A

CBA

CENTER

Center

of Excellence

High-Impact HIV Prevention
Capacity Building Assistance
for Healthcare Organizations

HIV Prevention through Surveillance and Primary Care
Overview and History of HIV/AIDS Surveillance in the United States
Public health surveillance is the process in which health data is continuously and systematically collected. This data is
then analyzed and used to make decisions to prevent or control disease.1 It is through surveillance that the Centers for
Disease Control and Prevention (CDC) was able to estimate in 2013 that 1.2 million people above the age of 12 were
living with Human Immunodeficiency Virus (HIV) infection in the United States2, and that in 2015, 12.3 out of every
100,000 people in the United States were diagnosed with Acquired Immunodeficiency Syndrome (AIDS).3
HIV/AIDS surveillance began in 1981 when the CDC first reported cases of AIDS.4 Shortly after, state health departments
required name-based reporting for each new case of AIDS from physicians and hospitals.5 In the following decades,
surveillance efforts have expanded significantly to include all stages of HIV infection. As of April 2008, all 50 states,
the District of Columbia, and 6 U.S. territories have integrated confidential name-based reporting using a standard case
definition and report form in their HIV infection surveillance systems.6, 8 Additionally, as of January 2013, 36 states,
Puerto Rico, Guam, and the cities of Philadelphia (PA) and Washington (DC) have required name-based reporting of CD4
T-lymphocyte and HIV viral load lab tests to their health departments. These tests are routinely ordered by providers.9
Over time, the HIV/AIDS case definitions have also been periodically updated by the CDC. The most recent update was
released in 2014.10
As HIV/AIDS surveillance evolved, the focus of the system and its uses has also changed. When HIV/AIDS was first
reported, surveillance was focused on monitoring the end stages of HIV infection, which included opportunistic
infections resulting from severe immunosuppression and death from AIDS.11 The advancement of HIV/AIDS
treatment and further knowledge of the condition have allowed surveillance programs to shift their focus from monitoring
AIDS cases to better understanding the epidemic through information collected on all stages of HIV infection.11
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HIV/AIDS Surveillance Information Flow
Data for HIV/AIDS Surveillance is generated when a patient visits a provider and has laboratory tests performed. The
sources of HIV/AIDS surveillance data fall into four major categories:

1

Hospitals

2

Private physicians’ offices

3

Public community health
centers

4

Medical records systems, which
includes death certificates,
tumor registries, etc.12

Reportable cases from these sources are then sent to the local and state health departments using standard confidential
case reports. The health departments remove identifiable information and submit the data to CDC.3,12 The CDC then
analyzes, interprets, and disseminates the data and publishes national estimates.8 Some examples of dissemination
include the CDC’s Morbidity and Mortality Weekly Report (MMWR), as well as annual HIV surveillance reports.
Effective surveillance requires the successful cooperation of everyone, from individual practitioners to large public
health entities. While reporting to the federal government is voluntary, states receive federal funding for HIV/AIDS
surveillance.13 In turn, state and local regulations mandate providers and laboratories to report case information for HIV/
AIDS.1

From Primary Care to Surveillance
Monitoring Trends & Outbreak Detection
Providers are at the forefront in linking HIV surveillance and primary care through identifying HIV cases and reporting
them in a timely manner.14 This reported data can be used to characterize the burden of disease and can inform resource
allocation and other public health decision making. The CDC’s Case Surveillance system collects information from anyone
with a confirmed HIV infection. This information includes demographics, mode of exposure, initial immune status, and
viral load.4 In addition, the HIV Incidence Surveillance system collects information on HIV testing and antiretroviral use
history.4 Using these systems, estimates are made on the number of people living with HIV at a given time and on the
number of new infections each year, and allows at risk populations to be characterized.8
Timely detection of any outbreak, including HIV, depends on rapid communication between health care providers and
public health officials.14 Information from surveillance programs can detect potential threats to public health early on.
For example, public health officials can use surveillance programs to perform contact tracing for those with acute HIV
infection, which can lead to the diagnosis of others who may also be infected. By figuring out the path of transmission
during an outbreak, surveillance measures allow for the strategic design and implementation of prevention strategies.8
Monitoring HIV Risk Behavior
The CDC also collects information on HIV risk behavior. National HIV Behavioral Surveillance (NHBS) monitors behaviors
in high risk HIV groups including: men who have sex with men, injection drug users, and heterosexuals at increased risk
for HIV infection.8
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The Medical Monitoring Project (MMP) collects information on clinical and behavioral outcomes in adults who receive
HIV medical care.8 Both of these systems provide a behavioral context to track the successes of the National HIV/AIDS
strategy and highlights disparities in HIV care and treatment.14
Identifying Out-of-Care Patients and Linking them to Care
The evolution of current understanding on HIV/AIDS has allowed for the focus of surveillance to be shifted from the end
stage of the disease, to monitoring new infections and preventing disease progression.11 The CDC’s Data to Care strategy
aims to utilize HIV surveillance data to identify HIV-diagnosed individuals currently out-of-care and link them to care.15
The two goals of the Data to Care strategy are to increase the number of HIV-diagnosed individuals who are engaged in
HIV care, and to increase the number of HIV-diagnosed persons with an undetectable viral load. Individuals who were
never linked to care after diagnosis or did not continue to receive care could be identified using CD4 and viral load lab
results that were reported to the health departments.15
Increase the number of HIV-diagnosed
persons with an undetectable viral load
who were never linked to care.

