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Abstract

Background: Heightened risks of cognitive impairment, disability, and barriers to care among
sexual and gender minority (SGM) older adults are well documented. To date, culturally
responsive evidence-based dementia interventions for this population do not exist.

Objective: This study describes the design of the first randomized controlled trial (RCT)
testing a culturally responsive cognitive behavioral and empowerment intervention, Innovations
in Dementia Empowerment and Action (IDEA), developed to address the unique needs of SGM
older adults living with dementia and care partners.

Methods: IDEA is a culturally enhanced version of Reducing Disability in Alzheimer’s Disease
(RDAD), an efficacious, non-pharmaceutical intervention for people with dementia and care
partners. We utilized a staggered multiple baseline design with the goal to enroll 150 dyads
randomized into two arms of 75 dyads each, enhanced IDEA and standard RDAD.

Results: IDEA was adapted using findings from the longitudinal National Health, Aging, and
Sexuality/Gender study, which identified modifiable factors for SGM older adults, including
SGM-specific discrimination and stigma, health behaviors, and support networks. The adapted
intervention employed the original RDAD strategies and enhanced them with culturally responsive
empowerment practices designed to cultivate engagement, efficacy, and support mobilization.
Outcomes include adherence to physical activity, reduction in perceived stress and stigma, and
increased physical functioning, efficacy, social support, engagement, and resource use.

Conclusion: IDEA addresses contemporary issues for underserved populations living with
dementia and their care partners. Our findings will have important implications for marginalized
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communities by integrating and evaluating the importance of cultural responsiveness in dementia
and caregiving interventions.
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1. Background

By 2050, Alzheimer’s disease and related dementias will affect an estimated 13.8 million
Americans, with associated annual costs estimated at $355 billion [1]. Sexual and gender
minorities! (SGM) comprise 2.4% of the U.S. population aged 50 and older [2,3], and by
2050 the total number of SGM individuals is predicted to double in size to approximately
7 million [2]. Within the SGM older adult population, it is likely 400,000 SGM older
adults currently experience dementia, and by 2050 this is expected to increase to more
than 735,000 SGM older adults, with associated annual care costs of $17 billion [4]. In the
general population, cost (70%) of lifetime care is generally borne by more than 16 million
family and other unpaid care partners in the form of unpaid caregiving and out-of-pocket
expenses [5], with recent estimates valuing this care at $244 billion annually [6].

Nearly one-third (31%) of SGM older adults provide informal care to a partner, friend, or
family member, with an estimated 840,000 SGM care partners, including about 125,000 care
partners assisting community members living with dementia [7], many of whom are older
adults themselves. Compared to heterosexuals, SGM care partners are more often age cohort
peers, and they are more likely to be “families of choice’ or friends with whom they have

no biological or legal relationship [7-10]. Research from Aging with Pride: National Health,
Aging, and Sexuality/Gender Study (NHAS), identified 62.5% of SGM care partners were
providing care to someone other than a partner or spouse, including 29% to friends and

7% to an ex-partner or spouse [7,10]. These care partners experience both psychological

and physical health-related quality of life (QoL) declines over time, especially those who
are older and physically inactive [4,10]. Among SGM care partners, micro-aggressions are
associated with poorer quality of life and microaggressions and day-to-day discrimination
with higher levels of depressive symptoms [11]; lifetime victimization is associated with
higher perceived stress [7]; and SGM community engagement and social support with lower
perceived stress [7]. There are also differences among SGM care partner sub-groups, with
bisexual, queer, African American/Black, and other racial minorities reporting more adverse
psychosocial outcomes and transgender care partners more positive outcomes [11]. SGM
care partners also report barriers to receiving support, including a lack of representation in
services, negative attitudes of care staff, and a reluctance to seek support [12].

Compared to their heterosexual age peers, SGM older adults evidence poorer physical and
mental health outcomes [2,13]; higher rates of disability and functional limitations [14]; and
more risk factors associated with dementia, including HIVV/AIDS, smoking, depression, and

1sexual and gender minorities are defined in this research as individuals who self-identify as lesbian, gay, bisexual, or transgender, or
sexually or gender diverse, or ever engaged in same-sex sexual behavior, or had a romantic relationship with, or attraction to, someone
of the same sex or gender.
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social isolation [2,13,15]. SGM older adults are significantly more likely to report subjective
cognitive impairment (24.5%) than heterosexuals (19.1%) [16]; increased risk for cognitive
impairment and higher incidence of subjective cognitive decline [17,18], and to report their
cognitive impairment as severe and frequent [16].

