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Data Uses in  

 HIV Surveillance and Prevention  

 

ÅEvolving over time 
ïChanging trends in HIV 

ïCase definitions and reporting policies 

ïEffective therapy 

ïExpansion of testing and new testing 
technologies 
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HIV Continuum  

of Care 

Ç Getting tested for HIV is a 

critical first step  

Ç Diagnosis  reduces 

transmission and prolongs 

life  

Ç ART reduces transmission 

by 96% 

Ç Only 28% of people with 

HIV have viral suppression  

 

www.cdc.gov/vitalsigns  



 

The Continuum of HIV Care 
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Data Uses 

Ç Aggregate level  
ÁEpidemiologic monitoring  

ÁPlanning  and targeting resources 

ÁVaried geographic levels 

 

Ç Individual level  
Á Involves personally identifiable data 

ÁMatching to other data sets  

Á Initiation of follow -up for services 

    (e.g. PCRS, referrals for care) 

 



Consultation on Monitoring and Use of 

Laboratory Data Reported to HIV Surveillance  

 March 10-11,  2011 

ÅTo explore science, program, and ethical 

considerations for collection and use of 

laboratory indicators in HIV surveillance for 

public health action and monitoring.  

ÅParticipants including state and local HIV 

surveillance, ethicists, community advocates, 

care providers, laboratories and relevant 

national organizations. 

 



Consultation Highlights 

ÅPresented innovative examples from states aggregate 

and individual level data uses 

Å Identified key technical issues with regard to gathering 

and reporting necessary data elements  

ÅDiscussed ways to improve quality and completeness 

of laboratory data  

ÅDiscussed key questions related to the ethical and 

logistical implications of collecting laboratory data 

over time  



Summary 

ÅGuidance and TA needed on analyses and measures 

and model approaches that ensure appropriate use of 

surveillance data 

ÅConsider additional demonstration projects to explore  

best approaches for use of individual level data      

ÅNew and/or additional technologies for enhancing 

electronic reporting of data and information exchange 

Å Increase standardization of reporting requirements 

and engagement with labs to improve data quality 

 

 



Next Steps 

Å Meeting summary ready for posting on the CDC website.  

Å CDC will provide support for the collection of laboratory data, 

develop guidance and provide TA on methods for data analyses 

Å Continue to work with HD and laboratories to improve 

standardization and data quality 

Å Continued collaboration with HRSA on guidance and successful 

methods that ensure appropriate use of data for individual 

intervention . 

Å Promote best practices for securing and sharing data through 

support and implementation NCHHSTP  Security and 

Confidentiality Guidelines 

 



For more information please contact Centers for Disease Control and Prevention  

1600 Clifton Road NE, Atlanta, GA 30333 

Telephone, 1-800-CDC-INFO (232-4636)/TTY: 1-888-232-6348 

E-mail: cdcinfo@cdc.gov  Web: www.cdc.gov 

The findings and conclusions in this report are those of the authors and do not necessarily represent the official 

position of the Centers for Disease Control and Prevention. 

psweeney@cdc.gov 

Division of HIV/AIDS Prevention-Surveillance and Epidemiology 

National Center for HIV/AIDS, Viral Hepatitis, STD & TB Prevention 
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Overview 

ÅValue of data integration 

ÅWhat makes data sharing possible 

ÅLegal basis, organizational structure, 

policies, staff capacity 

ÅExamples of data sharing 

ÅFuture challenges 



Value of HIV Data 

Integration 

ÅSupports public health action, especially 

Partner Services 

ÅImproves data quality and completeness 

ÅLeads to greater understanding of HIV 

epidemic, including importance of co-

morbidities 

ÅAllows for better monitoring and 

evaluation of program performance 
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Legal basis for 

data sharing 

Å Revised Code of Washington 70.24.105 

ÅSpecifies the conditions and entities that can exchange 
HIV- and STD-related medical data 

ÅIncludes activities related to disease reporting 

 