Increase the number of HIV-diagnosed
individuals who are engaged in HIV care.

2 Goals of the Data to Care Strategy
The Data to Care strategy is implemented by state and local health departments, alongside healthcare providers and
community based organizations.8 According to the CDC, one model of implementing this strategy is through the Healthcare
Provider Model. Under this model, health departments might assist providers in contacting individuals who are out of
care, by sharing information on whether or not the out-of-care patient is receiving treatment somewhere else.15 Another
model is through the Health Department Model, where health departments can use HIV surveillance data to directly reach
out to HIV-diagnosed individuals who are not in care. Alternatively, a combination of the two models can be used under
the Data to Care strategy. This strategy could help healthcare providers prioritize who to contact in re-engagement to
care.15
The Data to Care strategy is relatively new, as states are trying to use HIV surveillance data to better inform programmatic
operations and interventions.16 Some states have already tried implementing the Data to Care strategy into their workflow.
One example is a year-long pilot conducted in New York State, where Data to Care was worked into its existing Partner
Services. Under this program, disease intervention specialists received extra training to serve as Expanded Partner
Services advocates.17
The Expanded Partner Services advocates then tried to locate out-of-care patients by searching through databases, and
tried to engage these individuals by conducting phone calls, going on field visits, and sending letters to the out-of-care
patients’ last known residences. These individuals were also trained in nationally standardized Partner Services training
and in motivational interviewing.17 From this pilot, 71.2% of the located out-of-care patients were successfully relinked
to care. This pilot is currently being expanded to a state-wide level due to its potential effectiveness in successfully
relinking individuals to care.17
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While the Data to Care strategy still needs to be refined to be more efficient in relinking out-of-care individuals. A
qualitative study of Seattle-King County, Washington’s Data to Care program showed that while health departments can
use surveillance data to contact out-of-care individuals, obtaining key stakeholder input, such as that of HIV positive
patients, health providers, and social services providers, is essential in making the use of this strategy more efficient
and acceptable.16 The CDC’s Effective Interventions currently offers a toolkit to assist in the implementation of the Data
to Care strategy (https://effectiveinterventions.cdc.gov/en/HighImpactPrevention/PublicHealthStrategies/DatatoCare.aspx).
Using Surveillance Data to Alert Providers
Surveillance data can also be used to alert providers on persons who may have fallen out of care. This is an area where
the future of HIV surveillance may be expanded in which there is a bidirectional system of data exchange between state
health surveillance systems and a health center’s electronic medical record system.1, 15 This flow of information would
alert providers if an HIV-diagnosed individual has not received care, and would check through the state surveillance
system to see if they have been receiving care elsewhere. Providers could use this information to offer help in relinking
a patient to HIV care, including HIV screening services, care interventions such as antiretroviral treatment and access to
services, as well as other case management and peer-based interventions.1
HIV/AIDS surveillance is a multifaceted system that engages a range of stakeholders from the individual provider to
the federal public health agency. As the understanding of HIV/AIDS progression and treatment options has evolved,
providers and public health professionals have found new partnership opportunities to integrate surveillance into their
practices to promote more effective HIV prevention.
Building Organizational Capacity
The CDC-funded HIV CBA center at CAI can help your organization conduct needs assessment, identify resources, plan
for implementation, and provide you with training and capacity building technical assistance that leads to a robust and
successful program for high-impact HIV prevention.

The HIV CBA center is able to shape trainings and technical assistance to the specific needs
of your healthcare organization. For more information on how to obtain our
capacity building services, visit www.hivcbacenter.org.

Cicatelli Associates Inc.

hivcbacenter.org

Funded by the CDC Grant #8754

References
1.

Sweeney P, Gardner LI, Buchacz K, Garland PM, Mugavero MJ, Bosshart JT, et al. Shifting the paradigm: using HIV surveillance data as a foundation for improving
HIV care and preventing HIV infection. Milbank Q [Internet]. 2013 Sep [cited 2017 Feb 9];91(3):558–603. Available from:
http://www.ncbi.nlm.nih.gov/pubmed/24028699

2.

Hall HI, An Q, Tang T, Song R, Chen M, Green T, et al. Prevalence of Diagnosed and Undiagnosed HIV Infection — United States, 2008–2012. Morb Mortal Wkly
Rep [Internet]. 2015 [cited 2017 Feb 1];64(24):28. Available from: https://www.cdc.gov/mmwr/pdf/wk/mm6424.pdf

3.

Hess K, Dailey A, Satcher Johnson A, Hu X, Li J, Wu B, et al. HIV Surveillance Report, 2015 [Internet]. 2016 [cited 2017 Feb 2].
Available from: http://www.cdc.gov/hiv/library/reports/hiv-surveillance.html

4.