Despite the disparities in cognitive health among SGM populations [16], they are rarely
included in dementia research, interventions, or services [19,20]. Yet, SGM older adults
living with dementia or cognitive decline and their care partners face substantial barriers in
accessing culturally relevant dementia care and services. They are less likely to benefit from
formal services because of providers’ explicit and implicit bias [19,20]. Fear of accessing or
utilizing services due to stigma among SGM older adults also creates difficulty in securing
services and support [20]. Experiences of discrimination and stigma across the lifespan
often require ongoing identity management strategies, such as not seeking services and/or
hiding SGM identities and relationships in contexts they perceive as unsafe to disclose,
potentially blocking access to needed resources. Cognitive decline itself may increase SGM
older adults’ stress and reluctance to utilize care services. As such, the centrality of informal
caregiving for this population may be even greater than in the general population.

The lack of efficacious, research-based interventions for vulnerable and underserved

older adults living with dementia and their care partners, including SGM populations,

is a significant public health problem. It is critically urgent to translate evidence-based
interventions [21,22] that address unique characteristics and experiences of SGM older
adults living with dementia and their care partners. In this paper we describe the design and
development of the first innovative RCT developed to address the distinct risks and barriers
facing SGM older adults living with dementia and their care partners, the Innovations in
Dementia Empowerment and Action (IDEA) intervention.

Innovation

To better serve SGM older adults living with dementia and their care partners, we developed
a culturally specialized approach based on findings from the first of its kind longitudinal
study, NHAS [3]. Results suggested that for SGM older adults living with cognitive
impairment, modifiable health promoting pathways include SGM-specific discrimination,
identity stigma, health behaviors (e.g. physical activity, outdoor leisure activity, optimal
sleep, and food intake), and support networks [23]. Incorporating these modifiable factors,
we built upon an efficacious dementia intervention, Reducing Disability in Alzheimer’s
Disease (RDAD) [24-26], designed to increase physical activity and problem-solving by
engaging persons living with dementia and their caregivers. Evaluated in an RCT, RDAD
findings have been peer-reviewed and published in highly-regarded scientific journals
[27,28], and it is included as a model program in the Administration on Aging Evidence-
Based Intervention Grants Program [29]. The RDAD program contains many of the
characteristics identified in the literature as essential to translation [30,31], including a
well-developed assessment and training protocol with a trainer manual, structured session-
by-session outlines, and participant materials.
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1.2. Conceptual framework

The IDEA intervention is informed by the Health Equity Promotion Model (HEPM)

[32] guiding the NHAS study. The HEPM explicates SGM health and well-being by
conceptualizing the: “a) heterogeneity and intersectionality within... [SGM] communities;
(b) the influence of structural and environmental context; and (c) both health-promoting
and adverse pathways that encompass behavioral, social, psychological, and biological
processes.... by integrating a life course development perspective within the health-
promotion model” (p. 653). We employ this framework to understand specific risk and
protective factors in underserved populations that may be associated with both dementia
and caregiving, as they may hamper or enhance intervention engagement, delivery, and
retention. The HEPM also informs how healthcare access in underserved populations is
shaped by multidimensional processes, including the components outlined above [33].

We combined HEPM principles with the theories and strategies underlying RDAD. Social-
learning [34] and cognitive behavioral strategies [26] within RDAD include modeling and
observation, as well as goal-setting, self-monitoring, problem solving, and reinforcement.
This theoretical grounding was not originally tailored for SGM populations; therefore,

we enhanced the intervention through the integration of the HEPM and the application

of motivational interviewing (MI) to explicitly include goal-setting and problem-solving
around SGM-specific health care access and unique concerns such as barriers due to
exposure to implicit and explicit bias [26,35] and histories of trauma [36,37] to reduce
stress for the person living with dementia and their care partner.

2. Methods
2.1. Study aims and design

The purpose of this RCT is to design and develop a culturally responsive multidimensional
intervention designed specifically for SGM persons living with dementia and their care
partners to enhance their physical functioning, social engagement, and QoL. The primary
aims of the RTC are threefold: to 1) test short- and long-term effects of enhanced IDEA,
comparing it to the standard intervention RDAD on primary and secondary outcomes for
SGM older adults and their care partners; 2) evaluate intervention adherence; and 3) test
whether the effects of enhanced IDEA and the standard RDAD differ by subgroups. The
current study is a 2-arm (enhanced IDEA & standard RDAD), single-blind, RCT using a
staggered multiple baseline design [38], approved by the University’s Institutional Review
Board.

