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Abstract

Our population is rapidly aging and increasingly identifying as transgender or non-binary (TNB). Are our health care

and long-term care systems prepared to provide person-centered care to aging TNB people?

The population of the United States is rapidly aging, at the same time as more people understand themselves to be

transgender or non-binary (TNB) [1]. Are our health care and long-term care systems prepared to welcome and

provide person-centered care to TNB people as we age? This commentary seeks to provide information about who

TNB people are and the health disparities we face, surface concerns about our systems and supports, and provide

tools for filling in gaps.

Although transgender people are part of the lesbian, gay, bisexual, transgender, and queer (LGBTQ) community, it

is important to understand that transgender is not a sexual orientation and does not describe one person's

attraction to another. Rather, transgender, non-binary, and cisgender are gender identities: a person's deeply held,

internal sense of their gender. Cisgender people identify with the sex they were assigned at birth. Transgender

people identify with a sex other than the one assigned at birth. Non-binary people reject the “gender binary,” the

social norm that divides reality between female and male. Because of the way the term LGBTQ has evolved to

mean lesbian, gay, bisexual, transgender, and queer, it may seem confusing that a gender identity term
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(transgender) is included in an acronym that otherwise signifies sexual orientations (lesbian, gay, bisexual, and

queer, or LGBQ). It is important to remember that people who are gender minorities, i.e., transgender or non-binary,

may also be sexual minorities, i.e., lesbian, gay, bisexual, or queer (or they may be heterosexual).

The estimated portion of the population identifying as transgender is 0.6%, both nationally and in North Carolina

[1]. There are about 44,750 transgender people in North Carolina [1]. If current trends continue and 20.5% of North

Carolinians will be over 65 in 2035 [2], there will be about 9,174 transgender elders in North Carolina. Many of

today's transgender elders either came out during times when stigma and discrimination meant hiding your

transgender identity, or they have transitioned as elders and may be less certain about their aging needs. Gender

transition is a complex process that can involve social changes such as new terms of address and pronouns,

medical changes such as hormone replacement therapy or surgical procedures, and legal changes such as name

change and birth certificate updates. A transgender person may undergo some, all, or none of these changes,

depending on how they understand their gender identity, other medical conditions they may have, and their access

to the resources necessary to make the changes.

Research has shown that older transgender people may have even more health disparities than cisgender sexual

minorities. Older transgender people have higher rates of depression, stress, disability, and poor health [3]. It is

difficult to find an evidence base about TNB people generally, due to lack of inclusion of sexual orientation and

gender identity on many surveys and instruments. It is even more difficult to locate an evidence base about

dementia and transgender people. A study reported at the 2019 Alzheimer's Association International Conference

found that over 14% of sexual and gender minority participants over age 55 reported subjective cognitive decline,

compared to a rate of only 10% for cisgender heterosexual participants [4]. Because disaggregated data were not

reported, it is difficult to estimate whether gender minority participants experienced cognitive decline at greater or

lesser rates than cisgender sexual minorities in the study.

We also do not know much about transgender-specific gerontology. For example, the Minnesota Transgender

Aging Project's 2017 research included a 67-year-old transgender woman's report that her health care provider

seemed to be guessing as to what she might need, saying, “You probably won't be on estrogen very long because

you're older and you probably won't need it after a while” [5]. For transgender men and non-binary people assigned

female at birth, it would be useful to know if people who retain ovaries and uterus and take testosterone will

experience menopause. In addition to questions about hormone replacement therapy, there are not readily

available data about aging TNB people who have had gender-affirming surgeries. For example, a 61-year-old

transgender woman reported that her surgeon's nurse told her that lifelong dilation of her sex organs would be

necessary in order to avoid urethral complications (personal email communication, December 20, 2019), when

surgical protocols generally only call for dilation for a year post-procedure [6].

TNB people ourselves have real concerns about what may happen to us as we age. In reference to the health

disparities mentioned above, fear of accessing services was a significant mediator across physical as well as

mental health outcomes [3]. Twenty-nine percent of transgender North Carolina survey respondents reported
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having at least one negative experience when accessing health care, and almost that many (26%) reported not

seeking health care due to fear of mistreatment [7].

TNB people may fear discrimination or even violence in long-term care, especially if they are experiencing cognitive

decline. Indiana University and the Regenstrief Institute are investigating surrogate decision challenges for sexual

and gender minority patients with Alzheimer's disease [8]. If the outcomes from this research are disaggregated by

gender identity, we will have useful data about whether TNB people have more or different challenges with proxies

making decisions about our medical care when we become unable to do so.

Advance directives such as health care power of attorney have not traditionally included legal language that would

ensure that TNB people continue to receive hormone replacement therapy after they experience cognitive decline.

There is also a health equity need for legal practitioners to draft language that will ensure that TNB people continue

to be addressed using our affirmed name and pronouns if we lose capacity.

Additionally, there is a real need for TNB people to have tools to make decisions about where we want to age.

Seeking to fill that gap, the Human Rights Campaign Foundation and Advocacy and Services for LGBT Elders (also

known as SAGE) have created the Long-Term Care Equality Index (LEI) [9]. The LEI is a nationwide survey of

residential long-term care facilities informed by experts in long-term care, aging, and the LGBTQ community. The

LEI seeks to gather information about a facility's foundational practices, such as equal rights to visitation and

policies of non-discrimination on the basis of sexual orientation and gender identity for both residents and

employees. The LEI also looks at resident and community engagement, employee policies, and resident services

and support.

For TNB people, an important component of the LEI examines gender-affirming resident services and supports,

such as policies related to room assignment, terms of address, non-gendered activities, and access to clothing,

hair, and grooming products and affirming medical and behavioral health care. Facilities can now sign a

Commitment to Caring Pledge to adopt these policies, and a self-assessment will be fielded soon.

With the addition of increased evidence, creative legal planning, and tools to assess the extent of affirming policies

in long-term care, TNB people will be closer to resting confident that we will be able to access the health care we

need as we age, and that our identities will be accepted and affirmed.
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