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INTRODUCTION

Transgender people, like any group of people, come from a wide range of backgrounds. They
live in cities and rural areas; are young, elderly, and middle-aged; began to live as their true
gender when they were children, young adults, or much later in life; and live in families of all
varieties. Transgender people, and the communities they live in, are diverse in terms of factors
such as race, income, and sexual orientation.

Unfortunately, transgender people from all backgrounds face discrimination in a wide array of
settings. Transgender people across the United States today frequently encounter prejudice,
violence, and institutionalized discrimination in areas of everyday life such as health care,
housing, employment, education, and legal recognition in their true gender. These disparities are
exacerbated for transgender people who are also members of other disadvantaged groups, such as
transgender people of color and transgender women.

The consequences of discrimination are deadly: According to the 2011 National Healthcare
Disparities Report, transgender people are disproportionately likely to experience violence in the
home, on the street, and even in health care settings.* They are twice as likely as the general
population to live in extreme poverty, defined as an annual income under $10,000, and more
likely to be uninsured.? Sources such as the Institute of Medicine and Healthy People 2020 report
that transgender people are also more likely to contract HIV, to go without preventive care, and
to attempt suicide.® In a recent study of more than 6,400 transgender people in the United States,
41% of trans people reported attempting suicide—a rate 25 times higher than the general
population.*

While the existing body of research has helped policymakers, researchers, providers, and
advocates begin to address these concerns, many aspects of the needs and experiences of
transgender people remain unexplored. Collecting more high-quality data on the disparities
associated with a transgender identity and other social, economic, and health concerns of
transgender communities is essential if federal, state, local, and nonprofit agencies are to
adequately serve transgender people. Improved data are also necessary to allow researchers to
better understand the backgrounds and needs of transgender people and to help transgender
advocates and their allies develop effective strategies for improving the circumstances of
transgender people’s lives.



The GenlUSS group (Gender Identity in U.S. Surveillance), convened by the Williams Institute,
is a collaboration of scientists, scholars, and transgender leaders dedicated to increasing
knowledge about gender-related measurement and promoting the inclusion of these measures on
population-based surveys, with particular consideration for publicly-funded data collection
efforts. GenlUSS group efforts will result in the creation of recommendations and best practices
for gender identity questions and data collection in the near future.

The crucial first step in building the knowledge we need is adding questions that allow us to
characterize the needs of transgender respondents, as well as questions about sexual orientation,
to federally supported surveys.® The GenlUSS group has identified six large-scale federally-
supported surveys across the fields of health, demographics, education, employment, and justice
that should add gender-related measures: The National Health Interview Survey, the Behavioral
Risk Factor Surveillance System, the American Community Survey, the Current Population
Survey, the Survey of Income and Program Participation, and the National Crime Victimization
Survey.® Furthermore, research studies and privately-funded surveys in areas such as employee
diversity and patient experiences in health care settings should consider including validated
measures that provide an accurate picture of transgender lives. The field of health information
technology, which relies heavily on data captured in electronic health records, also has much to
learn from population survey research about how to accurately reflect the identities and lived
experiences of transgender people.” This brief describes the current state of gender-related
measurement for adult populations.®

CURRENT STATE OF GENDER-RELATED MEASUREMENT IN SURVEYS

Numerous tested or applied examples of how to collect information about the transgender
population already exist. This brief draws on the expertise of numerous scholars and researchers
to provide an overview of four of the most promising tested or applied gender identity
measurement models. Each has undergone question development testing, usually cognitive
testing, and has evidence from field application available as well. The GenlUSS group urges
federal authorities to conduct additional testing on one or more of these models.

FOUR CURRENT GENDER-RELATED MEASURES

1) A two-step method of assessing current gender identity and assigned sex and birth

Source: Center of Excellence for Transgender Health at University of California — San
Francisco

Year developed: 1997

Since 2007, the Center of Excellence for Transgender Health at the University of California at
San Francisco (UCSF) has advocated the use of a two-step question that captures a transgender
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person’s current gender identity as well as their assigned sex at birth.? This protocol involves
first querying the patient’s current gender identity, followed by a query of the sex assigned at
birth. Together, these two variables accurately reflect the current gender in which the individual
is living and functioning socially, and when used in a health care setting, also alerting health care
providers about potential physiological considerations of which they should be aware in order to
provide appropriate health care such as preventive screenings.