2.2. Sample size estimation

Based on a previous study [28], we ran a series of power analyses (2-sided) aimed at
detecting differences in outcome variables and taking into consideration interaction terms to
determine the size of our smallest sub-sample. For the equal subgroup size by intervention
condition, we based power calculations on mixed-effects models with individual random
intercepts and slopes that accounted for heterogeneity in baseline outcome variables, and
changes in outcome variables among individuals, adjusting for key covariates and applying
the Bonferroni correction to control for error rates associated with multiple tests. To detect
a small effect (d= 0.25), which is greater than a minimal clinically important difference
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level [39], assuming statistical power of 0.8 and significance level of 0.05, the estimated
sample size was 52 dyads in each group (104 dyads total). Adjusting the sample size up to
account for the projected 25% attrition over two years indicated a total sample to recruit of
150 dyads.

2.3. Participants and recruitment procedures

In this RCT study, participants are recruited from multiple sources using a multifaceted
approach, including direct referrals from community agencies providing aging and health
services using presentations, flyers, newsletters, and social media. Study staff facilitate
meetings for community agencies that serve older adults as well as those that serve SGM
individuals, making all recruitment materials available to them. Emails with the study
website, flyer, and ready-made social media posts are also sent to community agencies.

2.4. Eligibility requirements (Table 1)

As a dyadic study, both the person living with dementia and their care partner participate.
The care partner is the person designated by the person living with dementia as the informal
helper who assists most with daily needs, is not paid, and is not a volunteer affiliated with

a service organization. Either the person living with dementia, or the care partner must
self-identify as SGM or sexual or gender diverse, OR have had a romantic relationship with,
or attraction to someone of the same sex or gender, or engaged in same-sex behavior. The
person living with dementia must be at least 50 years of age and have dementia, based on the
definition suggested by scientific literature [40,41], determined 1) by asking the care partner
the current diagnostic status of the person living with dementia, or 2) by asking the care
partner whether the person living with dementia has any difficulties in dementia domains
AND needs help in everyday activities. This method has two key aspects: (1) it precludes
considerable increased costs that would be necessitated by obtaining a physical exam and

(2) avoids unnecessary delays (and potential the loss of participants) needed to schedule an
exam or wait for receipt of patient charts. The care partner must be willing to spend at least
30 min per day for study activities or be willing to coordinate with others to assist the person
living with dementia.

Exclusion criteria for the person living with dementia or the care partner include a) residing
in a nursing home or long-term care facility or having plans to move to one within six
months of enrollment; b) known terminal illness; c) hospitalization due to a psychiatric
disorder in the 12 months preceding enrollment; d) currently suicidal; e) having major
hallucinations or delusions; and, f) having physical limitations or chronic conditions that
prevent participation in the low-impact exercises program.

2.5. Consenting

After a dyad is screened eligible, consent forms are emailed prior to a scheduled consent
interview. Research staff are trained to review consent forms, including addressing any
questions or concerns raised by participants, as well as to ask a series of questions to assess
comprehension and competence to consent. For example, if the care recipient is unable

to provide consent, research staff will contact the care partner or, if applicable, the care
recipient’s legally authorized representative, to obtain consent. If any issues arise during
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the consent process, a trained and licensed psychologist with expertise in dementia and
informed consent is consulted by the research staff. Following consent, the care recipient is
administered the MMSE cognitive screening.

2.6. Randomization

Eligible and consented dyads are randomized into enhanced IDEA or standard RDAD
through a clustered randomization procedure [42]. Using a computer algorithm, dyads are
randomly assigned to the two experimental conditions in blocks of six, reducing the chance
that group assignments would be unbalanced.

