shortage of need. But there is a shortage of funds to make 
reinvigorated prevention a reality. 

1906 Sunderland Place, NW Washington, DC 20036 ? 202 530 8030 :;: 202 530 8031 www.aidsaction.org 
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TabB 

Time Line and Roll-out Implementation Plan for the Final HTV Reporting Guidelines 

1998 

November 

HTV surveillance guidelines package to CDC OD. 
HTV surveillance guidelines package to the Department. 
Meeting with OS Staff Divisions (including but not restricted to ASL, ASL, ASPA, CDC, 
IGA, OPHS) to coordinate Congressional and other communication related to the 
guidelines. 

• Briefing with Secretary Shalala. 

December 

• Briefing for Congressional staff, public health organizations, and advocacy groups. 
• Letter announcing the publication of the guidelines mailed/ faxed to key CDC partners. 
• Mail-out of comprehensive briefing materials to State health department personnel and 

other key stakeholders. Material available through National Prevention Information 
Network (NPIN). 

• Notice of publication of the final "Guidelines for National HTV Case Surveillance" 
published in the Federal Register. Guidelines will also be made available on the 
Worldwide Web. 
Target month for publication, June 1999. 
Notice to readers in Morbidity and Mortality Weekly Report (MMWR). 

1999 

January 

• Comment period closed January 11. 

• Receive and review public comments. 

February 

• Summarize comments; prepare response; revise Guidelines... document. 

March - September 

• Revised Guidelines package to CDC/OD and the Department. 
November - December 

On December 9, at *10:00 a.m., CDC will conduct briefings for the Office of National 
AIDS Policy (ONAP) and Office of Management and Budget (OMB) staff. 

• On December 9, at * 11:00 a.m., CDC will conduct briefings for the members of the 
House of Representatives and Senate. 
On December 9, at * 12:00 p.m., CDC will conduct briefings for partner organizations, 
including public health organizations, and advocacy groups (see list below.) 



On December 10, 1999, the Guidelines are scheduled to be published in the MMWR 
Recommendations and Reports series. Guidelines are effective immediately. 
A letter announcing the publication of final Guidelines will be mailed/faxed to key CDC 
partners immediately following publication. Briefing materials will also be mailed to 
State health department personnel and other key stakeholders and will be available 
through the National Prevention Information Network and on the Worldwide Web. 

*All times are tentative and are to be confirmed the week of11/29/99. 

Plan to brief key Congressional Contacts on the HIV Reporting Guidelines 

HHS (specifically ASL and ASMB) and CDC will make necessary arrangements to brief key 
congressional members and staff. These briefings will take place the week before the MMWR Reports 
and Recommendations is published (see above). Below is a proposed list of key congressional members. 

House of Representatives: 

Commerce Committee 

Chairman: Representative Tom Bliley, Jr. (R-VA.); Ranking Member: Representative John D. 
Dingell (D-MI) 

Staff of Commerce Subcommittee: Health & Environment 

Chairman: Representative Michael Bilirakis (R-FL); Ranking Member: Representative. 
Sherrod Brown (D-OH) 

Others 

Representative Connie Morella (R-MD); Representative Gary Ackerman (D-NY); 
Representative Tom Cobum (R-OK); Representative Henry Waxman (D-CA); 
Representative Barney Frank (D-MA); Representative Donna Christian-Greene (D-Virgin 
Islands) 

Senate: 

Labor & Human Resources 

Chairman: Senator James Jeffords (R-VT); Ranking: Senator Edward Kennedy (D-MA) 

Staff of Labor & Human Resources Subcommittee: Public Health & Safety Subcommittee 

Chairman: Senator William Frist (R-TN); Ranking: Senator Edward Kennedy (D-MA) 

Other Congressional Members: 

Congressional Black Caucus: 



Chair: Representative Maxine Waters (D-CA) 

Congressional Hispanic Caucus: 

Chair: Xavier Becerra (D-CA) 

Committee on Indian Affairs 

Chair: Ben Nighthorse Campbell (R-CO) 

There will also be a briefing offered to staff of members who have a particular interest in matters related 
to privacy of health information and/or the use of unique identifiers. This briefing would occur within 
1 week after publication of the final Guidelines in the MMWR. 

Key staff from the Office of National AIDS Policy and Office of Management and Budget: 

OMB: Dan Mendelson, Richard Turman, and Melanie Nakagira 
ONAP: Sandy Thurman and Todd Summers 

Key partners: 
AIDS Action Council 
American Public Health and Human Services Association 
Asian Pacific Islander Partnership for Health, Inc. 
Association of State and Territorial Health Officers 
Council of State and Territorial Epidemiologists 
National Alliance of State and Territorial AIDS Directors 
National Association of City and County Health Officials 
National Association of Counties 
National Association of Latino Elected and Appointed Officials 
National Association of Persons with AIDS 
National Association of State Alcohol and Drug Abuse Directors 
National Black Caucus of State Legislators 
National Conference of Black Mayors 
National Conference of State Legislatures 
National Governors Association 
National League of Cities 
National Native American AIDS Prevention Center 
National Organization of Black County Officials 
National Organizations Responding to AIDS 
U.S. Conference of Mayors 



Plan to distribute the R&R to other key partners: 

In addition to making the R&R document available on CDC's web page, many partners will receive 
copies of the document directly from CDC. This list includes but is not limited to: 
CDC Advisory Committee on HIV/STD Prevention 
Council for State and Territorial Epidemiologists 
HTV/AIDS Surveillance Coordinators 
HTV Prevention Community Planning Co-Chairs 
HTV Prevention Consultants 
National Public Health Information Coalition 
STD Project Directors 
(Many of the partners listed above will in turn disseminate information through their own 
communication systems) 
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DEPARTMENT OF HEALTH AND HUMAN SERVICES 

Centers f o r Disease Control and Prevention 

D r a f t Guidelines f o r HIV Case Su r v e i l l a n c e , I n c l u d i n g Monitoring 
HIV I n f e c t i o n and Acquired Immunodeficiency Syndrome (AIDS) 

AGENCY: Centers f o r Disease Control and Prevention (CDC), Department of 
Health and Human Services (HHS). 

ACTION: Notice and Request f o r Comments. 

SUMMARY: This n o t i c e announces the a v a i l a b i l i t y f o r p u b l i c comment of a 
document e n t i t l e d " "Draft Guidelines f o r HIV Case Su r v e i l l a n c e , 
I n c l u d i n g M o n i t o r i n g HIV I n f e c t i o n and Acquired Immunodeficiency 
Syndrome (AIDS)''. 

DATES: Comments must be submitted i n w r i t i n g on or before January 11, 
1999. Comments should be submitted t o the Technical I n f o r m a t i o n and 
Communications Branch, Mailstop E-49, D i v i s i o n of HIV/AIDS Prevention, 
National Center f o r HIV, STD, and TB Prevention, Centers f o r Disease 
Control and Prevention (CDC), A t l a n t a , Georgia 30333; Fax: 404-639-
2007; E-mail: hivmail@cdc.gov. 

FOR FURTHER INFORMATION CONTACT: Requests f o r copies of the D r a f t HIV 
Case S u r v e i l l a n c e Guidelines should be submitted t o the CDC National 
Prevention I n f o r m a t i o n Network, P.O. Box 6003, R o c k v i l l e , Maryland 
20849-6003; telephone (800) 458-5231; or copies can be obtained from 
the CDC website at http://www.cdc.gov/nchstp/hiv aids/dhap.htm. 

SUPPLEMENTARY INFORMATION: From 1995 t o 1996, the incidence of both 
deaths and o p p o r t u n i s t i c i n f e c t i o n s (OIs) due t o AIDS declined i n the 
United States f o r the f i r s t time i n the h i s t o r y of the epidemic (6 
percent f o r OIs; 23 percent f o r deaths) as reported i n the September 
19, 1997, M o r b i d i t y and M o r t a l i t y Weekly Report (MMWR) (Volume 46, pp. 
861-867). These declines r e f l e c t recent advances i n treatment of HIV 
i n f e c t i o n and the p r o v i s i o n of care and services t h a t have slowed the 
progression of AIDS f o r HIV-infected persons on therapy and the success 
of HIV pr e v e n t i o n and education e f f o r t s t h a t have encouraged e a r l y 
diagnosis and have helped t o reduce the number of Americans becoming 
i n f e c t e d w i t h HIV. 

I n response t o these changes i n HIV treatment p r a c t i c e s and new 
in f o r m a t i o n needs of p u b l i c h e a l t h programs, CDC, the Council of State 
and T e r r i t o r i a l Epidemiologists (CSTE), and most other p u b l i c h e a l t h 
and AIDS or g a n i z a t i o n s have recommended t h a t a l l States and t e r r i t o r i e s 
conduct HIV case s u r v e i l l a n c e i n a d d i t i o n t o AIDS s u r v e i l l a n c e . I n t h i s 
manner, the AIDS/HIV epidemic can be tracked more accurately, and 
appropriate i n f o r m a t i o n about HIV/AIDS can be made a v a i l a b l e t o 
policymakers. As of Ju l y 1998, a t o t a l of 32 States were conducting HIV 
case s u r v e i l l a n c e using the same methods as s u r v e i l l a n c e f o r AIDS. 
Because some States (many w i t h large numbers of AIDS cases) do not 
rep o r t HIV case numbers, i n t e r p r e t a t i o n s of a v a i l a b l e HIV data are 
d i f f i c u l t . To gain more r e l i a b l e i n f o r m a t i o n about the prevalence, 
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incidence, and f u t u r e d i r e c t i o n s of HIV i n f e c t i o n and the impact on 
s p e c i f i c populations such as r a c i a l and ethnic m i n o r i t i e s and women, 
CDC i s proposing t h a t the curr e n t s u r v e i l l a n c e system be expanded t o 
include HIV case r e p o r t i n g f o r a l l States and i s p u b l i s h i n g g u i d e l i n e s 
t h a t States can use t o implement HIV s u r v e i l l a n c e . 

Dated: December 3, 1998. 
J e f f r e y P. Koplan, 
D i r e c t o r , Centers f o r Disease Control and Prevention (CDC). 
[FR Doc. 98-32617 F i l e d 12-9-98; 8:45 am] 
BILLING CODE 4163-18-P 
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Guidelines for National HIV Case Surveillance, Including Monitoring for HIV Infection and 
Acquired Immunodeficiency Syndrome (AIDS) 

The Centers for Disease Control and Prevention (CDC) recommends that all States and 
territories conduct case surveillance for human immunodeficiency virus (HIV) infection as an 
extension of current acquired immunodeficiency syndrome (AIDS) surveillance activities. The 
expansion of national surveillance to include both HIV infection and AIDS cases is a necessary 
response to the impact of advances in antiretroviral therapy, the implementation of new HIV 
treatment guidelines, and the increased need for epidemiologic data concerning persons at all 
stages of HIV disease. Expanded surveillance will provide additional data on HIV-infected 
populations to enhance Federal, State, and local efforts to prevent HIV transmission, improve 
allocation of resources for treatment services, and assist in evaluating the impact ofpublic 
health interventions. CDC will provide technical assistance to all State and Territorial health 
departments to continue or establish HIV and AIDS case surveillance systems and to evaluate 
the performance of their surveiUance programs. This report includes revised case definitions for 
HIV infection in adults and children less than 18 months of age, recommended program 
practices, and performance and security standards for the conduct of HIV and AIDS 
surveillance by State and local health departments. The revised surveillance case definitions 
and associated recommendations become effective . 

INTRODUCTION 

AIDS surveillance has been the cornerstone of national efforts to monitor the spread of 
HIV infection in the United States and to target HIV prevention programs and health care 
services. Although AIDS is the end-stage of the natural history of HIV infection, in the past, 
monitoring AIDS-defining conditions provided population-based data that reflected changes in 
HIV incidence. However, recent advances in HIV treatment have slowed the progression of HIV 
disease for infected persons on treatment and contributed to a decline in AIDS incidence. These 
advances in treatment have diminished the ability of AIDS surveillance data to represent trends 
in HIV incidence or to represent the impact of the epidemic on the health care system. As a 
consequence, the capacity of national, State, and local public health agencies to monitor the HIV 
epidemic has been compromised (1-3). In response to these changes and following consultations 
with diverse constituencies, including representatives of public health, government, and 
community organizations, CDC and the Council of State and Territorial Epidemiologists (CSTE) 
have recommended that all States and Territories include surveillance for HIV infection as an 
extension of their AIDS surveillance activities (4). In this manner, the HIV/AIDS epidemic can 
be tracked more accurately and appropriate information about HIV/AIDS can be made available 
to policymakers. 

This document provides revised case definitions for HFV infection in adults and children 
less than 18 months of age, recommended program practices, and performance and security 
standards for the conduct of HIV and AIDS surveillance by State and Territorial health 
departments. The HIV case definitions were developed in consultation with CSTE and include 
the current AIDS surveillance criteria as a component of the HIV infection case definition (5). 



The recommended program practices and program performance and security standards are based 
on: the established practices of AIDS and other public health surveillance systems; reviews of 
State and local surveillance programs, confidentiality statutes, and security procedures; studies of 
the performance of surveillance systems; ongoing evaluations of determinants of test-seeking or 
test-avoidance in relation to State policies and practices on HIV testing and reporting; and 
discussions at a consultation held by CDC and CSTE in May 1997. A draft of this document was 
made available for public comment in 1998. 

BACKGROUND 

History of AIDS Surveillance 

Since 1981, population-based AIDS surveillance (i.e., reporting of cases and their 
characteristics to public authorities for analysis) has been used to track the progression of the 
HIV epidemic from the initial cases of opportunistic illnesses caused by a then unknown agent in 
a few large cities, to the reporting of 641,086 AIDS cases nationally through 1997 (6-9). The 
AIDS reporting criteria have been periodically revised to incorporate new understanding of HIV 
disease and changes in medical practice (10-13). In the absence of effective therapy for HIV, 
AIDS surveillance data have reliably detected changing patterns of HIV transmission and 
reflected the effect of HIV prevention programs on the incidence of HIV infection and related 
illnesses in specific populations (14-15). Because of these attributes, AIDS surveillance data 
have been used as a basis for the allocation of many Federal resources for HIV treatment and care 
services and as the epidemiologic basis for the planning of local HIV prevention services. 

With the advent of more effective therapy that slows the progression of HIV disease, 
AIDS surveillance data no longer reliably reflect trends in HIV transmission and do not 
accurately represent the extent of the need for prevention and care services (16-17). In 1996, 
national AIDS incidence and AIDS deaths declined for the first time in the HIV epidemic 
(Figure 1). These declines have been primarily attributed to the early use of combination 
antiretroviral therapy to delay the progression to AIDS and death for persons with HIV infection 
(1-3). Revised HIV treatment guidelines recommend antiretroviral therapy for many 
HIV-infected persons in whom AIDS-defining conditions have not yet developed (18-19). In 
response to these changes in HIV treatment practices and the information needs of public health 
and other policymakers, CDC and CSTE have recommended that all States and territories 
conduct HIV case surveillance in addition to AIDS case surveillance (1, 4). 