Two-step assigned sex and gender identity protocol:
1. What is your current gender identity?

e Male

e Female

e Trans male/Trans man

e Trans female/Trans woman

e Genderqueer/Gender non-conforming

e Different identity (please state):

2. What sex were you assigned at birth, meaning on your original birth certificate?
e Male
e Female

The two-step method was first developed in 1997 by the Transgender Health Advocacy
Coalition, a community-based organization, for use in a survey of transgender people in
Philadelphia.'® The measure was then adapted for use in the Washington Transgender Needs
Assessment Survey and the Virginia Transgender Health Information Study.*! In 2011, the U.S.
Centers for Disease Control and Prevention (CDC) adopted this question protocol for use in its
Adult Case Report Form as well as its electronic surveillance system, the Enhanced HIV/AIDS
Reporting System (eHARS).*2

Asking gender identity first emphasizes that this parameter tends to be much more important
than assigned sex at birth for transgender people. A 2012 study by Tate, Ledbetter, and Youssef
has shown that this technique provides more detailed and accurate demographic information and
also increases overall rates of identification of transgender individuals as compared to a single-
item method (i.e., a single question asking respondents’ gender with choices of “male,”
“female,” “transgender,” or “other” only).*® It also minimizes confusion among and
misclassification of non-transgender people, who may be unfamiliar with the concept of gender
identity.

2) A single-item method of assessing transgender status
Source: Massachusetts Behavioral Risk Factor Surveillance System

Year developed: 2007



The Behavioral Risk Factor Surveillance System (BRFSS) is a collaborative health surveillance
effort between the CDC and state departments of public health. Each year, a household sample of
adults who can be reached by telephone is drawn using random digit dial methods. Topics such
as health insurance coverage, cancer screening, and sexual behavior are assessed with core
questions provided by the CDC. States may add supplemental questions to their own state
survey. In 2007, the Massachusetts (MA) Department of Public Health added a single-item
transgender status question to the MA-BRFSS survey.

Transgender status single-item protocol:
Some people describe themselves as transgender when they experience a different gender
identity from their sex at birth. For example, a person born into a male body, but who feels
female or lives as a woman. Do you consider yourself to be transgender?

e Yes, transgender, male to female

e Yes, transgender, female to male

e Yes, transgender, gender non-conforming

e No

Note—Additional information for telephone interviewer if asked about definition of transgender:
Some people describe themselves as transgender when they experience a different gender
identity from their sex at birth. For example, a person born into a male body, but who feels
female or lives as a woman would be transgender. Some transgender people change their
physical appearance so that it matches their internal gender identity. Some transgender people
take hormones and some have surgery. A transgender person may be of any sexual orientation —
straight, gay, lesbian, or bisexual.

Note—Additional information for interviewer if asked about definition of gender non-
conforming: Some people think of themselves as gender non-conforming when they do not
identify only as a man or only as a woman.

A single Yes/No response option was provided between 2007 and 2012, before the question was
modified to reflect the original question developed for inclusion on the Boston Public Health
Commission’s Boston BRFSS survey in 2000 by transgender leaders and allies. The original
proposed question included three “yes” response options (transgender, male to female;
transgender, female to male; and transgender, gender-variant).

This measure is a stand-alone question that does not require valid data about assigned sex at birth
to classify respondents as transgender or gender non-conforming.** This item was answered by a
heterogeneous group of adults on a large, population-based survey. The non-response rate (1.4%)
was very low; in fact, it was lower than the non-response rate for sexual orientation, and much
lower than the non-response rate for income on the same survey. Analyses of MA-BRFSS data
collected between 2007-2009 indicate that 0.5% of 18-64 year old adults answered yes to this
question and were classified as transgender.™ This population prevalence of transgender adults is
consistent with population-based estimates from two other states (California and Vermont).*®



This question has not yet been cognitively tested with adults; however, a simplified version of
this item performed very well with adolescents.*’

3) A two-item method of assessing socially assigned gender expression

Source: Wylie SA, Corliss HL, Boulanger V, Prokop LA, Austin SB. 2010. Socially
assigned gender nonconformity: A brief measure for use in surveillance and investigation
of health disparities. Sex Roles 63(3-4): 264-276.

Year developed: 2010

How a person’s gender and gender expression are perceived—or socially assigned—Dby others is
an important health determinant.’® Furthermore, experiences of prejudice events and
discrimination may sometimes be related to one’s gender expression.*® A brief survey measure
was developed to assess socially assigned gender expression in adolescents and adults. The
measure is composed of two items that were adapted from a single item for assessing appearance
conformity, which was first used by Clark et al. in the Cancer Screening Project for Women in
2005.%° In 2010, Wylie et al. evaluated the two-item measure in a cognitive interviewing study
with a New England sample of 82 adolescents and young adults of all sexual orientations ages 18
to 30 years who described themselves as female, male, or transgender .** The first item assesses
gendered appearance, and the second assesses gendered mannerisms.

Gender expression two-item protocol:
1. A person’s appearance, style, or dress may affect the way people think of them. On average,
how do you think people would describe your appearance, style, or dress? (Mark one answer)

e Very feminine

e Mostly feminine

e Somewhat feminine

e Equally feminine and masculine

e Somewhat masculine

e Mostly masculine

e Very masculine

2. A person’s mannerisms (such as the way they walk or talk) may affect the way people think
of them. On average, how do you think people would describe your mannerisms? (Mark one
answer)

e Very feminine

e Mostly feminine

e Somewhat feminine

e Equally feminine and masculine

e Somewhat masculine

e Mostly masculine

e Very masculine



Wiley et al. found item clarity, comprehension, and saliency to be high. Other strengths of this
measure are that it is brief, easily understood, and provides important detail that would not be
captured in only one item. The measure has some limitations to be considered. The measure asks
about current socially assigned gender expression and so does not gather information on gender
expression at younger ages, which may be different. Also, item performance has not been
assessed in depth with regard to race, ethnicity, and education level. Finally, accurate
classifications of respondents as gender non-conforming are contingent upon the availability of
data about assigned sex at birth.

4) A single-item method of assessing gender identity and sexual orientation
Source: Network for LGBT Health Equity at the Fenway Institute

Year developed: 2008

In 2008, the National Network for LGBT Tobacco Control (now the Network for LGBT Health
Equity) developed and tested a single-pass LGBT surveillance question for Blue Cross Blue
Shield of Minnesota. This question queries both gender identity and sexual orientation in a
format that allows both aspects of identity to be independently addressed.

Gender identity and sexual orientation single-item protocol:
Do you think of yourself as (please check all that apply):

e Straight

e Gay or leshian

e Bisexual

e Transgender, transsexual, or gender-variant

e Not listed above (please write in):

Note—Optional desirable enhancement:

IF yes to transgender, then add this probe.
e Transgender, male to female OR
e Transgender, female to male

While this measure appears to be a single question, this multiple-response question is reported
out as a series of Yes/No questions. The data are returned as five responses to five different
Yes/No questions: 1) Are you straight? 2) Are you gay or lesbian? 3) Are you bisexual? 4) Are
you transgender, transsexual or gender-variant? 5) Are you not listed above?

In 2008, this measure was cognitively tested in a diverse sample (including oversamples of
people of color, LGB, and transgender people) in Minnesota and has been fielded as part of the
state’s surveillance system since then.



This measure demonstrates several important qualities. First, LGBT data collection is
complicated by the fact that only two-thirds of transgender people report a distinct sexual
orientation identity, one third will skip reporting one or volunteer “transgender” when asked. As
desired, this measure provoked some transgender respondents to report a sexual orientation,
while allowing others to simply state being transgender.?” Second, in testing, this question
successfully steers non-transgender people, including those who do not understand what
“transgender” means, away from accidentally saying they are transgender. Testing revealed that
when the more familiar terms “gay” and “lesbian” precede the gender identity component, they
deter non-transgender heterosexuals from inaccurately selecting transgender as a response
option. This measure also offers ease in reporting aggregate LGBT data, which may be desirable
for use in surveys with smaller sample sizes due to the relatively small size of the LGBT
population.

As originally tested, the primary weakness of this question was that it failed to capture all
transgender respondents. Analysis indicated adding the additional verbiage of “transgender,
transsexual or gender-variant” will address this weakness. The optional enhancement listed
above has not been tested, but its addition is highly desirable, since health issues vary widely by
whether a transgender individual’s assigned sex at birth was male or female.

CONCLUSION

As this brief outlines, there are several existing examples of gender-related measures in
population surveys and other data collection instruments. Aspects of gender measured in the
above questions include a two-step measure of current gender identity and sex assigned at birth,
two-item measure of socially assigned gender expression, and two single-item measures of
transgender status. Importantly, none of the questions presented here should be taken as ideal
models or approached from the perspective of “one size fits all.” Survey administrators,
researchers, and policymakers should consult with transgender scientists and community
members to determine which gender-related measures are most relevant to the circumstances in
which data are needed, and thus which question may be most effective in gathering accurate and
useful information. Any question selected for use should be subjected to testing in advance,
whenever possible, in order to ensure that the measure performs appropriately.

Demographic, health, and other data are crucial markers of social value and inclusion,
particularly in our information-rich age. For transgender people, as for other historically
marginalized communities, to be counted is to count in important local and national discussions
about policy, resource allocations, and other issues that affect transgender lives. The time has
come for our country to show transgender people that their lives and concerns matter by
routinely including transgender-inclusive gender-related measures in data collection efforts.
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