2.7. Intervention

Fig. 1 details the study sequencing. The care partner of the randomized dyads completes

the initial baseline assessment at 0 weeks, which assesses a variety of demographic
characteristics, as well as primary and secondary physical, psychological, and social
outcomes. Primary and secondary outcomes replicated those utilized in standard RDAD
[28] with the inclusion of SGM-specific outcomes based upon the findings of NHAS

[3]. All measures are completed by the care partner, including self-report and for the

person living with dementia. See Table 2 for a description of all measures. Following the
initial baseline assessment, participants have a 6-week waiting period and complete another
baseline (pretreatment) assessment six weeks after the Time 0 baseline assessment. The
staggered pre-treatment assessments provide a within-subjects control period. Then, after the
6-week treatment period, follow-up assessments are conducted at 13, 30, and 56 weeks. The
six-week enhanced IDEA and standard RDAD are delivered by coaches randomly assigned
to intervention arms. Coaches have a variety of educational and professional backgrounds,
with the majority having some experience working within SGM communities and trained in
either health, human, or behavioral services. Both programs consist of nine, 1-h sessions,
conducted in the participants’ homes over six weeks. The sessions are conducted twice a
week for the first three weeks; once a week for the next three weeks. After the treatment
phase is concluded, the participants enter a 12-week maintenance phase. During this time,
all participants receive four, 30-min follow-up phone meetings once a month for the next
four months from their assigned coach. Table 3 details enhanced IDEA and standard RDAD
curricular intervention components.

The elements of standard RDAD include exercise with aerobic/endurance activities, strength
training, and improving balance and flexibility. Exercises are introduced incrementally and
individualized to meet the needs of each person, with the goal for both the person living with
dementia and care partner to engage in a minimum of 30 min of moderate-intensity exercise
daily. In the cognitive-behavioral component of standard RDAD, the antecedent-behavior-
consequence (ABC) technique is applied. Care partners are taught to identify A) activating
events leading to B) behavioral issues, and C) the consequences of the behavior. Care
partners are taught to identify and modify behavioral dementia-related-challenges that can
impair day-to-day functioning, and adversely affect interactions and exercise. Care partners
are also instructed on how to create a secure, safe environment, ensure good nutrition, and
identify pleasant activities that can be incorporated into daily life for both members of the
dyad. Finally, issues with dementia and/or caregiving, such as depression, burden, and stress,
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are assessed and sources of support are identified. During the follow-up monthly phone
meetings, the intervention participants review treatment skills with their coach, including
how well exercise, problem-solving, and pleasant events have been maintained. They also
discuss with their coach any new issues that may have arisen during the intervening month
and assist the care partner to develop plans for dealing with them.

3. IDEA enhancements

In addition to the standard RDAD program components, enhanced IDEA employs culturally
responsive empowerment practices based on findings from NHAS [3]. Empowerment is a
process designed to cultivate engagement, efficacy, and support mobilization (EES) among
the person living with dementia and their care partners. Enhanced IDEA coaches are taught
and utilize the principles of EES and MI, to address barriers to engagement commonly faced
by this and other underserved populations and to take full advantage of their psychological
and social resources, with the expectation of improvement in program adherence and
compliance. The EES key principles include:

Engagement:

Efficacy:

The enhanced IDEA program is designed to increase the engagement of participants. The
coach engages with participants, integrates SGM cultural content, remains open to feedback
from participants about what is relevant to them, elicits participants’ personal motivation for
engagement, and guides them to articulate their own values and goals.

The development of the participants’ sense of efficacy is key to empowerment. When
participants feel that they can achieve their goals, they are better equipped to work

toward doing so. Therefore, enhanced IDEA coaches support participants in their abilities,
emphasize their strengths, guide them in planning to meet their personal goals, encourage
them to provide feedback on the program, and utilize feedback in the follow-up sessions.

Support mobilization:

Due to the social isolation of many SGM older adults and their unique and varied care
partner relationships, mobilizing support resources is crucial in establishing sustainable
change. The enhanced IDEA coach helps both the person living with dementia and

the care partner identify existing national and local resources addressing the needs of
SGM older adults such as the Goldsen Institute older adult resources and programs
(https://goldseninstitute.org), the National Resource Center on LGBTQ+ Aging (https://
www.Igbtagingcenter.org), and SGM related Alzheimer’s and dementia information and
support. Such community resources provide valuable information, materials, and support
and can help mitigate the effect of stigma on loneliness, depression, and overall quality of
life. Enhanced IDEA coaches provide information about potential additional resources and
guide the dyad in concrete planning steps for accessing and utilizing support.

A lack of empowerment due to stigma, non-disclosure of stigmatized identities, historical
and contemporary trauma, and social isolation related to sexual and gender minority statuses
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3.1.

among SGM older adults living with dementia and their care partners may be major barriers
to engagement and intervention implementation. The empowerment practice integrated in
enhanced IDEA is designed to amplify the person-centered approach of the intervention by
adapting MI and increasing the cultural relevance of the intervention. For example, an EES
Check-In is used to help coaches identify obstacles participants may be facing as well as
their strengths and to initiate MI communication strategies to enhance EES.

