
Problem statement
Studies over decades have consistently shown that LGBT people 
experience increased health risk factors based partially on 
reduced access to health care. Some of  these disparities are quite 
pronounced: for example, smoking rates in the LGBT community 
range from 35% to almost 200% higher than the general population.   
1 2 Problems with concomitant access to care are also disturbingly 
common. For example, the National Gay and Lesbian Task Force 
recently released a national study showing that 25% of  transgender 
people report being denied healthcare specifically because they are 
transgender.3

In 2010 the federal government expects to spend $879 billion dollars 
on health.4 A key goal of  this spending is to increase overall health 
and decrease health disparities. The process of  addressing health 
disparities occurs at many levels within the federal government; 
each agency and department in HHS must take an active role in 
addressing myriad disparities before we can expect historic gaps to 
shift. Unfortunately for LGBT health disparities, the fact that federal 
systems do not routinely collect data needed to assess or monitor 
progress stymies this process and leaves the LGBT community with 
a lack of  tools to assess and improve its health.

Landmark compilations of evidence
1998 Institute of  Medicine Report on Lesbian Health5  

2001 GLMA White paper6 

2001 HP2010 LGBT Companion Document7 

Landmark federal policy response
In the Healthy People documents,8 the federal government outlines a 
policy plan that sets a series of  evidence-based goals each decade 
to improve the health of  all Americans. As one of  its two main goals, 
Healthy People 2010 prioritized elimination of  health disparities 
based on the following criteria: gender, race or ethnicity, education 
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or income, disability, geographic location, or sexual orientation.9 (Evidence of  documented health 
disparities for transgender people was collected,  but it presumably relied on too few studies to 
meet the standard for inclusion in Healthy People.) Inclusion of  sexual orientation as a disparity 
marker in Healthy People 2010 is key not only because of  the federal responses initiated, but 
because the plan is used as a guideline by states for their health goals as well. This inclusion in 
Healthy People has paved the way for many subsequent federal policy pieces highlighting a range 
of  LGBT health disparities, including NCI’s Eliminating Tobacco Disparities Summary Report;10 
SAMHSA’s A Provider’s Introduction to Substance Abuse Treatment for Lesbian, Gay, Bisexual, 
and Transgender Individuals;11 HRSA’s cultural competence12 and bullying curricula;13 and CDC’s 
Office of  Minority Health and Health Disparity website.14 

Federal process for eliminating health disparities
Healthy People 2010 guided the nation’s federal health response through prioritizing 28 Focus 
Areas and, within them, 467 measurable Objectives.15 One or more lead agencies of  HHS take 
responsibility for work in each Focus Area, and one or more major data sources are identified 
to track progress on each Objective. Progress is reported out routinely. Healthy People 2020 is 
currently under development, the process for monitoring progress will still rely on federal data 
sources.

Challenge #1: Insufficient data collection
Healthy People 2010 includes 29 specific Objectives for which sexual orientation is included in the 
data templates. These objectives occur within nine of  the 28 Focus Areas. However, for most of  
the 29 Objectives, “DNC” appears in the data templates: DNC means that data specific to sexual 
orientation are not currently collected by the data system used to track the objective.16 Thus, 
evidence of  these disparities is not being collected by the federal government, and the federal 
health system is unable to track any progress in reducing these disparities. 

Response #1: Add LGBT data collection to key federal surveillance 
instruments
There are currently 22 federal/state surveys identified as major data sources for Healthy People 
2010.17 To achieve consistent reduction of  LGBT health disparities, all of  these instruments need 
to collect LGBT demographic data. Until that can be achieved, we recommend the following 
priority steps for monitoring LGBT health disparities.

1. National Health Interview Survey (NHIS)

The federal government describes this survey as “the principal source of  information on the health 
of  the U.S. population.”18 NHIS is used to monitor the greatest number of  health Objectives of  any 
instrument. The current survey asks a commonly recognized rough proxy for LGB status: whether 
a household is led by same-sex partners. Because of  the number of  Objectives tracked, adding 
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direct data collection for LGBT demographics to this survey would do more than any other single 
action to provide the missing data necessary for quantifying LGBT disparities and monitoring 
their reduction.  

2. U.S. Census

The U.S. Census demographic section is adopted wholesale in two related surveys that play a strong 
role in health disparity monitoring: the Current Population Survey and the American Community 
Survey. These three instruments provide the most accurate quantification of  the population size, 
key information on social determinant factors (such as employment), health information (via 
routine supplements), and outcome information (via linking to mortality records).19 All of  these 
qualities make these surveys key in monitoring health disparity data. Adding LGBT demographics 
to this battery of  surveys would expand the health knowledge base dramatically. 

3. Youth Risk Behavior/Behavioral Risk Factor Surveillance Systems (YRBSS/BRFSS)

These combined instruments represent a unique opportunity for data collection. Not only do 
they broadly track many aspects of  health, but they represent the single largest health sample 
collected in the United States; in 2008 alone, over 400,000 surveys were collected from all 50 
states.20 The addition of  LGBT demographic criteria to the core data set of  these surveys would 
allow unprecedented ability to monitor disparities according to subsets of  the LGBT population, 
particularly LGBT people of  color. 

Challenge #2: Methodological challenges in collecting LGBT 
demographic data
Policymakers and scientists have identified several methodological challenges in collecting 
LGBT data.21 Identity conventions among LGBT people are evolving, so wording used to indicate 
LGBT status must be chosen with care. Perhaps more troublesome, some vocabulary used 
within the LGBT community is relatively unknown to outsiders, thus introducing the possibility of  
measurement error when non-LGBT people are confused by language they do not understand. 
Since best estimates show that about 5% of  the population will identify as LGBT,22 the challenges of  
rare population data collection are also present, particularly the difficulty of  attaining a sufficient 
sample size and heightened sensitivity to measurement errors. Concerns have also arisen about 
LGBT measures upsetting respondents, potentially leading to survey break-off. 

Response #2: Thorough testing and strategic deployment of LGBT 
demographic measures
The National Center for Health Statistics includes a Question Design Research Laboratory 
(QDRL) that is well-versed in state of  the art question development. The current head of  this 
laboratory, Dr. Kristen Miller, is a specialist in LGBT question development. The proposed plan 
for adding LGBT demographic measures to NHIS includes thorough testing in this lab, followed 
by conversion of  the main instrument to audio-CASI, a type of  computer-assisted interviewing 
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technique that allows for greatest flexibility and confidentiality.23 This conversion to audio-CASI 
will significantly enhance data collection for all complex questions, including those on race/
ethnicity and insurance provision. Preliminary testing and fielding of  existing questions have 
provided evidence countering concerns over break off, instead showing widespread acceptance 
of  LGBT demographic questions.24 This work also provides insight on best-question language and 
design choices for avoiding measurement error. The QDRL can take this preliminary information 
and create a state of  the art demographic measurement, then field and test it within the flexible 
NHIS audio-CASI mode before expanding to other instruments. 

Conclusion
Monitoring disparities is not enough to achieve health equity. Therefore, we recommend including 
the LGBT population in all disparity reduction efforts that are scientifically indicated by current 
data. In 2001 the federal government created a strategic plan to reduce LGBT health disparities.25 
As of  2010, most of  its goals are still valid and can certainly form the basis of  a strong current 
action plan. However, assessing the current state of  federal activity shows that beginning to 
monitor these disparities must be a priority, and we strongly recommend inclusion of  tested 
measures in NHIS as an immediate step, followed by measures in U.S. Census and YRBSS/BRFSS 
core questions as next steps. 
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