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Many are the motivations that brought this book into being, not the least of 
which is the ever present clarion call to recognize the growing elderly popu-
lation around the world and its health needs regarding dementia. Readers of 
this book will find that the chapter authors indeed have much to say about 
this important demographic trend, particularly regarding Hispanics/Latinos/
Latinas/Latinxs in the United States (U.S.) and internationally. Those 
involved in the creative and scientific journey of contributing to this book 
will, without a doubt, look back with gratification on its trajectory that 
yielded a magnificent representation of 58 writers across eight countries or 
territories. The authors include academicians, clinicians and other practitio-
ners/interventionists, and researchers from multidisciplinary fields inclusive 
of demography, geriatrics, gerontology, medicine, mental health, neurology, 
neuropsychology, nursing, occupational therapy, pharmacology, psychiatry, 
psychology, rehabilitation, social work, sociology, and statistics, which col-
lectively bear on the problem and the solutions for better care for Latinxs 
affected by dementia. Momentarily we summarize the contents of this vol-
ume which describe the importance of behavioral and psychosocial treat-
ments of dementia, while also making the case that these services be at the 
forefront of the minds of all health providers.

For our international readers, we digress in order to address the descrip-
tive use of the terminology “Latinx” in the book’s title. