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Study to investigate surrogate decision

challenges for LGBT patients with
Alzheimer's

December 4 2019

POPULATION:

MILLION o
e TWICEAS TWICE  LIKELYTO

AUTS oo | AS  DISCLOSE

INTHE LIKELY  ORIENTA-
SINGLE il

US. AR CADULTS | TOLWE  TIONIN

ASTHEY |
65+ ALONE  HEALTH
AGE
POVERTY SETTINGS

Facing Alzheimer's disease in a loved one is challenging under any circumstances
but may be even more challenging when the patient is lesbian, gay, bisexual, or
transgender (LGBT). Regenstrief Institute Research Scientist and Indiana
University School of Medicine faculty member Alexia Torke, M.D., M.S. is
working to gain insight into needs and experiences of LGBT older adults with
Alzheimer's disease. Credit: Regenstrief Institute
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Facing Alzheimer's disease in a loved one is challenging under any
circumstances but may be even more challenging when the patient is
lesbian, gay, bisexual, or transgender (LGBT).

Regenstrief Institute research scientist and Indiana University School of
Medicine faculty member Alexia Torke, M.D., M..S., has received a
grant from the National Institutes of Health (NIH) to gain insight into the
needs and experiences of this doubly vulnerable population—LGBT
older adults with Alzheimer's disease—and their surrogate decision
makers.

"With this study we are taking a step on the path towards decreasing
health disparities among the LGBT community in the context of end-of-
life care," said Dr. Torke. "We need to know more about their needs and
experiences so we can develop tools and resources supporting high-
quality decision making and enabling care that aligns with their own
goals and preferences."

"This is the first generation of LGBT individuals who are out and
through this study we hope to learn more about their knowledge and
engagement with surrogate decision making and more about the barriers
encountered by their surrogates," Dr. Torke said.

After encountering significant prejudice throughout their lives, LGBT
individuals are known to confront even more prejudice as they grow
older, according to Dr. Torke. Compared to heterosexual individuals,
LGBT individuals are twice as likely to be single as they age, twice as
likely to live alone, three to four times less likely to have children to
support them, and Dr. Torke notes that because of these factors, LGBT
individuals have increased challenges in advance care planning.

One third of LGBT older adults live in poverty. Currently there are 1.1
million LGBT individuals in the United States who are 65 years of age
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and older. By 2030, it is estimated that this population will grow to 7
million. Because of social stigma, older LGBT individuals are known to
refrain from disclosing their sexual orientation or going back in the
closet as they age according to Dr. Torke. She notes that healthcare
providers often operate without clear guidance on how to interact with
LGBT individuals about care decisions and practices based on
heteronormative assumptions.

The inclusion of same-sex partners in decision making and treatment
planning has been shown repeatedly to be a priority for LGBT patients
facing life-limiting illness.

In this newly funded study, Dr. Torke and colleagues from Regenstrief
Institute, IU School of Medicine and Carey Candrian, Ph.D. from the
University of Colorado Denver will explore the emotional, spiritual and
religious experiences of both LGBT Alzheimer's disease patients and
their caregivers. Caregivers, who may be partners or spouses, children,
other relatives or friends, will be interviewed and surveyed.

The researchers will explore the impact of communication quality on
decision making quality and surrogate well-being, including post-
traumatic stress. They will also examine religious and spiritual
dimensions of surrogates and the extent to which they impact medical
decision making as well as the actual care received by the LGBT
individual with Alzheimer's disease. The findings will inform the
development of innovative aids to improve both the quality of medical
care for incapacitated patients and the well-being of the decision makers.
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