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Questi on:

“What changes to the 
California HIV surveillance 

system would ensure that 
the names-based system 

accurately refl ects the HIV 
case load in the state?”

Background: It is criti cal that 
California’s Names-Based Reporti ng 
System be as robust as possible 
in order to insure that California 
receives its fair share of federal HIV/
AIDS resources. How the federal 
government allocates these resources 
is based on the number of cases in 
the HIV/AIDS names-based registry. 
Cases are reported by physicians or 
laboratories to the County in which 
they are located, and the County 
confi rms a case and then reports the 
person’s name to the state. The state 
collects these names in its registry 
and reports numbers of confi rmed 
HIV/AIDS cases to the federal 
government, but does not report 
the names themselves. California 
has collected AIDS cases by name 

since 1982, but put in place in 2002 a 
code-based system for reporti ng non-
AIDS HIV cases that did not include 
names. However, beginning in 2006, 
California became one of the last 
states to adopt names reporti ng for 
non-AIDS HIV cases. This change was 
made not only for sound public health 
reasons, but because beginning in 
2013, Ryan White Comprehensive 
AIDS Resources Emergency (CARE) 
Act  (RWCA) funding, including the 
funding for the AIDS Drug Assistance 
Program (ADAP)  will be based solely 
on cases reported by name to the 
state. 

Recognizing the importance of this 
issue, the California Legislati ve 
Analyst’s Offi  ce (LAO), which advises 
the Legislature, published a report 
in February of 2010 that explained 
the names-based reporti ng system 
and off ered recommendati ons for 
improvement. The report noted that 
there is no systemati c requirement 
to assure reporti ng the names of 
individuals receiving  drugs through 
ADAP to the state’s surveillance 
database.  The LAO esti mated that 
several thousand HIV-positi ve persons 
may now be receiving various state 
services but are not yet counted by 
name in the surveillance system. The 
LAO report concluded that “…the 

State’s fairly recent shift  to a names-
based surveillance database means 
that its data on the number of HIV 
cases is not complete, putti  ng it at 
a major disadvantage in receiving 
federal funds to combat the disease. 
Eff orts to enhance the number of 
cases reported will increase the 
State’s competi ti veness for federal 
funding for HIV and AIDS…..We [LAO] 
recommend that the OA develop a 
process to cross-check the records of 
individuals in state-supported HIV and 
AIDS programs to ensure that they 
are included within the surveillance 
database and modify electronic 
reporti ng rules that apply to other 
diseases to HIV cases.” OA responded 
to the LAO’s recommendati ons, 
stati ng that “Current gaps in the 
surveillance system as noted in the 
LAO report may be due more to 
statutory and regulatory limitati ons 
rather than from surveillance 
practi ce ineffi  ciencies or missed 
opportuniti es” and went on to add 
that “We [OA] expect that California 
will be able to switch to submitti  ng 
only names-based HIV counts in 
the federal year 2012 award cycle 
(beginning October 1, 2011). This 
cycle will use 2010 data, and we [OA] 
anti cipate that our 2010 names-based 
data will be as or more complete than 
the combinati on of code-based and 
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names-based cases.” 

A second factor that may result in 
California’s not receiving its fair share 
of funding is the Center for Disease 
Control and Preventi on (CDC)’s policy 
of att ributi ng a case to the state in 
which the person was diagnosed, 
without taking into considerati on 
migrati on between states. Thus, 
a person diagnosed with HIV in 
Massachusett s who subsequently 
moves to California conti nues to be 
counted in Massachusett s’ registry, 
although California may be providing 
ADAP and other HIV-related care 
services for that individual. California 
may greatly benefi t from changing 
policy to att ribute HIV cases to the 
state in which the HIV-infected 
individuals are being treated, since 
it is  likely that California is a net in-
migrati on state for people with HIV, 
given the admirable 25-year history 
of providing generous benefi ts for 
people with HIV and AIDS.

Methods: UCLA and APLA undertook 
a study to determine what changes 
were being made, or could be 
initi ated, in the surveillance system 
in order to ensure that HIV case 
numbers accurately refl ect the HIV 
burden within the state. 

Results: Our study concluded that 
through enhanced eff orts at the 
local and state levels, California has 
achieved a robust names-reporti ng 
system in which the majority of 
persons with HIV in care are now 
included in the HIV case registry.  

Nonetheless, there remains room for 
signifi cant improvement. 

Acti ve case follow-up at the local 
level has helped California close the 
gap between code based reports 
(41,155) and names-based reports 
(40,590).  However, Counti es reported 
a number of conti nuing challenges:

Insuffi  cient staffi  ng for acti ve • 
outreach.
Costly re-classifi cati on of persons • 
with non-AIDS HIV at ti me of AIDS 
diagnosis.
Lack of coordinati on between • 
publicly funded services and 
the Registry, e.g., some current 
ADAP clients are not listed in the 
Registry.  
Lack of centralized statewide • 
reporti ng structure, such as exists 
in smaller states, which could 
reduce duplicati on of County 
eff orts.
Preliminary positi ve test does not • 
result in a full names report.  
Migrati on from state of fi rst • 
diagnosis means some receiving 
services in California are not 
registered.

Recommendati ons: In order to meet 
the ambiti ous goals set by OA so that 
California does not face penalti es 
as a result of a fl awed names-based 
reporti ng system, and to ensure 
that the state obtains its “fair share” 
of federal Ryan White funding, 
our report makes the following 
recommendati ons:

Expand outreach eff orts, which • 
cost/benefi t analysis shows is 
cost-saving.
Reward agencies with high rates • 
of return for confi rmatory results 
or that successfully link HIV-
positi ve clients to care.
Erase reporti ng disti ncti on • 
between HIV and AIDS status to 
redeploy resources used for case 
reclassifi cati on.
File registry reports for all new • 
and recerti fying ADAP enrollees.
Provide local health jurisdicti ons • 
limited access to the state HIV 
case registry to reduce duplicati ve 
eff orts.
Collect more extensive • 
informati on at the ti me of a 
preliminary positi ve HIV test.
Publish the number of a state’s • 
reported HIV cases that were 
previously reported in another 
state.
Modify CDC reporti ng to • 
separately list state of origin for 
HIV cases and for diagnosed AIDS 
cases, if the disti ncti on between 
HIV and AIDS persists.
Maintain data on persons who • 
have received an HIV or AIDS 
diagnosis in California and are 
currently receiving care in the 
state but who are listed in another 
state’s registry.

For further informati on: The enti re 
report will be posted on the APLA 
and CHIPTS websites in April, 2011.
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