Current Status of HIV Surveillance 

As of July 1, 1998, 32 States had implemented HIV case surveillance using the same 
reporting system for both HIV and AIDS cases; 3 of these States conduct pediatric surveillance 
only (6) (Figure 2). The 29 States that conduct integrated HIV and AIDS surveillance for adults, 
adolescents, and children report only about one-third of total U.S. AIDS cases. 

In contrast to AIDS case surveillance, HFV case surveillance can provide data to better 
characterize populations newly diagnosed with HFV, particularly those with evidence of recent 
HFV infection such as adolescents and young adults (20- to 24-year-olds) (20-21). Of the 52,690 



HIV infections diagnosed from January 1994 through June 1997 in 25 States that conducted 
name-based HIV surveillance throughout this period, 14 percent were in persons aged 13 to 24 
whereas of 20,215 persons diagnosed with ADDS in the same areas only 3 percent were in 
persons aged 13 to 24. Thus, AIDS case surveillance alone does not accurately reflect the extent 
of the HIV epidemic among adolescents and young adults. Compared with persons reported with 
AIDS, those reported with HIV infection in these 25 States were more likely to be women and 
from racial/ethnic minorities (22) (Table 1). HIV data also show patterns in rates of new 
diagnoses and HIV prevalence that are not affected by changes in treatment. For example, 
between June 1996 and June 1997, AIDS incidence among white men who had sex with other 
men (MSM) decreased more than 30 percent while the number of new HIV diagnoses among this 
population remained unchanged (Figure 3). In these States, as of December 1997, the number of 
persons (140,585) who were living with a diagnosis of HIV or AIDS was 139% greater than that 
represented by the number living with AIDS alone (6). 

Most of the 32 States with name-based HIV case surveillance systems report all 
perinataUy exposed children. These States have used HIV surveillance data to document a sharp 
decline in perinataUy acquired HIV infection, an increase in the proportion of infected pregnant 
women who have been tested for HFV before delivery, and a high proportion of HIV-infected 
pregnant women who accept zidovudine therapy (23-28). These findings all have profound 
policy implications that would not have been as easily or quickly detected using only AIDS case 
surveillance. CSTE and the American Academy of Pediatrics have recommended that all States 
and Territories conduct pediatric HIV surveillance that includes all perinatally-exposed infants 
(29). 

Not all persons infected with HIV are tested, and of those that are, testing occurs at 
different stages of their infection. Therefore, HIV surveillance data provide a minimum estimate 
of the number of infected persons and are most representative of persons who have been 
diagnosed with HIV infection in medical clinics and other confidential diagnostic settings. The 
data represent the characteristics of persons who recognize their risk and seek confidential 
testing, who are offered HIV testing (e.g. pregnant women, clients at sexually transmitted disease 
clinics), who are required to be tested (e.g. blood donors, military recruits), and who are tested 
because they present with symptoms of HIV-related illnesses. CDC estimates that more than 
two-thirds of all infected persons in the United States have been diagnosed with HIV in such 
settings (30). HTV surveillance data do not represent untested persons or those who seek testing 
at anonymous test sites or with home collection kits; such persons cannot be reported through 
confidential HIV surveillance systems. However, the availability of these testing venues is 
highly important in promoting knowlege of HTV status among at-risk populations and provides 
an opportunity for counseling and referrals to appropriate medical diagnosis and care. 

Despite some limitations, HTV and AIDS case surveillance would provide a clearer 
picture of the HIV epidemic than AIDS case surveillance alone. Therefore, CDC and CSTE 
continue to recommend that HIV case surveillance be implemented as part of a comprehensive 
strategy to monitor the epidemic that includes HTV incidence and prevalence surveys, HFV and 
AFDS case surveillance, monitoring HIV-related mortality, supplemental research and evaluation 
studies including behavioral surveillance, and statistical estimation of incidence and prevalence 
of infection and disease. 

AIDS surveillance nationally and HFV surveillance in 32 States is conducted using the 



name-based methods for case ascertainment that are used by other public health information 
systems. A name-based approach allows providers to report cases directly from their name-based 
medical records, facilitates elimination of duplicate case reports, enables cross-matching of HIV 
and AIDS data with other name-based public health data (e.g., tuberculosis surveillance) and 
permits follow-up with providers to collect HIV risk information and other data of public health 
importance. Through follow-up with providers, the AIDS surveillance system has provided an 
effective means to identify rare or unusual modes of HIV transmission, infection with rare strains 
of HIV, and to improve the prevention of AIDS-related opportunistic illnesses (31-35). 

Concerns Regarding HIV Surveillance 

Since 1985, many States have implemented HIV case surveillance as part of their 
comprehensive surveillance programs. The implementation of the 1993 expanded ADDS 
surveillance case definition prompted discussions of the rationale and need for data representing 
HIV-infected persons who did not meet the AIDS-defining criteria. Because many States 
considered implementing HIV reporting, in 1993, CDC held a consultation with public health 
and community representatives to discuss issues and concerns regarding HIV surveillance. 
Community representatives' main concerns were that the security and confidentiality standards of 
surveillance programs may not be sufficient to prevent disclosures of information, and that many 
persons at risk for HIV infection may delay seeking HIV counseling and testing because of these 
confidentiality concerns. The consensus of the consultants was that there were few, if any, 
published studies of sufficient scientific quality to provide objective answers to these concerns. 
Therefore, the consultants identified several areas that required additional research and policy 
development before CDC and CSTE should consider recommending further expansion of HIV 
surveillance efforts. These areas included: the impact of reporting policies on testing practices, 
including the decreased availability of anonymous testing in some States; the role of surveillance 
data in linking reported persons to prevention and care programs; the development of 
recommended uses and standards for the confidentiality of publicly-held HIV and AIDS 
surveillance data; and determining whether alternatives to reporting of patient names would 
reduce confidentiality risks while meeting the needs for surveillance data. In response to the 
consultants' recommendations, CDC initiated several research projects: 1) to assess the effect of 
name-based HIV surveillance on persons' willingness to seek HIV testing; 2) to evaluate the 
performance of non-name-based surveillance systems; and 3) to review program practices and 
legal requirements for the security and confidentiality of State and local HIV/AIDS surveillance 
data. Findings from these projects and expert advice from participants at numerous technical 
meetings and consultations held during the intervening period have informed the policies and 
practices recommended in this document. The interim findings from these projects are 
summarized in the following three sections: 

HIV Surveillance and Testing Behavior 

To determine the effect of changes in reporting policies on actual testing behaviors 



among persons seeking testing at publicly funded HIV counseling and testing sites, CDC and six 
State health departments reviewed data routinely collected from these sites to compare HFV 
testing patterns in the 12 months before and the 12 months after the implementation of HFV case 
surveillance (36). In these areas, the number of HFV tests increased in four States, and decreased 
in two States, however, these declines were not statistically significant (Figure 4). Thus, these 
data do not suggest that, in these States, the policy of expanding HFV case surveillance adversely 
affected test-seeking behaviors. CDC recognizes that careful attention to providing accurate 
public education and factual mass media messages will be important to ensure that adverse 
outcomes do not occur in States that implement HFV case surveillance based on these Guidelines. 

In addition, CDC is supporting ongoing studies by researchers at the University of 
California at San Francisco (UCSF) and participating State health departments to continue to 
identify the most important determinants of test-seeking or test-avoidance among high-risk 
populations and to assess the impact of changes in HFV testing and reporting policies. Efforts to 
expand such studies to all States will assist them in more effectively monitoring the impact of 
changing medical interventions, epidemiology, and HFV case surveillance policies on test- and 
care-seeking behaviors. 

Preliminary data from surveys of high-risk persons about their perceptions and 
knowledge of HFV testing and HIV reporting practices found that few respondents' had 
knowledge of the HFV reporting policy in their State (37-38). In these settings, respondents 
reported high levels of testing, with approximately three-fourths reporting that they have had an 
HFV test. The most commonly reported factors that contributed to delays in seeking testing or 
not getting tested were fear of being diagnosed as having HFV, or belief that they were not at risk 
for HFV infection, factors reported by nearly half of respondents. About one-fifth responded that 
"reporting to the government" was a concern that may have delayed their seeking HFV testing; 2 
percent of the respondents indicated that this was their main concern. Among different risk 
groups, the level of concern about name-based reporting of HFV infections to the health 
department, as the main reason for delaying or avoiding HFV testing, varied slightly; for men 
who have sex with men, the risk group that had the highest level of concern, "reporting to the 
government" was the main concern for 4%. In the context of current changes in State policies, 
the relative importance of various determinants of testing behaviors could change, and CDC will 
continue to assist States to evaluate the impact of policy changes on HFV testing patterns and 
HIV/AIDS surveillance data. 

Surveys of persons reported with AIDS found that persons who recognized their HFV risk 
and sought testing at anonymous testing sites entered care at a significantly earlier stage of HFV 
disease than persons who were only tested in confidential testing sites including those who were 
first tested when they became ill (39). This study emphasizes the importance of anonymous 
testing options in promoting knowledge of HFV status and in accessing care in a timely way. 

HIV Surveillance Based on Non-named Unique Identifiers 

To assess the feasibility of using alternatives to name-based methods for HFV 
surveillance, several States implemented reporting of HFV cases or CD4 laboratory results using 



a variety of numeric codes. Other States considered or tried to conduct case surveillance without 
name-identifiers by using codes that were designed for non-surveillance purposes, e.g. codes that 
were intended for use in tracking patients in case management systems (40). CDC convened a 
meeting of these States in May 1995 that identified operational, technical, and scientific 
challenges in conducting surveillance using non-name codes. In addition, CDC supported 
research to evaluate the performance of a coded unique identifier (UI) in two States that 
implemented a non-name-based HIV case reporting system while maintaining name-based 
surveillance methods for AIDS (41). The evaluations conducted by these States from 1994 to 
1996 indicated that social security number-based UI HIV surveillance systems were limited by 
the ability of providers to complete and forward Ul-based reports, resulting in incomplete 
reporting. The evaluations were also unable to demonstrate that duplicate case reports could be 
reliably eliminated. For the follow-up of Ul-based cases to collect risk and other epidemiologic 
data, providers maintained logs or other forms of documentation linking the UI to the 
name-based medical records. This process may pose additional confidentiality risks if 
physician-held surveillance registries are not protected by State confidentiality statutes or are 
located in non-secure areas. One of the States is continuing to collect case reports and to review 
and evaluate the performance of the UI HIV case surveillance system; the other is seeking to 
amend its regulations to begin name-based reporting of HIV infected persons. 

Confidentiality of HIV Surveillance Data 

In 1994, CDC and CSTE sponsored a review of State confidentiality laws that protect 
HFV surveillance data (42). All States and many localities have legal safeguards of 
confidentiality of government-held health data, and these laws were found to provide greater 
protection than laws protecting the confidentiality of health information held by private health 
care providers in clinical records. Most States have specific statutory protections for public 
health data related to HFV and other sexually transmitted diseases. However, State legal 
protections vary widely and CDC is promoting efforts to enhance and standardize privacy 
protections for public health data, including HFV/AIDS surveillance data. 

CDC has also reviewed State and local security policies and procedures. Since 1981, 
States have conducted AIDS surveillance, and few breaches of security have resulted in the 
unauthorized release of data (43). Because HIV-infected persons are reported earlier in their 
disease course than persons with ADDS and many such persons are remaining AFDS-free for 
longer periods as a result of treatment advances, information about them may be maintained by 
public health surveillance databases for longer periods. This has caused increased concerns 
about confidentiality of surveillance data among public health and community groups. 
Therefore, CDC has issued technical guidance for security procedures that include enhanced 
confidentiality and security safeguards as evaluation criteria for Federal funding of State 
HIV/AEDS surveillance activities (44). The receipt of Federal surveillance funding is dependent 
on the recipient's ability to ensure the physical security and the confidentiality of case reports. 
At the Federal level, HFV/AIDS surveillance data are protected by several Federal statutes, and 
privacy is also ensured by the removal of names and the encryption of data transmitted to CDC. 
Based on the importance of maintaining the confidentiality of persons who are diagnosed as 
HIV-infected by public and private health care providers, CDC is recommending additional 
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practices to enhance the security and confidentiality of HIV and AIDS surveillance data. 

HIV AND AIDS SURVEILLANCE GUIDELINES 

HIV/AIDS Surveillance Case Definitions for Children and Adults 

CDC, in collaboration with CSTE, has established new HIV and AIDS case definitions 
that include revised surveillance criteria for HFV infection and that incorporate the surveillance 
criteria for AIDS (10,13,45) (Appendix). HIV and AIDS surveillance reports forwarded to CDC 
should be based on these surveillance criteria. The HIV and AIDS surveillance case definitions 
for adults, adolescents, and children greater than or equal to 18 months of age includes laboratory 
and clinical evidence specifically indicative of HTV infection and severe HIV disease (AIDS). 
The HTV surveillance case definition for children less than 18 months of age updates the 
definition in the 1994 revised classification system based on recent data on the sensitivity and the 
specificity of HTV diagnostic tests and clinical guidelines for Pneumocystis carinii pneumonia 
(PCP) prophylaxis for children (13, 46-55) and for the use of antiretroviral agents for pediatric 
HTV infection (56). This definition will apply to children less than 18 months of age, except for 
those who acquired HIV infection through modes of transmission other than perinatal 
transmission (e.g., blood/blood product recipients). The revised surveillance case definitions will 
become effective . 

HIV and AIDS Case Surveillance Practices 

The following recommended practices update previous recommendations for State and 
local HTV reporting systems and are revisions to the CDC Guidelines for HIV/AIDS Surveillance 
released in April 1996 as a technical guide for State and local HTV and AIDS surveillance 
programs (20,44). 

Recommended Surveillance Practices 

All State and local programs should collect a standard set of surveillance data for all cases 
that meet the reporting criteria for HTV infection and AIDS. The standard data set 
includes the (i) patient identifier, (ii) earliest date of diagnosis for HTV infection, (iii) 
earliest date of diagnosis of an AIDS-defining condition, (iv) demographic information 
(date of birth, race/ethnicity, sex) and residence (city, State) at diagnosis of HTV and 
AIDS, (v) HTV risk exposure, (vi) facility of diagnosis, and (vii) date of death and State of 
residence at death. In addition to this information, the date of HTV diagnostic testing and 
the results of these tests should be collected for all infants with perinatal exposures to 
HTV. To address specific public health information needs, local surveillance programs 
may cross-match HTV and AIDS surveillance data with other public health data, such as 
for tuberculosis, and collect supplemental surveillance data on all or a representative 
sample of cases. CDC will provide technical assistance and standardized surveillance 
methods to assist in the collection of supplemental surveillance information. Surveillance 
information, without patient identifiers, should be encrypted and forwarded to CDC 



through the HIV/ADDS Reporting System, as is current practice. 
Published evaluations of non-name based HIV surveillance in two States (41) together 
with results of meetings and consultations with States that have considered or used 
non-name identifiers have highlighted operational difficulties with these systems. Based 
on published evaluations, CDC has concluded that name-based HIV/AIDS surveillance 
systems are the most likely to meet the necessary performance standards (22, 57-61) as 
well as to serve the purposes for which surveillance data are required. Therefore, CDC 
advises that State and local surveillance programs use the same name-based approach for 
HFV surveillance as is currently used for AIDS surveillance nationwide. However, CDC 
recognizes that some States have adopted, and others may elect to adopt, non-name case 
identifiers for the public health reporting of HIV infection. CDC will provide technical 
assistance to all State and local areas to continue or establish HIV and AIDS surveillance 
systems and to evaluate their surveillance programs regardless of whether they use name 
or non-name based identifiers. 
HFV and AIDS surveillance should be used to identify rare or previously unrecognized 
modes of HFV transmission, unusual clinical or virologic manifestations, and other cases 
of public health importance. CDC will provide technical assistance to State and local 
health departments conducting such investigations and will revise public health 
recommendations based on the findings, as appropriate. 

