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I. Statement of the Problem:
Transgender women are at high risk for HIV infection1,2. In December 2016, the National HIV/AIDS Strategy 
was updated to include three ‘developmental goals’, one of which is to increase the percentage of transgender 
women in HIV medical care who are virally suppressed to at least 90%3. This measurement can be meaningful 
only if transgender women are correctly identified in the National HIV Surveillance System (NHSS). 
Identification and classification of transgender and non-binary (identities which are not exclusively masculine or 
feminine and fall outside the gender binary) HIV cases in the NHSS must be revised to improve the accuracy 
and effectiveness of HIV surveillance in guiding HIV prevention interventions. HIV-risk behaviors of 
transgender persons differ significantly from those of men who have sex with men (MSM), people who inject 
drugs (PWID), and high risk heterosexuals. However, the current hierarchy for identifying transmission 
category in the NHSS does not take into account transgender status. This results in most transgender women 
living with HIV/AIDS being categorized as MSM. The MSM classification misrepresents the identities and risk 
factors of the transgender population and overestimates, to an unknown extent, the prevalence of HIV among 
MSM. Furthermore, variability and incompleteness of data on transgender individuals makes this population 
less likely to benefit from partner services, data-to-care activities, and record linkage programs which depend 
on accurate surveillance data to compare databases, as they are attuned to serving MSM, and not transgender 
women. A unified approach to transgender data collection and analysis is needed on a national level. 
Releasing national data on transgender HIV surveillance and developing a new transmission category 
hierarchy in the NHSS, which takes into account gender identity when calculating an individual’s HIV-risk, will 
lead to more accurate HIV surveillance data among transgender and non-binary populations and allow for 
improved HIV prevention and care programming. 
 
II. Statement of the desired action(s) to be taken: 
 

1. CSTE recommends that a workgroup of CDC and jurisdictional HIV surveillance experts and 
consultant experts in transgender and non-binary health issues be convened by the CDC and CSTE to 
review available data on HIV risk factors in transgender and non-binary identified populations, and 
develop a set of actionable recommendations to make HIV case surveillance and reporting more 
inclusive of transgender and non-binary persons at both the jurisdictional and national level.   

2. CSTE recommends that CDC review, update, and disseminate the existing CDC guidance to 
jurisdictions about collection of transgender data in HIV surveillance. Appropriate training and 
resources should be made available to jurisdictions to make this data collection feasible. 

3. CSTE recommends that, in order to more accurately reflect gender identities and transmission risk 
categories, CDC should report transgender status in addition to sex at birth, and update the NHSS 
algorithm used to calculate HIV-related risk factors and HIV transmission category to include gender 
identity in the hierarchy of HIV-related risk factors. 

4. CSTE recommends that CDC publish data on HIV infections among transgender and non-binary 
persons as appropriate in MMWR and other venues and, at minimum, in yearly surveillance reports.  

5. CSTE recommends that jurisdictions, where resources are available, reinvestigate all living HIV cases 
identified as transgender or are potentially transgender, if this has not already been done.  The 
purposes of reinvestigation are to confirm sex at birth and current gender identity, identify additional 
name(s), and check the accuracy of existing risk factor information. CSTE also recommends that CDC 
(re)state its encouragement to jurisdictions to carefully ascertain transgender persons at first report, 
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and develop a standardized, routine quality assurance check (such as CDC developed SAS programs) 
to ensure continued high quality data collection for transgender and non-binary HIV cases.  

6. CSTE recommends that CDC and jurisdictions, where resources and sufficient data are available, 
include transgender and non-binary data analysis in their Epidemiological Profiles and/or annual HIV 
surveillance reports.   

7. CSTE recommends that CDC appropriate resources to the National HIV Behavioral Surveillance 
(NHBS) system and the Medical Monitoring Project (MMP) for transgender- and non-binary-specific 
data collection and analysis to better understand the HIV prevention and care needs of these 
populations. NHBS and MMP data collection of transgender and non-binary populations should be 
inclusive of all transgender and non-binary individuals, and not only those who were assigned male 
sex at birth. CDC should also review current procedures for screening during the MSM cycle, as 
current procedures accidentally screen in some transgender individuals.

 
III. Public Health Impact: 
The current hierarchy of HIV-related risk factors in the NHSS, as well as predominant epidemiological 
categories found in HIV surveillance literature, impedes our understanding of transgender status on HIV-
related risks. Between 2009 and 2014, most NHSS identified transgender women diagnosed with HIV were 
black or Hispanic/Latinx (the gender-neutral alternative to Latino/a), and between the ages of 20-344. Analysis 
of all newly diagnosed HIV from the NHSS between 2008-2014 demonstrate high or increasing rates of 
incidence among black or Hispanic/Latino MSM aged 25-34, and decreased HIV incidence in all other risk 
groups5. Combined, these data suggest observed disparities in overall trends may be due, in part, to HIV 
diagnoses among unidentified transgender women and other persons of transgender experience groups. 
Recognizing transgender and non-binary individuals as having distinctly different HIV risk factors compared to 
the existing HIV risk groups is the first step in improving HIV prevention and care among transgender and non-
binary communities. Transgender women of color have the highest rates of HIV diagnoses6, yet they are not 
included in annual HIV Surveillance Reports. The lack of standardized data collection on transgender and non-
binary individuals has led to an under-representation of transgender and non-binary HIV cases in the NHSS. 
Due to the incompleteness of data, few analyses of HIV surveillance data have focused on transgender and 
non-binary individuals. The improvement of data quality in the NHSS will allow national and local level data 
analysis and monitoring of the HIV epidemic in the transgender community. Furthermore, having complete and 
accurate data will assist national and jurisdictional organizations in planning, implementation, and evaluation of 
public health efforts to prevent and treat HIV in the transgender and non-binary populations. Finally, improving 
data on transgender and non-binary individuals will in turn improve the sensitivity and specificity of data on all 
individuals in the NHSS.  
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VI. Coordination 
 
Agencies for Response:  
 
 (1) Centers for Disease Control and Prevention 

Brenda Fitzgerald, MD  
Director 
1600 Clifton Road, NE 
Atlanta, GA 30333 
Telephone: 404-639-7000 
Email: director@cdc.gov 
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