Motivational interviewing

Although rarely used with older adults or in dementia intervention research, enhanced IDEA
coaches are taught Ml as a change mechanism, to promote empowerment among the person
living with dementia and their care partner to support intervention goals, retention, and
adherence to care plans. MI guides coaches in four fundamental processes: 1) establish

a mutually trusting and respectful helping relationship; 2) clarify goals or directions for
change; 3) elicit the participants” own motivation for change; and 4) develop specific change
plans that the participants are interested in implementing [50]. Ml is an evidence-based,
collaborative communication style that promotes motivation for change [50]. Aspects of

MI have been shown to affect treatment retention and adherence, predict better outcomes,
and achieve results for clients in less time [51-53]. MI can be particularly salient with
groups who have experienced social rejection, stigma, and societal pressure because of

its humanistic style and emphasis on self-determination [53]. It has been shown to have

a more significant effect on outcomes when implemented with clients from marginalized
populations [52,53]. Ml is employed to facilitate positive change in exercise and behavior
change and other outcomes via building trust with participants and guiding them to enhance
engagement, self-efficacy, and support mobilization.

3.2. Cultural responsiveness

Enhanced IDEA is designed to respond to SGM specific needs and barriers, including
stigma, identity management, disclosure and concealment, bias and trauma, and social
isolation, as well as to address other potential barriers and to identity strengths and
resources. Enhanced IDEA coaches are trained in these specific areas of cultural relevance
and the application of trauma informed care [36].

Stigma: SGM older adults living with memory loss and their care partners face sexual,
gender, age, culture, and dementia related stigma, which involves the devaluing of the
person based on their identities within the social context. Stigma exists when there is a
characteristic that society views as discrediting [54] creating a situation where they are

seen as “other” than mainstream society. Such stigma manifests at multiple levels, including
intrapersonal (internalized), interpersonal (including familial), institutional and community
(including health and social services), and structural (including public policies) [55,56].
Social stigma has been found to be significantly associated with SGM older adults’ adverse
mental and physical health outcomes, increased substance use, internal and external conflict,
and social exclusion [57,58]. Among SGM populations, sexual and gender-related stigma

is compounded by differing types of stigma and other intersectional identities, including
age, culture and race/ethnicity, dementia [4], and HIV related stigma [55]. The World
Alzheimer’s Report [59], for example, found that in the U.S., 26.4% of the general public
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would hide their dementia diagnosis if possible. Both sexual, gender, age, culture and race/
ethnicity, and dementia-related stigma are factors that can impact not obtaining a timely
dementia diagnosis but also limit access to appropriate services and supports [4]. As part of
enhanced IDEA, coaches are trained on specific ways to assist those living with dementia
and their care partners to both recognize and effectively respond to sexual, gender, age,
culture and race/ethnicity, and dementia-related stigma.

Identity management: The process of identity management — when, where, how, in what
particular contexts identities are concealed/hidden or disclosed are complicated by declining
cognitive ability, as persons living with dementia may have difficulty safely navigating
disclosure [60]. Enhanced IDEA coaches focus on teaching both the person living with
dementia and the care partner how to assess and respond to identity management challenges.
The coaches are trained to assist participants on how to navigate identity management as
well as potential feelings of discomfort or embarrassment they may experience when faced
with difficulty with disclosure of their identifies.

Bias: Bias can be explicit, such as discrimination, victimization and the failure to

provide services, or implicit, such as an automatic prejudice activated independently of

an individual’s current attitudes or beliefs and can produce systematic discrimination in
subtle, indirect ways that are difficult to monitor and control [61,62]. The adverse influence
of both explicit and implicit bias on treatment decisions and adherence, patient-provider
interactions, and perceptions of care and accessing care [63-65] make interrupting bias an
important consideration for enhanced IDEA. During training and throughout intervention
delivery, enhanced IDEA coaches are encouraged to critically analyze their own experiences
and potential biases toward participants. Coaches also help participants identify and respond
to experiences of explicit and implicit bias and connect them with resources specific to SGM
older adults, potentially attenuating bias and resulting in more positive perceptions of care.