• HFV and AIDS case surveillance efforts should be directed toward the collection of data 
from all private and public sources of HIV-related testing and care services. 
Laboratory-initiated surveillance methods should be used to collect information for cases 
that meet the laboratory reporting criteria for HIV infection and AIDS. Statistics 
regarding persons who are tested anonymously should not be reported through the HFV/ 
AFDS Reporting System. These test results are reported anonymously to the HFV 
Counseling and Testing database. HIV-infected persons who are initially tested 
anonymously are only eligible to be reported to HFV/AFDS surveillance after they have 
been diagnosed by a health care provider and have test results or clinical conditions that 
meet the HFV and AIDS reporting criteria. 

• All State and local surveillance programs should regularly publish, in print or 
electronically, aggregated HFV and AIDS surveillance data in a format that facilitates the 
use of these data by Federal, State, and local public health agencies; HFV Prevention 
Community Planning groups; academic institutions; providers and institutions that have 
reported cases; community-based organizations; and the general public. The presentation 
of surveillance data should be consistent with established policies for data release that 
preclude the direct or indirect identification of a person with HFV or AFDS. 

• All State and local surveillance programs should conduct regular ongoing assessments of 
the performance of the surveillance system and redirect efforts and resources to ensure 
timely reporting of complete, representative, and accurate data. CDC will provide 
technical assistance and standardized evaluation methods to assist States in achieving the 
highest possible level of performance. 

Performance Standards 



• For the provision of accurate and timely data to monitor HIV and AIDS trends and to 
ensure a reliable measure of the number of persons in need of HIV-related prevention and 
care services, State and local HFV/AIDS surveillance systems must use reporting methods 
that provide complete (>85 percent) and timely (>66 percent of cases reported within 6 
months of diagnosis) case reporting and unduplicated (<5 percent duplicate case reports) 
surveillance data. At least 85 percent of cases, or a representative sample, should have 
HFV risk information after epidemiologic follow-up is completed. All HFV and AIDS 
surveillance systems should collect the recommended standard data in a reliable and valid 
manner, allow matching to other public health databases (for example, death registries) to 
benefit specific public health goals, and allow identification and follow-up of individual 
cases of public health importance. 

• To assess the quality of HFV and AIDS case surveillance as specified in the performance 
standards, States and local surveillance programs must conduct periodic evaluations that 
include the use of at least one appropriate population-based data source (e.g., National 
Death Index) that is not used for routine case-finding. Program evaluations should also 
measure the potential impact of HFV surveillance on test-seeking patterns and behaviors 
and review the extent to which surveillance data are being used for planning, targeting, 
and evaluating HFV prevention programs and services. The goal of these performance 
evaluations is to enhance the quality and usefulness of surveillance data for public health 
action. During the next several years, CDC will assist States in transitioning from an 
AIDS-only surveillance program to an integrated HFV and AFDS surveillance system. 
CDC will assist States conducting HFV and AIDS surveillance to evaluate current 
performance levels, institute revised program operations and policies as necessary, and 
then reassess performance. CDC will evaluate and award proposals for Federal funding 
of State and local surveillance programs based on their capacity to meet these 
performance standards following this transition period. At that time, CDC will require 
that States adopt surveillance methods that will enable them to achieve the standards. 

Recommended Security and Confidentialitv Practices 

• State and local programs should have a description of their security policies and 
procedures available for external review. CDC will require that State and local areas 
include their security policy in applications for Federal surveillance funds. 

• For optimal security, data should be maintained on a single electronic HFV and AIDS 
surveillance registry. In accordance with local laws, other files-paper and electronic 
(except for a backup for the central system)~that contain personal identifying information 
should be eliminated. All States should continue the established practice of not including 
personal identifying information in the HFV and AIDS surveillance data forwarded to 
CDC. 

• State and local health departments should review their data retention policies. Policies 
should provide the flexibility to remove cases that were reported in error. State and local 
programs should also consider removing the names from surveillance records that no 
longer serve a public health purpose and to identify these cases through other means such 
as the use of the alpha-numeric code scheme currently used in HFV and AIDS 
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surveillance, date of birth, and other data routinely collected in case reports. 
• State and local health departments should also review their confidentiality statutes to 

determine whether additional protections should be put in place before the 
implementation of HIV case surveillance. State and local confidentiality laws should 
include (i) the objectives of the collection of personal identifying information; (ii) the 
public health officials who have access to surveillance information and the justification 
for this access; (iii) the procedures, including time frame, for expunging personal 
identifiable information when no longer needed for the stated purposes; (iv) the 
safeguards against disclosing HIV and AIDS case surveillance data through subpoena or 
court order; and (v) the significant civil or criminal penalties for breaches of 
confidentiality. The confidentiality laws should protect surveillance data that are 
transmitted (in a secure and confidential manner consistent with CDC's HIV/AIDS 
surveillance program requirements) to other public health programs as part of evaluation 
studies or for follow up of cases of special public health importance. The penalties under 
law for violation of privacy and security should apply to all recipients of HIV and AIDS 
case surveillance information. 

Security and Confidentialitv Standards 

The security and confidentiality policies and procedures of State and local surveillance programs 
should be consistent with CDC standards for surveillance programs. The following standards 
must be met as a condition of Federal HIV and AIDS surveillance funding: 

• CDC requires that electronic HIV/AIDS surveillance data be protected by computer 
encryption during data transfer. Paper or unencrypted electronic case reports forwarded 
by providers should be used by surveillance staff to update the central surveillance 
registry and then should be destroyed. 

• CDC requires that HIV and AIDS surveillance records be located in a physically secured 
area to limit and control access to surveillance records, and be protected by coded 
passwords and computer encryption. To further enhance security and confidentiality of 
the data, the use of a double-key encryption and decryption system, in which identifying 
information encrypted by the States using the first key can only be decrypted for access 
using the second key to be held by CDC, can be implemented by States using methods 
recommended by CDC. The key held by CDC will be protected by an Assurance of 
Confidentiality under Section 308(d) of the Public Health Service Act. Under this 
Assurance, the second CDC-held key would preclude States from accessing or releasing 
the HIV/AIDS surveillance data for non-public-health purposes. 

• CDC requires that access to the HIV/AIDS surveillance registry be restricted to a 
minimum number of authorized surveillance staff who have been trained in 
confidentiality procedures and who are aware of penalties for unauthorized disclosure of 
surveillance information. The State Health Officer or other designated authorizing 
official should specify the persons who have access to confidential HIV/AEDS 
surveillance data and the duties to be conducted. Audit systems should be established to 
monitor access to and use of surveillance data. Non-surveillance personnel should not 
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have access to HIV and AIDS surveillance files. 
If State and local health departments develop data bases from the cross-matching of 

HIV/AIDS surveillance data with other surveillance data, HIV and AIDS surveillance 
records must not be used i f the cross-matched data bases do not have equivalent security 
and confidentiality protections and penalties for unauthorized disclosure as those for the 
HIV and AIDS surveillance data. Such cross-matched data bases should use the 
minimum amount of surveillance data necessary to accomplish the specific public health 
activity. 
The use of HIV and AIDS surveillance data for research purposes must be approved by 
appropriate institutional review boards, and researchers should sign confidentiality 
statements. HIV and AIDS surveillance data made available for epidemiologic analyses 
must not include names or other identifying information. State and local data release 
policies should ensure that the release of data for statistical purposes does not result in the 
direct or indirect identification of persons reported with HFV and AIDS. If a breach of 
confidentiality occurs, State and local health departments should impose personnel 
sanctions and criminal penalties as appropriate. 
State and local health departments must investigate potential breaches of confidentiality, 
and impose personnel sanctions and criminal penalties as appropriate. All breaches of 
confidentiality are to be reported to CDC immediately. CDC will provide technical 
assistance to State and local health departments' investigations of such incidents, develop 
recommendations for improvements in local security measures, and provide oversight to 
monitor changes in program practices. 

