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• Definition
• Not biological but social

• Context-dependent 

• Used as a tool for oppression

• Census categories are commonly used  

US Census; Thmoas, 2011; Fuentes, 2019

Racial and ethnic groups



Example: Who are Hispanics/Latinos?

• Census: (self-identify as) a person of Cuban, Mexican, Puerto 
Rican, South or Central American, or other Spanish culture or 
origin regardless of race.

Census, 2015





Demographics of different groups
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Statistic atlas

Distribution by county
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Dementia has a devastating impact
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Dementia has a devastating impact 
on people with dementia

World Health Organization, 2013; Hurd, 2013; Alzheimer’s Association, 2019; US Burden of Disease Collaborators, 2013

Causes of death in the USA 

12th cause of disability in 2010

Compared to older adults without dementia:

• + Chronic conditions

• + Polypharmacy use 

• + Hospitalizations



Dementia has a devastating impact 
on care partners

Vitaliano, 2003; Alzheimer’s Association, 2019; Families Caring for America, 2016

Physical Financial

Psychological

Caregiver type Dementia Stroke Non

Depression 30-40% 19% 5-17%

Anxiety 44% 31% -

Compared to non-care partners:

• + 23% stress hormones

• - 15% antibody responses

• + 10% physical symptoms

• + 12% medication use

Percentage of care partners reporting financial 

difficulties



Dementia has a devastating impact 
on the society

World Health Organization, 2013; Hurd, 2013; Alzheimer’s Association, 2019 and 2021

181, 51%

59, 17%

76, 21%

39, 11%

Costs of Care by Payment Source for Americans Age 65 
and Older with Dementia, 2021

Medicare

Medicaid

Out of pocket

Other

Total cost: $355 Billion



Dementia is not the end

• There is no cure for most, but…

• Treatment can stabilize and delay outcomes

• Memory and thinking

• Activities of daily living

• Depression, worry, agitation

• Impact on caregiver

Alzheimer’s Association, 2019 and 2021
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Insurance status and education

U.S. Census Bureau, 2013; Gallagher-Thompson, D., et al. (2003) 



U.S. Census Bureau, 2013; Gallagher-Thompson, D., et al. (2003) 

Income



U.S. Census Bureau, 2013; Pew Research, 2018, Asad, 2020
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U.S. Census Bureau, 2013; Gallagher-Thompson, D., et al. (2003) 

Shared cultural elements among Hispanics/Latinos

Familismo Collectivistic orientation.
i.e. discussing mental disorders with outsiders may 
affect the image of the family.

Personalismo Importance of warm interactions.
i.e. interactions with institutions and providers are 
perceived as cold and business-like.

Machismo Strong sense of roles stereotypically masculine.
Dementia might be a sign of weakness for men.

Fatalismo Subjugating events to destiny. 
More likely to believe problems are inherent to fate.

Cultural factors
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Potential mechanisms 

Glymour & Manly, 2008



Prevalence of dementia in New York

Gurland, 1999



Incidence of dementia in California

Mayeda, 2016



Kornblith, 2022

Incidence of dementia among US 
veterans



Prevalence of dementia and MCI in the 
US population

Manly, 2022
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Trends in prevalence of dementia in the 
US population

Hudomiet, 2022
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Levels of dementia knowledge
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Underrepresentation dementia research
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Consequences of underrepresentation

Jackson, 2020; Mayeda, 2018; Ramamoorthy, 2015; Jackson, 2016

Rights Validity

Widening gapFindings for all
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Underdiagnosis and undertreatment
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Poor behavioral health of care recipients 
and caregivers

Hinton, 2003; Lyketsos, 2000; Chen, 2020 
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• Very few interventions have been designed/tested among Latinos
• Low generalizability 

• Potentially widens disparities 

• Latinos experience barriers to care/caregiving giving interventions 
• Time constraints

• Unreliable transportation

• High cost vs income level

• Language and cultural barriers

Why focus on Latino people with 
dementia and their caregivers

Gilmore-Bykovskyi, 2018; Jackson, 2020; Gallagher-Thompson, 2003



Text messaging may be the solution
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Potential for:

• Fidelity

• Effective 

• Anywhere and anytime

• Low cost 

• Personalized 

• Private

• Highly engaging for Latinos 

Schilling, 2013; Hll, 2015; Guerriero, 2013; Zurovac, 2012; Cartujano-Barrera, 2019; 2020



Testing the feasibility of CuidaTEXT

Onken, 2014; Vilardaga, 2018; Perales-Puchalt, 2021



Testing the feasibility of CuidaTEXT

Vilardaga, 2018; Perales-Puchalt, 2021



CuidaTEXT, the intervention

Pearlin, 1990; Perales-Puchalt, 2021



CuidaTEXT, the intervention

Pearlin, 1990; Perales-Puchalt, 2021



Testing

Study design: one-arm pre- & post intervention trial; convenience sampling

Intervention: 

• Six-month bilingual culturally-tailored SMS-based 

• Two-way communication

Participants

• Spanish/English speaking Latinos 

• Provide in-person caregiving to relative with dementia

Outcomes (metrics, or pre- & post-intervention survey)

• Feasibility, acceptability, preliminary efficacy

Cheng, 2005; Gonzalez, 2017; Thornton, 2003; Higginson, 2010; Connell, 1996; Roberts, 2000; Carter, 1998; Gutierrez-Baena, 2021; 

Outline; 1. Impact; 2. Solutions; 3. CuidaTEXT; 4. Adaptation; 5. Implementation; 6. Characteristics; 7: Conclusions 



Caregiver baseline characteristics 
(%; n=24)

* n=14
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Caregiver baseline characteristics 
(%; n=24)
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Care recipient baseline characteristics
(%; n=21)
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Feasibility and acceptability 

Study enrollment: 20 days

Retention rate: 88%, n=21

Assessment rate of secondary outcomes: 83%, n=20

Technical issues: 10%, n=2 

• Sometimes no internet to see videos

• Broken phone=lost history

Outline; 1. Impact; 2. Solutions; 3. CuidaTEXT; 4. Adaptation; 5. Implementation; 6. Characteristics; 7: Conclusions 



Feasibility and acceptability 

Intervention engagement:

• Texted STOP to discontinue: 0%

• Average texts per participant: 77

• Sent at least one message: 92%, n=22

• Read most message thoroughly: 86%, n=18

Outline; 1. Impact; 2. Solutions; 3. CuidaTEXT; 4. Adaptation; 5. Implementation; 6. Characteristics; 7: Conclusions 



Feasibility and acceptability 

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

Satisfaction with program

Program helped care for loved one

Program helped care for self

Program helped learn about dementia

Satisfaction

Not at all Somehow Very Extremely

Outline; 1. Impact; 2. Solutions; 3. CuidaTEXT; 4. Adaptation; 5. Implementation; 6. Characteristics; 7: Conclusions 



Preliminary efficacy
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Discussion

• CuidaTEXT design feasible 

• CuidaTEXT intervention has high acceptability

• Next step: Proceed with an efficacy study
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Alianza Latina

• Continue training Primary Care 

Providers

• Enrolling Latino families in care 

support

• Texts + phone calls

• Nationwide

• n=100

• If interested, call 913-588-3716



CareTEXT

• Service 

• Adapted CuidaTEXT to other 

groups

• Enrolling family caregivers in 

caregiver support

• Texts only

• In 5 Missouri counties

• n=150

• If interested, call 913-588-1851
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