Trauma informed care: Research indicates that most SGM older adults have experienced
trauma multiple times over their lifetime [57,58]. The trauma informed care model utilized
in this intervention is responsive to issues of culture, sexuality, and gender, with the goal

to ensure safety and promote trust, collaboration, autonomy, and empowerment among
intervention participants [36]. Enhanced IDEA coaches are trained to assist care partners
and participants, if appropriate, to learn to identify potential triggers for them in terms of
remembering traumatic life events, and how to limit exposure to triggers when possible. For
example, if stimuli are identified as antecedents to traumatic agitation, the person living with
dementia and the care partner are coached to structure activities or redirect in ways that
minimize contact and adverse impact.

3.3. Fidelity

To ensure treatment fidelity and maintain high quality control throughout the intervention
and evaluation, Lead Interventionists closely monitor coaches’ training and skill acquisition,
treatment intensity, consistency, treatment receipt, and enactment. The intervention goal is to
ensure equivalency in coach skill and ability through a well-developed training program. All
coaches are randomly assigned to either the enhanced IDEA or standard RDAD arms, and
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they attend a two-day training, one covering standard RDAD only by the RDAD research
team [66] and one for enhanced IDEA coaches [67] designed to address the needs of

SGM older adults. Both trainings introduce coaches to study curriculum, best practices

for coaching dyad sessions, and guided practice through intervention components. Coaches
record their sessions with dyads, and complete progress notes after each session. Each coach
has a training case, with each session reviewed and rated by the Lead Interventionists for
fidelity to the treatment protocol.

Lead Interventionists provide feedback to coaches after each session in the training case

on adherence to protocol content, competence delivering behavior management, exercise
instructions to participants, intervention components, use of problem-solving strategies,
general therapeutic communication skills, and relationship building skills. To move beyond
their training case (3 allowed), coaches are required to have a total rating of 80% or

higher. Following successful completion of the training case, coaches receive feedback
from Lead Interventionists on two randomly selected sessions on their second case.

On an on-going basis, Lead Interventionists follow-up as needed with specific coaches

via phone calls. To support, advise, and provide feedback to coaches implementing the
intervention, regular weekly coach group consultation meetings take place to facilitate
problem-solving and enhance skill development. The Pls hold regular consultation meetings
with Lead Interventionists and monitor maintenance of treatment fidelity throughout the
implementation phase.

3.4. Adverse events monitoring

Coaches are trained to identify, obtain additional information on, and report any adverse
events experienced by participants. The research coordinator records all adverse event
information from the start of enrollment to the last phone assessment. The research
coordinator is trained to identify potential serious adverse events and reports them
immediately to the Pls, who ensures the proper action and categorization are taken.

4. Discussion and conclusion

This study is designed to develop IDEA, the first ever culturally enhanced intervention for
SGM older adults experiencing dementia and their care partners, based on, and compared
to, standard RDAD, an efficacious intervention [28]. Our goal is to increase the physical
functioning, social engagement, and QoL of SGM older adults living with dementia,

and promote intervention adherence. To minimize bias, data on treatment effects are
collected with no knowledge about participants’ randomization status. To assess whether
randomization of participants is successful, the two treatment groups will be compared on
baseline demographics and clinical characteristics. Once all intervention data is collected,
the efficacy of the intervention will be evaluated and we will assess both recruitment and
retention of enhanced IDEA participants, compared to standard RDAD and all study aims
and outcomes.

To promote efficacy, engagement, and successful implementation, interventions must be
responsive to cultural context [68]. Enhanced IDEA is the first culturally informed evidence-
based dementia intervention designed for SGM older adults living with dementia and their
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care partners. It joins the small body of research focused on adapting dementia interventions
for marginalized and underserved populations. Culturally adapted cognitive interventions
for Hispanic and Latino dementia care partners have been described and tested [69,70].
Emerging evidence with African Americans with mild cognitive impairment has also found
support for a culturally adapted intervention [71] that, like IDEA, is grounded in cognitive
behavioral and Ml strategies. In each of these adapted interventions, evidenced-based
models are combined with a cultural framework specific to the population of interests’
strengths, challenges, and cultural history.

SGM populations have been identified as a health disparate population [72], with unique
health and social disparities placing them at heightened risk of dementia, and distinctive care
giving vulnerabilities and strengths. Given these factors, interventions designed for SGM
individuals with dementia and their care partners are needed in the context of a diverse,
aging population. By supporting change via empowerment practice, promoting physical
activity, and addressing stigma, we move the knowledge base forward by evaluating the
importance of population and cultural-specific content within a historically marginalized
and stigmatized population. The enhanced IDEA intervention is poised to respond to the
growing diverse population and the existing disparities in dementia care.
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Assessment (Number per week) t#1 (4, once a month) 0 Assessment

Fig. 1.
Study sequencing.