Relationship to HIV Prevention and Care Programs 

• The implementation of HIV case surveillance should not interfere with HIV prevention 
programs, including those that offer anonymous HIV counseling and testing services. 
Unless prohibited by State law or regulation, CDC requires that States and local areas 
provide opportunities to receive anonymous HIV counseling and testing services as a 
condition of Federal funding for HIV prevention. CDC strongly recommends that States 
prohibiting anonymous HIV testing change this practice, given the overriding public 
health objective of encouraging knowledge of HIV serologic status. 

• All HIV testing services should continue to be voluntary and preceded by informed 
consent in accordance with local laws (62). 

• All persons who are diagnosed with HIV infection should be referred to programs that 
provide HFV care, treatment, and comprehensive prevention case management services. 
Provider-based referrals of patients to prevention and care services provide a timely, 
effective, and efficient means of ensuring that individuals who have been diagnosed with 
HIV receive needed services. The primary function of HFV and AIDS surveillance is the 
collection of accurate and timely epidemiologic data; therefore, State and local HFV and 
AIDS case surveillance programs are not directed by CDC to share individual case reports 
with prevention or care programs, including those that provide partner notification 
assistance, case management, and other services for individual clients. Although some 



12 

areas have established direct linkages between surveillance and specific prevention 
programs, such linkages do not necessarily improve the provision of HIV prevention and 
care services. Areas that elect to establish such linkages must seek the concurrence of 
their prevention and care planning groups, require that recipients of surveillance 
information be subject to the same penalties for unauthorized disclosure as surveillance 
personnel, and evaluate the effectiveness of this public health approach. 

COMMENTARY 

The Surveillance Case Definition for HIV Infection and AIDS 

The revised HIV and AIDS surveillance case definition integrates HFV and AIDS 
reporting criteria in a single case definition and incorporates new laboratory tests in the 
laboratory criteria for HFV case reporting. For adolescents and adults, the 1999 HFV and AIDS 
case definition includes viral detection tests that were not commercially available when the case 
definition was revised in 1993. The revised case definition for HFV infection also permits the 
reporting of cases based on the result of any test licensed for the diagnosis of HFV infection in the 
United States. Although the reporting criteria generally reflect the recommendations for the 
diagnosis of HFV infection, the HFV reporting criteria are for public health surveillance and are 
not designed for making a diagnosis for an individual patient. The laboratory criteria include the 
serologic HFV tests described in the clinical standards for HFV diagnosis (63-64). 

The pediatric HFV reporting criteria include criteria for monitoring all children with 
perinatal exposures to HFV and reflect recent advances in diagnostic approaches that permit the 
diagnosis of HFV infection in the first months of life. With viral detection tests, HFV infection 
can be detected in nearly all infants 1 month of age or older. The timing of the HFV serologic 
and viral detection tests and the number of viral detection tests in the definitive and presumptive 
criteria for HFV infection are based on the recommended practices for the diagnosis of infection 
in children less than 18 months of age and on evaluations of the performance of these tests for 
children in this age group (46-55). 

The clinical criteria in the HFV and AIDS case definition are included to ensure the 
complete reporting of cases with documented evidence of HFV infection or AIDS-defining 
conditions. The AIDS-defining conditions are included as part of the integrated HFV and AFDS 
surveillance criteria. The presumptive and definitive AFDS-defining criteria have not been 
revised since 1993 and continue to include the laboratory markers of severe HIV-related 
immunosuppression and the opportunistic illnesses indicative of severe HIV disease. The 
development of AIDS-related opportunistic illnesses greatly increases mortality risks. Almost all 
deaths among persons with HFV infection are caused by AIDS-related opportunistic illnesses 
(65). 

Effect of National HIV Case Surveillance on Reporting Trends 

The changes in the HFV reporting criteria will have little effect on reporting trends in 
States already conducting HFV case surveillance. The number of HIV cases reported nationally 
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will increase primarily because of the implementation of HIV surveillance by the remaining 
States and local areas. Many of the States that will be implementing HFV case surveillance in the 
future have high AIDS incidence rates. Similar to the effect on AIDS surveillance trends after 
the implementation of the revised reporting criteria in 1993, the initiation of HIV surveillance by 
additional States may result in a sudden and large increase in HTV case reports (66). Based on 
CDC's estimates that approximately 220,000 HIV-infected persons without AIDS-defining 
conditions have been tested confidentially and reside in States that do not currently conduct HTV 
case surveillance (30), it is possible that this many persons could be reported with HTV infection 
from these States in 1999. However, it is more likely that reporting of prevalent HTV infections 
will be spread over several years and that the annual increases will be more modest. Initially, 
most case reports will represent persons whose HTV infection was diagnosed before HTV 
surveillance was implemented. As the reporting of prevalent HTV cases is completed, the 
number of HTV case reports will decrease and case reports will increasingly represent persons 
with recent diagnosis of HTV infection. 

To facilitate the interpretation of HTV surveillance data given that CDC promotes the 
continued availability of anonymous testing options, evaluations of HTV and AIDS surveillance 
systems will include assessments of the number of persons reported whose infection was initially 
diagnosed at an anonymous site and the time before these persons entered clinical care for their 
infection. These evaluations will be useful in determining the representativeness of HTV 
surveillance data, as well as the effectiveness of program efforts to refer persons into care 
services after diagnoses of HTV infection in anonymous settings. 

AIDS trends have declined nationally; however, because the AIDS surveillance trends are 
affected by HTV incidence, as well as the effect of treatment on the progression of HTV disease, it 
is not possible to predict future AIDS trends. AIDS surveillance will continue to be important in 
evaluating access to care for different populations and identifying changes in trends that might 
signal a decrease in the effectiveness of treatment. The long-term benefits of antiretroviral 
therapy and antimicrobial prophylaxis for AIDS-related illnesses continue to be defined, and 
various factors, such as access, adherence, treatment costs, and viral resistance will influence the 
utilization and effectiveness of these therapies and their effects on AIDS incidence and mortality 
trends (67-69). 

HIV and AIDS Surveillance Practices 

Laboratories will be an increasingly important source of information from which to 
initiate reporting. HTV infection is frequently diagnosed in the outpatient clinical setting, and 
laboratory-initiated reporting will be particularly useful in identifying outpatient sources of HFV 
testing (60). Although contact with individual providers is necessary to complete the reporting 
process, the routine collection of data from laboratories and managed care organizations 
promotes simplicity and efficiency of case reporting to local surveillance programs. 