ÅWashington Administrative Code 246-101-635(2) 

ÅDefines how Department of Health personnel may use 
case report data 

ÅSpecifically permits ñLinkage to other public health data 
bases, provided that the identity or identifying information 
on the HIV-infected person is not disclosed outside of the 
health department.ò 

 



Office of Infectious Disease 

Organizational Structure 



Office Policies 

ÅAnnual office confidentiality statement and 
training 
 

ÅFive separate policies 

ÅBreaches of confidentiality 

ÅMailing and electronic transmission 

ÅProtection of information 

ÅRelease of information 

ÅTransporting and storage 



Staff 

Capacity 

ÅSurveillance and Assessment Unit 

includes epidemiologic support for 

programs 

ÅSAS capabilities among all 

epidemiologists 

ÅLink Plus key tool for linkages 

ÅCollegial atmosphere promotes sharing 

of techniques, SAS code 

ÅVacancies filled with data-savvy staff 



Examples of 

Data Sharing 

ÅHIV and STD surveillance data 

ÅHIV and Client Services (ADAP) data 

ÅHIV and Partner Services data 

ÅSTD and Partner Services data 

ÅHIV surveillance and chronic Hepatitis C 

data 
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Table 3. Viral Load Values between January 1, 2011 and June 30, 2011

Performance Measure Population Total
No. % No. % No. % No. % No.

Statewide* 3917 78% 209 4% 733 15% 143 3% 5002

EIP clientsϞ 1370 79% 67 4% 263 15% 45 3% 1745

Non-EIP clientsϞϞ 2547 78% 142 4% 470 14% 98 3% 3257

Part A clients^ 2917 79% 158 4% 524 14% 107 3% 3706

Part A providers^^ 2625 81% 144 4% 482 15% 96 3% 3236

* All people diagnosed with HIV disease and presumed living in WA as of end of time period  (6/30/2011).
Ϟ Clients enrolled in the EIP program during the time period.
ϞϞ People living with HIV who were not enrolled in the EIP program during the time period.
^ People with HIV who resided in King, Pierce, or Snohomish County at the the time of HIV disease diagnosis.
^^ People diagnosed with HIV at provider facilities located in King, Pierce, or Snohomish County.

Viral load values among 

people with HIV who 

had a test performed 

during a 6-month period

Viral Load (copies/mL)

Җ тр 76 - 200 201 - 99,999 җ мллΣллл



New diagnoses of 

HIV infection in 

2010

Partner 

Services 

interviews

Proportion of cases 

interviewed by 

Partner Services

Total 237 131 55%

TTH dx date =  eHARS dx date 111 78 70%

TTH dx date < 3 months before eHARS dx date 3 2 0%

TTH dx date 3-6 months  before eHARS dx date 1 1 0%

TTH dx date > 6 months  before eHARS dx date 18 3 0%

TTH dx data incomplete 104 47 45%

No evidence of earlier HIV diagnosis 218 127 58%

HIV surveillance data reported to the Washington State Department of Health as of March 31, 2011

Partner Services Interviews among New Diagnoses of HIV Infection in Washington State, excluding 

King County Cases, 2010
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Future 

Challenges 

ÅImprove efficiency of matching processes, 
increase automation, integrate more deeply 
into business processes 

ÅIntegrate new supplemental lab database 
into our surveillance processes 

ÅImprove efficiency of program linkages, not 
just data linkages ï current STD & HIV 
Partner Services 

ÅNear future ï health care reform, Health 
Information Exchange 



Resources 

ÅWashington State HIV surveillance data 

Åhttp://www.doh.wa.gov/cfh/hiv/statistics/default
.htm  

 

ÅWashington State laws and regulations 
Åhttp://www.leg.wa.gov/CodeReviser/Pages/default.aspx  

 

ÅNational Program of Cancer Registriesô Link Plus 
Åhttp://www.cdc.gov/cancer/npcr/tools/registryplus/lp.htm  

 

http://www.doh.wa.gov/cfh/hiv/statistics/default.htm
http://www.doh.wa.gov/cfh/hiv/statistics/default.htm
http://www.leg.wa.gov/CodeReviser/Pages/default.aspx
http://www.cdc.gov/cancer/npcr/tools/registryplus/lp.htm


For more information 

Tom Jaenicke 

 Assessment Unit Section Manager 

Tom.Jaenicke@doh.wa.gov 

(360) 236-3409 

  

Jason Carr 

HIV Epidemiologist 

Jason.Carr@doh.wa.gov 

(360) 236-3462 

 

mailto:Tom.Jaenicke@doh.wa.gov
mailto:Jason.Carr@doh.wa.gov




December 15, 2011 
 
 

Tiffany West 
Chief  

Strategic Information Bureau 
HIV/AIDS, STD, TB and Hepatitis Administration 

District of Columbia Department of Health 



ÁMonitor Burden of Disease  
ÁDevelop and Implement scalable Interventions  
ÁEnsure Quality Service Delivery 
ÁAssess Impact of Response 
ÁMeasure Fidelity Interventions 
ÁAssess Cost and Cost Effectiveness  

 

Role of Public Health Information  
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ÁSupport Ryan White programs in adopting data 
quality principles  followed in surveillance to 
improve monitoring. 
ÁStreamline reporting requirements by integrating 

Care reporting data and surveillance lab data. 
ÁAlign grant monitoring indicators with health 

outcomes  that can be measured using 
surveillance data. 
ÁUse surveillance data to monitor and improve 

health outcomes. 
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HIV/AIDS Overview 

Å 16,721 reported living with HIV/AIDS in the 

District at the end of 2009 

Å 5,505 new HIV cases reported between 

2005 and 2009 

Å 3.2% of the Districtôs population diagnosed 

with HIV/AIDS 

Å one-third to one-half of people (locally) may 

be unaware of their HIV status. (Source: DC 

NHBS data) 

Prevalence of HIV/AIDS in the 

District of Columbia, 2009 

DC Resident Living with HIV/AIDS as of 2009, by Gender and 
Race/Ethnicity 

  Black Hispanic White Other Total 

Male      8,325              756         2,620             350     12,051  

Female      4,256              156             141             117       4,670  

Total    12,581              912         2,761             467     16,721  

DC% 75.2% 5.5% 16.5% 2.8% 100.0% 

US% (2008) 49.3% 20.0% 27.8% 2.9% 100.0% 

0.4% 

1.9% 

2.7% 3.0% 

2.3% 

3.0% 

3.1% 

2.7% 

Percentage 

0-1.4% 

1.5%-2.4% 

2.5%-3.4% 

Proportion of persons living with 

HIV/AIDS, by Ward, 2009  

For 10.8% of cases, ward 

information was not available 



HIV 

n=845 

Syphilis 

1.3% 

Chlamydia 

2.1% 

Gonorrhea 

2.4% 

Chronic Hepatitis C 

9.8% 

Chronic 
Hepatitis B 

3.6% 

TB 

0.2% 

Å There were 845 

HIV/AIDS   cases 

diagnosed in the District 

during 2009 

 

Å 9.8% of these cases 

were co-infected with 

chronic hepatitis C,  3.6% 

were co-infected with 

chronic hepatitis B, and 

approximately 2% were 

co-infected with gonorrhea 

or chlamydia during the 

same year. 



·The majority of living cases are: 
·Males, 72% 

·Black, 75% 
·Among males only 
·The majority of living cases are Black, 70% 

·Among females only 
·The majority of living cases are Black, 91%.  