Contemp Clin Trials. Author manuscript; available in PMC 2024 May 01.



1duosnuey Joyiny 1duosnuen Joyiny 1duosnuey Joyiny

1duosnuen Joyiny

Fredriksen-Goldsen et al.

Page 17

Table 1
Eligibility criteria.
Criteria Care Care
Recipient Partner

Inclusion « Either the person living with dementia, or the care partner must self-identify as SGM or Either care partner OR care
Criteria sexual or gender diverse, OR have had a romantic relationship with, or attraction to someone recipient

of the same sex or gender, or engaged in same-sex behavior.

« 50 years of age or older at enroliment Vv

* Has Alzheimer’s disease or other dementia. Or meets the definition of dementia suggested Vv

by scientific literature, which is determined 1) by asking care partner the current diagnostic

status of care recipient or 2) by asking whether care recipient has any difficulties in the

domains of dementia AND needs any help in daily activities

* Living in the community (not in a long-term care facility receiving nursing home skilled v v

level of care)

* Willing to spend at least 30 min per day for study activities or willing to coordinate others to Vv

assist

« Providing care or assistance to the care recipient Vv
Exclusion < Plans to move to a long-term care setting for skilled nursing care within 6 months of Vv Vv
Criteria enrollment

» Known terminal illness (with death anticipated within the next 12 months) Vv Vv

* Psychiatric disorder in the 12 months prior to baseline Vv Vv

« Currently suicidal v v

« Major hallucinations or delusions Vv Vv

« Physical limitations/chronic conditions preventing participation in a low impact exercise Vv Vv

program and the exercise program can’t be modified for the person to participate

« Currently engaged in more than 150 min a week of moderate physical activity or regularly Vv Vv

participates in a formal exercise program

« Is not a paid care partner or a volunteer affiliated with a service organization Vv
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Table 2
Measures.
Variable(s) M easure(s) Person Assessed  Response Range
Health related quality of life
. - Number of days of aerobic activity of at least 30
Physical activity min per week CR & CP 0-7
dC'hI’OHIC conditions/ 15-item measure of different health conditions. CR&CP Yes/no
iseases
Memory, depression, and  24-item Revised Memory and Behavior Problem CR 4-point scale: none to daily or more
behavior disturbances Checklist (RMBPC) [25] often
Depressive 10-item (mean score), Center for Epidemiological cp 5-point scale: less than once a week or
symptomology Studies-Depression scale (CESD-10) [44] never to everyday
10-item (mean score), physical functioning
Activity limitations subscale of the Medical Outcomes Study 36-1tem  CR & CP Yes/no
Short Form (SF-36) [45]
- - 13-item Quality of Life in Alzheimer’s Disease noi .
Quality of life (QOL - AD) [46] CR 4-point scale: poor to excellent
Social connectedness
Partnered, married, divorced, widowed,
Relationship status Single item CR &CP separated, never married, or never
partnered
Social Support 4-item (mean score), brief MOS-Social Support CR&CP 5-point scale: never to very often
Scale [47]
SGM community 3-item questionnaire regarding SGM community i . :
engagement knowledge and resources CP 4-point scale: strongly disagree to agree
Social Isolation 3-item (mean score) UCLA Loneliness Scale [48] CP 4-point scale: never to often
Caregiving
. . . . . . . Partner/spouse, friend, parent or parent-
ngggnshlp between glg?(l;ltem question about relationship between cp in-law, child, grandchild, other relative,
other relationship
- - 3-items, assessing competency in problem i . .
Caregiving efficiency solving and support seeking CcpP 4-point scale: strongly disagree to agree
Minority stress
Perceived stress 4[14|9t]e m (mean score) Brief Perceived Stress Scale CP 5-point scale: never to very often
6-item (mean score), SGM Microaggressions
Adverse experiences assessing frequency of external stigma based on CP 5-point scale: never to very often.
perceived SGM identity
Background characteristics at baseline
Age Single item CR & CP :\i/;(t):dth. day, year Female, male, not
Sex assigned at birth Single item CR & CP Woman, man, not
Gender identity Single item question about gender identity CR & CP Woman, man, not listed (gender diverse)
Transgender identity Single item question about transgender identity CR &CP Yes/no
. . . . . - . Gay or leshian, bisexual, straight, not
Sexual orientation Single item question about sexual orientation CR &CP listed (sexually diverse)
White, Black or African American,
. . . Asian, Native
Race Single item question about race CR &CP Hawaiian or Other Pacific Islander,
American Indian, Alaska Native, Other
Ethnicity Single item question about ethnicity CR&CP Yes/no
Language(s) spoken Single item CR&CP Yes/no
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Variable(s) M easur (s) Person Assessed  Response Range
No high school, some high school, high
school graduate or equivalent, some