Performance criteria for HTV and AIDS surveillance are necessary to ensure that 
surveillance data are of sufficient quality to target prevention and care resources and to detect 
emerging trends in the HTV epidemic. Evaluations of HFV and AIDS surveillance programs have 
shown that areas should be able to meet these performance criteria (57-61). According to these 
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evaluations, the completeness of HIV surveillance (79 to 95 percent) and AIDS surveillance (85 
to 100 percent) is high and reporting is timely with nearly one-half of AIDS cases and 
three-quarters of HFV cases reported to the national HIV/AIDS reporting system within 3 months 
of diagnosis (6). In 1996, CDC estimated that the duplication rate of HFV and AIDS cases 
reported from different States to the national surveillance data base was less than 3 percent and 2 
percent, respectively (24). The performance criteria also reflect the need for public health 
surveillance systems to serve as a basis for the identification and follow-up of cases of public 
health importance. Based on evaluation studies of non-name-based case identifiers and the 
current infrastructure of State and local health departments, name-based methods for collecting 
and reporting public health data provide the most feasible and reliable means for ensuring timely, 
accurate, and complete reporting of persons diagnosed with HFV and AIDS. Name-based 
reporting facilitates follow-up of perinatally-exposed infants to determine their infection status 
and of persons reported with HFV to determine progression to AIDS and vital status. 

The Security and Confidentiality of HIV and AIDS Surveillance 

The revision of the HFV reporting criteria provides an opportunity to review and 
strengthen State and local confidentiality laws and regulations. Although State HFV and AIDS 
surveillance confidentiality laws and regulations adequately protect privacy compared with the 
statutory protections of other health care data. State statutes differ in the degree of privacy 
protections afforded health information and the criteria for permissible disclosures of personal 
information. Most State statutes describe some permissible disclosures of public health 
information. To help ensure uniform confidentiality protections, CDC, CSTE, ASTHO, the 
National Conference of State Legislatures, and the Georgetown/Johns Hopkins Public Health 
Law Project are conducting a model State privacy law project. This project is developing model 
legislative language to protect confidential, identifiable information held by State and local 
public health departments against unauthorized and inappropriate use while still allowing the use 
of surveillance information to accomplish legitimate public health objectives. This process is 
projected to be completed by the end of 1998, and States that plan to implement HFV case 
surveillance should consider adopting the model legislation. 

Although HFV and AIDS surveillance systems have exemplary records of security and 
confidentiality, it is essential for all programs to identify ways to strengthen data protection 
because of the greater sensitivity of HFV case surveillance compared with that of AFDS case 
surveillance alone. The revised security requirements are based on a CDC review of the security 
practices of all State HFV and AFDS surveillance systems. The revised security standards will 
result in a reduction in the number of name-based surveillance registries and limitations on how 
these registries are used. CDC continues to conduct evaluations of methods to further enhance 
data security, including the use of coding and encryption of data collected in the HFV and AFDS 
reporting system. Based on these evaluations, CDC will provide technical guidance to facilitate 
the use of this approach by project areas. 

HIV Prevention and Care 

CDC has published guidelines concerning the provision and targeting of HFV counseling 
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and testing services (19, 27, 70-72), and provides support for most public sources of HIV testing. 
The availability of anonymous HIV testing services may be particularly important for persons 
who delay seeking testing because of a concern that others may leam of their serologic status. 
Studies have shown that the availability of anonymous HFV testing is associated with increased 
numbers of persons seeking testing services (73-76). Anonymous HIV testing services are a 
required element of federally supported prevention programs unless prohibited by State law or 
regulation. Currently, 39 States, Puerto Rico, and the District of Columbia provide anonymous 
HIV testing services. 

CDC advises that the decision about linkage between surveillance systems and prevention 
and care services, such as partner counseling and referral services (i.e. partner notification 
activities), be made at the local level. Voluntary partner notification services provide HIV 
counseling and testing to persons who may be unaware of HIV risk exposures, and these services 
are a required component of federally sponsored HIV prevention programs (77-78). All such 
prevention services are feasible, and in well-managed programs have been highly effective 
without being directly linked to HIV or AIDS surveillance data. Translating surveillance data 
into prevention priorities and programs requires informed decision-making by public health and 
community partners through the HIV Prevention Community Planning process which should 
guide whether and how such linkages are achieved. Such linkages should neither compromise 
the quality and security of the surveillance system nor compromise the quality, confidentiality, 
and voluntary nature of HIV prevention services. The primary function of HIV and AIDS 
surveillance remains the provision of accurate epidemiologic data for public health information, 
planning, and evaluation. 

Persons who have been diagnosed with HIV infection at either confidential or anonymous 
test sites should be promptly referred to facilities that provide confidential HIV care. Although 
not directly responsible for the delivery of medical care, CDC provides Federal direction for 
State and local programs that facilitate the referral of HIV-infected persons from counseling and 
testing centers and health education/risk-reduction programs to HIV care facilities. CDC has 
strengthened its technical assistance to HIV counseling and testing grantees to improve the 
referral system between HIV testing sites and care programs, in part by increasing coordination 
with the Health Resources Services Administration (HRSA) and the Ryan White CARE Act 
grantees. To provide further guidance, CDC has also undertaken a project to develop model 
contract language for Medicaid programs that serve people with HIV. 

CONCLUSION 

The implementation of a national surveillance network to include both HFV and AIDS 
surveillance is a necessary response to epidemiologic trends and new standards for HFV care. 
Integrated HFV and AIDS surveillance programs will provide data to characterize persons newly 
diagnosed with HFV infection, including those with evidence of recent infection, persons with 
severe HFV disease (AIDS), and those succumbing to HFV and AFDS. The revised HFV 
surveillance case definitions and the establishment of performance criteria will promote uniform 
case ascertainment and will ensure that the surveillance data are of sufficient quality for effective 
planning and allocation of resources for prevention and care programs. The successful 
implementation of HFV and AFDS surveillance will require that State and local areas further 
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ensure the security and confidentiality of surveillance data. This can be promoted through 
enhancements to data systems and confidentiality policies, training and management of public 
health personnel, and by use of the HIV Prevention Community Planning process to determine 
the appropriate use of surveillance data by prevention and care programs. 
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BOX. Revised Surveillance Case Definition of HIV Infection (including AIDS)* 
This revised definition of HIV infection, which applies to any type of HIV (e.g., HIV-1, HIV-2), is 
intended for public health surveillance only. The revised criteria for HIV infection update the 
definition of HIV infection implemented in 1993 (10); the revised HIV criteria apply to 
AIDS-defining conditions (10) that require laboratory evidence of HIV. This definition is not 
presented as a guide to clinical diagnosis or for other uses (10,12). 

I. In adults, adolescents, or children_>18 months of age, a reportable case of HIV 
infection meets any of the following criteria: 

Laboratory Criteria 
• Positive result on a screening test for HFV antibody (e.g., repeatedly reactive 

enzyme immunoassay) followed by a positive result on a confirmatory (sensitive 
and more specific) test for HIV antibody (e.g., Western blot or immunofluorescence 
antibody test), OR, 

• Positive result on any of the following HIV virologic detection (non-antibody) tests: 
HIV nucleic acid (DNA or RNA) detection (e.g. DNA polymerase chain 
reaction (PGR), plasma HIV-1 RNA levels)# 
p24 antigen test, including neutralization assay 

• Virus isolation (culture) 
OR 
Clinical Criteria (if the above criteria are not met) 

Diagnosis of HIV infection documented in a medical record by a physician, OR, 
Conditions that meet criteria included in the case definition for AIDS (10,12) 

II. In a child <18 months of age, a reportable case of HIV infection meets any of the 
following criteria: 
Laboratory Criteria 
Definitive 

Positive results on two separate determinations (excluding cord blood) from one or 
more of the following HIV virologic detection (non-antibody) tests: 

HIV nucleic acid (DNA or RNA) detection# 
• p24 antigen test, including neutralization assay 

Virus isolation (culture) 
OR 
Presumptive 

Positive results on only one (excluding cord blood) of the definitive HIV virologic 
detection tests 

OR 
Clinical Criteria (if the above criteria are not met) 

Diagnosis of HIV infection documented in a medical record by a physician, 
OR, 

Conditions that meet criteria included in the 1987 pediatric surveillance case 
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definition for AIDS (12,13) 

HI. A child <18 months of age born to an HIV-infected mother will be categorized for 
surveillance purposes as not infected with HIV according to any of the following 
criteria: 
Laboratory Criteria 
Definitive 

At least two negative HIV antibody tests from separate specimens obtained 
at > 6 months of age, OR, 
At least two negative HIV virologic detection tests** from separate specimens, both 
of which were obtained at >1 month of age and one of which was drawn at >4 
months of age 
AND 
No other laboratory or clinical evidence of HIV infection (i.e., has not had 

any positive virologic test results, if performed, and has not had an 
AIDS-defming condition) 

OR 
Presumptive 

One negative result from an HIV antibody test performed at_>6 months of age, OR, 
One negative HIV virologic detection test** performed at >4 months of age, OR, 
One positive HIV virologic detection test with at least two later negative tests**, at 
least one of which is after 4 months of age; or negative HIV antibody test results, at 
least one of which is at >6 months of age. 