·By age 
·More than one third are 40-49 years (36.8%) 

·One quarter are 50-59 years (25.6%) 
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Á Implementation of MAVEN will streamline reporting 
burden for providers 
ÁIntegrated system allows automatic reporting of cases to 

surveillance program  

ÁEliminate redundancy in data reporting by providers 
ÁEnhanced ELR through use of Rhapsody and 

MAVEN  
Á Integrated grant monitoring tools and indicators 
ÁAligns client level data with performance measures 

ÁReduces grant reporting burden on providers by producing 
system generated reports 



Commercial 

Private, public 

Hospital Labs 

Deployment of  the Maven Database 

                     

* TB Survelliance * Program Data 

*TB Program * ADAP applications 

* TB Clinic 

* RW Fund Program 

* Housing Application * RW Care Part A,BC,D,E,F 

* Housing Data 

* CDC Fund Programs 

* CTR 

          * Hepatitis Prevention *STD Surveillance * HIV/AIDS Surveillance * Prevention Programs 

*STD Clinic             (Limited) * BSAS 

*Partner Services 

*STD programs (CDC Funds) 

*School Based Screening 

MAVEN 

TIMS 

ADAP 

Pharmacy 

Utilization 

ADAP 

Application 

Care Treatment 

Prevention  

Evaluation  

Monitoring 

EHARS STD  MIS 
Hepatitis  

Surveillance 

HOPMA 

Comprehensive 
 M and E Data System 
 



Hepatitis 
Event 

HIV  
Event 

TB  
Event 

STD  
Event 

Maven Integrated 
Data System 

Each person can have a 
record in each type of 
event. 
 
All events are linked and 
accessible based on user 
security privileges 

Care or 
Prevention 

Service Event 



Maven Event 
Dashboard 

Summary 

Question 

Packages 

Labs 

© 2009 Consilience Software 
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Recruitment 

ÂHealth System Navigator  

ÂRed Carpet Entry 

Recapture/Re-engagement 

ÂBlitz! 

Retention 

ÂAcuity Scale & MCM 

Guidelines 

Results 

ÂLinkages 

ÂTreatment Promotion 
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ÀEntry to care is defined by first CD4 count, percentage, or VL test reported to DCDOH after the date of 

HIV/AIDS diagnosis.  

 [sw1]I left this in because we discussed highlighting this in a previous meeting 
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Measures success in recruitment and 
linkage to care for  funded providers   

Included as an outcome measure for 
Navigator Programs funded by both Care 
and Prevention 

District ɀwide goal is for all new diagnoses to 
be linked to care within 3 months of their 
diagnosis 
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ÁSince 2005, there has been a steady increase 
in median CD4 count, with a 71.1% increase 
between 2005 and 2009.  
ÁThis type of analysis is useful for monitoring 

effectiveness of sites funded for Early 
Intervention Services (EIS). 
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ÁTreatment as Prevention 
ÁȰ4ÒÅÁÔÍÅÎÔ ÏÎ $ÅÍÁÎÄȱ 
ÁInputs to increase retention and decrease loss 

to follow up 
ÁFocusing on health outcomes 

ÁViral Suppression 

ÁProgression from HIV to AIDS 

ÁActive Disease Interruption for HIV 



Retention in Care, 2005-2009 



ÁTreatment as Prevention 
ÁȰ4ÒÅÁÔÍÅÎÔ ÏÎ $ÅÍÁÎÄȱ 
ÁInputs to increase retention and decrease loss 

to follow up 
ÁFocusing on health outcomes 

ÁViral Suppression 

ÁProgression from HIV to AIDS 

ÁActive Disease Interruption for HIV 



Ȱ 4ÒÅÁÔÍÅÎÔ ÏÆ $ÅÍÁÎÄȱȡ 0ÒÏÐÏÒÔÉÏÎ ÏÆ  .Å×ÌÙ $ÉÁÇÎÏÓÅÄ 0ÅÏÐÌÅ ×ÉÔÈ 
HIV/AIDS Meeting HHS Treatment Guidelines for ARV Initiation, 2005 -
2009  

N = 1,144 N = 1,281 N = 1,315 N = 1,087 N = 766 
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