Educational level Single item question CR & CP college, college degree, some graduate,
graduate degree, vocational/technical
certificate

Employment status Single item question about employment CR & CP Yes/no

Military/veteran status Single item question about military status CR &CP Yes/no

Cognitive functioning Mini-Mental State Exam (MMSE) [43] CR Open ended responses
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Table 3

Session# RDAD Standard Components

IDEA Enhanced Components Enhancement: Application of EES Check-in in the
beginning of each session

10-13

« Introduction/logistics

« Overview and rationale of exercise
program

« Overview of behavior changes in
ADRD

« Exercise program: Warm-up/cool
down exercises

« Behavior program: Realistic
expectations and learning to observe
problematic behaviors

« Exercise program: Strengthening
exercises

« Behavior program: Introduction to
the ABCs

« Exercise program: Endurance
exercise

« Behavior Program: Communication
and applying the ABCs

« Exercise program: Overview and
practice

« Behavior program: Developing a
problem-solving plan with the ABCs

« Exercise program: Monitoring and
creating safe environment

« Behavior program: Introduction to
pleasant events

« Exercise program: Monitoring
« Behavior program: Discussing
nutrition management

« Behavior program: Identifying
pleasant events

« Exercise program: Monitoring
« Behavior program: Coping with
caregiving

« Exercise program: Review
« Behavior program: Maintaining
skills

« Follow-up phone meetings

« Introduction/logistics

 Overview and rationale of exercise program

« Overview of behavior changes in ADRD

- Enhancement: Discuss current social and community supports

- Enhancement: Discuss relationship between the person with dementia and the care
partner and their living arrangement and identify potential obstacles

- Enhancement: Respond to SGM identity, bias, and trauma; discussed as part of
memory loss experience

* Exercise program: Warm-up/cool down exercises

« Behavior program: Realistic expectations and learning to observe problematic
behaviors

- Enhancement: Respond to issues of personal histories and identity management
- Enhancement: Explore support from family, family of choice, friends, and
community resources

« Exercise program: Strengthening exercises

« Behavior program: Introduction to pleasant events

- Enhancement: Consideration of unique life histories and experiences both adverse
and positive, including bias, trauma, and personal engagement.

- Enhancement: Discuss social connections (SGM identities effect on social
interaction; SGM-related and general community resources)

« Exercise program: Endurance exercise

« Behavior Program: Communication & identifying pleasant events

- Enhancement: Communication with focus on SGM culture and communities

- Enhancement: Involving the person with dementia in identifying pleasant events if
possible

- Enhancement: Discuss support needed to complete pleasant events

* Exercise program: Overview and practice

« Behavior program: Introduction to the EES-ABCs

- Enhancement: EES-ABCs enhanced from RDAD ABCs to include MI components
and promote efficacy, engagement, and support mobilization in problem solving

« Exercise program: Monitoring and creating safe environment
- Enhancement: Discuss SGM identity and bias-related safety concerns
« Behavior program: Applying the EES-ABCs

« Exercise program: Monitoring

* Behavior program: Discussing nutrition management

« Behavior program: Developing problem-solving plan with the EES-ABCs
- Enhancement: Taking into consideration SGM distinct issues.

« Exercise program: Monitoring
« Behavior program: Coping and thriving with caregiving
- Enhancement: Encouraging care partner to use the EES-ABC strategies and develop

a plan to cope with stress, identify positive aspects of care, and strengthen confidence and

support mobilization

« Exercise program: Review

« Behavior program: Maintaining skills

- Enhancement: Revisit SGM-specific issues that have been raised

- Enhancement: Discuss skills and ways to increase community engagement and
support

* Follow-up phone meetings
- Enhancement: Revisit SGM specific issues raised throughout intervention
- Enhancement: Discuss social support needed for program maintenance
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