CDC. HIV Surveillance Supported by the Division of HIV/AIDS Prevention. 2014.

5.

Institute of Medicine (U.S.). Committee on the Ryan White CARE Act: Data for Resource Allocation P and E. Measuring what matters : allocation, planning, and

6.

Bernard MA, Brubaker T, Carter S, English M, Frye D, Gallagher K, et al. HIV Surveillance Training Manual [Internet]. 2012 [cited 2017 Feb 2].

7.

AIDS.gov. A Timeline of HIV/AIDS [Internet]. 2016 [cited 2017 Feb 2]. p. 18. Available from: https://www.aids.gov/pdf/aidsgov-timeline.pdf

8.

NASTAD (National Alliance of State & Territorial AIDS Directors). HIV Surveillance Issue Brief [Internet]. Washington DC; 2016 [cited 2017 Jan 4].

quality assessment for the Ryan White Care Act. National Academies Press; 2004. 302 p.
Available from: http://www.cste2.org/webpdfs/hivsurveillancetrainingmanual.pdf

Available from: https://www.nastad.org/sites/default/files/NASTAD-HIV-Surveillance-IB-FINAL-May-2015.pdf
9.

Skarbinski J, Rosenberg E, Paz-Bailey G, Hall HI, Rose CE, Viall AH, et al. Human Immunodeficiency Virus Transmission at Each Step of the Care Continuum
in the United States. JAMA Intern Med [Internet]. 2015 Apr 1 [cited 2016 Dec 19];175(4):588.
Available from: http://archinte.jamanetwork.com/article.aspx?doi=10.1001/jamainternmed.2014.8180

10.

Selik RM, Mokotoff ED, Branson B, Owen SM, Whitmore S, Hall HI. Revised Surveillance Case Definition for HIV Infection — United States, 2014 [Internet].

11.

Glynn MK, Lee LM, McKenna MT. The status of national HIV case surveillance, United States 2006. Public Health Rep [Internet]. 2007 [cited 2017 Feb 13];

12.

National HIV Surveillance System (NHSS) - Health Indicators Warehouse [Internet]. Health Indicators Warehouse. 2016 [cited 2017 Feb 1].

13.

Institute of Medicine (US) Committee on the Ryan White CARE Act: Data for Resource Allocation, Planning and E. Measuring What Matters [Internet]. Measuring

Atlanta; 2014 [cited 2017 Feb 2]. Available from: https://www.cdc.gov/mmwr/pdf/rr/rr6303.pdf
(Suppl 1):63–71. Available from: http://www.ncbi.nlm.nih.gov/pubmed/17354529
Available from: https://www.healthindicators.gov/Resources/DataSources/NHSS_57/Profile
What Matters: Allocation, Planning, and Quality Assessment for the Ryan White CARE Act. National Academies Press (US); 2004 [cited 2017 Feb 2].
Available from: http://www.ncbi.nlm.nih.gov/pubmed/25009852
14.

Stevenson Rowan M, Hogg W, Huston P. Integrating public health and primary care. Healthc Policy [Internet]. 2007 Aug [cited 2017 Jan 4];3(1):e160-81.
Available from: http://www.ncbi.nlm.nih.gov/pubmed/19305749

15.

Data to Care [Internet]. 2016 [cited 2017 Feb 1]. Available from: https://effectiveinterventions.cdc.gov/EN/HighImpactPrevention/PublicHealthStrategies/Datato
Care.aspx

16.

Dombrowski JC, Carey JW, Pitts N, Craw J, Freeman A, Golden MR, et al. HIV provider and patient perspectives on the Development of a Health Department &quot;
Data to Care &quot; Program: a qualitative study. BMC Public Health [Internet]. 2016 [cited 2017 Mar 20];16. Available from: http://download.springer.com/static/
pdf/958/art%253A10.1186%252Fs12889-016-3152-4.pdf?originUrl=http%3A%2F%2Fbmcpublichealth.biomedcentral.com%2Farticle%2F10.1186%2Fs12889-0
16-3152-4&token2=exp=1490293950~acl=%2Fstatic%2Fpdf%2F958%2Fart%25253A10.1186%2525

17.

Tesoriero JM, Johnson BL, Hart-Malloy R, Cukrovany JL, Moncur BL, Bogucki KM, et al. Improving Retention in HIV Care Through New York’s Expanded
Partner Services Data-to-Care Pilot. J Public Heal Manag Pract [Internet]. 2016 Nov [cited 2017 Feb 1];0(0):9. Available from: http://insights.ovid.com/
crossref?an=00124784-900000000-99652

Developed by CBA and CAI for CDN
This publication was supported by the Grant or Cooperative Agreement Number, U65PS004408, funded by
the Center for Disease Control and Prevention. It’s contents are solely the responsibility of the authors and do
not necessarily represent the official views of the Center for Disease Control and Prevention or the Department
of Health and Human Services.

Cicatelli Associates Inc.

hivcbacenter.org

Funded by the CDC Grant #8754