OR 
Clinical Criteria 

Determined by a physician to be uninfected, and a physician has noted the results of 
the preceding HIV diagnostic tests in the medical record 
AND 
No other laboratory or clinical evidence of HFV infection (i.e., has not had any 
positive virologic test results, if tests were performed, and has not had an 
AIDS-defining condition) 

IV A child <18 months of age born to an HIV-infected mother will be categorized as 
having indeterminate HIV infection if the child does not meet the criteria for HIV 
infection (II) or the criteria for the absence of HIV infection (III). 

*The revised surveillance criteria for HIV infection were approved and recommended by the 
membership of the Council of State and Territorial Epidemiologists (CSTE) at the 1998 annual 
meeting. Draft versions of these criteria were previously reviewed by state HIV/AIDS surveillance 
staffs, CDC and CSTE laboratory experts; in addition the pediatric criteria were reviewed by an 
expert panel of consultants. 
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#Plasma viral RNA nucleic acid tests should not be used as screening tests for the purpose of 
diagnosing HIV infection. 

** HIV nucleic acid (DNA or RNA)detection tests are the virologic methods of choice to exclude 
infection. Although HFV culture can be used for this purpose, it is more complex and expensive to 
perform and is less well standardized than nucleic acid detection tests. The use of p24 antigen 
testing to exclude infection is not recommended because of its lack of sensitivity. 



D R A F T : December 17.1999 

Dear Addtessee; 

Human immunodeficiency vim* (HTV) ease surveillance serves critical public health goals as 

have been detailed in the Guidelines for National HIV Case Surveillance and accompanying 

materials. For example, HTV case surveiUance enhances local, State, and Federal efforts to 

prevent HIV transmission. It also helps public health authorities evaluate the impact of public 

health mtervetitionE. 

On December 10, 1999, the Centers for Disease Control and Prevention (CDC) published 

"Guidelines for National HIV Case Surveillance. Including Monitoring for HTV Infection and 

Acquired Immunodeficiency Syndrome" in the Morbidity and Mortality Weekly Report (MMWR) 

Recommendations and Reports. These Guidelines can be accessed at ̂ vww.cdcgov. The 

Guidelines include a revised case definition for HTV infection in adults and children, 

recommended surveillance program practices, and perfonnance and security standards for 

conducting HIV/AIDS surveillance by local. State, and territorial health departments. Hiv cass 

surveillance must also protect the confidentiality of personal data. The purpose of this letter is to 

clarify and emphasize key points in the Guidelines related to confidentiality and security. 

As you may be aware, on November 3,1999, the Department of Health and Human Services 

(HHS) published a Notice of Proposed Rule Making regaTding Standards for Privacy of 

Individually Identifiable Health Information. This proposed rule is mandated by the Health 

Insurance Portability and Accountability Act of 1996 (HIPAA). The rule provides privacy 

protections for personal medical infoimation held hy covered health care providers, health plans, 

and health care clearinghouses. The proposed rule would not preempt State public health 

reporting laws or more stringent State privacy protections-
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To help ensure the security and confidentiality of HIV sutveillanee data under State 

confidentiality laws, the CDC Guidelines include a recommendatian that States and temtories 

consider implementing the "Model Public Health Privacy Act" (Model Act), if necessary, to 

strengthen their current public health laws. This Model Act was developed by Georgetown 

University, at the request of the Council of State and Tertitorial Epidemiologists (CSTE). to 

ptotnote minimum standards for the protection of publicly held public health surveillance data 

The provisions of the Model Act would eohance the cotiftdentiality of surveillance data, 

strengthen statutory protections against disclosure, and preclude the unauthorized use of 

surveillance data. 

Additionally, the Model Act contains strong penalties ibr unauthorized disclosure of personal 

identifying data by public officials. It also penmts access to civil remedies (e.g. compensatory 

and punitive damages) to any person aggrieved by disclosure of protected health information in 

violation of the Model Act As part of the surveillance program. CDC offers to States the option 

of requesting that CDC and the State jointly restrict access to HIV/AIDS surveillance data 

through the implementation of a dually-held cnctyptioti-decryption code that would be legally 

protected under a Federal assurance of confidentiality as authorized under Section 308(d) of the 

Public Health Service Act 42 U.S.C. §242m(d). 

In addition to legal protections of surveillance data, CDC's HIV Surveillance Guidelines set forth 

minimum standards for the security of HIV/AIDS surveillance data to establish a minimum level 

nationwide, consistent with individual State laws. The security requirements were developed 

with input from the States following visits by CDC staff to all State health departments. CDC 

provided 1998 supplemental fiinding to States, to help them comply with the standards. States 

arc required to meet these standards in order to receive Federal funds under the HIWAIDS 

surveillance cooperative agreement effective January 1,2000, the same date tbe Guidelines 

become effective. All States have met CDC's minimum security ruquirements by providing 

CDC with a written certification and designating an Overall Responsible Party for the security 

and confidentiality ofHTWAlDS Burveillancc data. 
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Two key points in the Guidelines Minimum Security and Confidentiality Standards are 
highlighted below; 

Access to the HIWAIDS surveillance registry should be restricted to a minimum number 

of authorized surveiUance staff, who are designated by a responsible authorizing official, 

have been trained ifi confidentiality procedures, and arc aware of the penalties for 

unauthorized disclosure of surveillance information. The State Health Office or other 

designated authorizing official should specify the persons who have access to confidential 

HIWAIDS surveillance data and the duties to be conducted. Audit systems should be 

established to monitor access to and use of surveillance data. Non-survefflaucc personnel 

should not have access to Hiv and AIDS surveillance files. 

State and local health departments must investigate potential breaches of confidentiality, 

and impose personnel sanctions and criminal penalties as appropriate. All breaches of 

confidentiality are to be feported to CDC immediately. CDC will provide technical 

assistance to State and local health departments' investigation of such incidents, develop 

recommendations for improvements in local security measures, and provide oversight to 

monitor changes in program practices. 

CDC recognizes that some States have elected and others may elect to use patient codes when 

implementing HJV case reporting. Regardless of the type of patient identifier (names or codes) 

that States use, CDC will provide funds to any State whose reporting system meets the 

qualifications set out in the Guidelines. CDC will work with States that wish to develop nor-

namc-based reporting systems that qualify for Federal fiinding. CDC will also share information 

on these reporting systems with other interested States. CDC affirms its commitment to the 

security and confidentiality of personally identifying HIV/AIDS surveillance data by 
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recomttiending the Model Act for consideratiofl by Slates where existing State statutes are less 

stringent, and by requiring States to tnoct minimum s xurity standards. 

Sincerely, 

Jeffrey P. Koplan, M.D., M.P.H. 
Director 
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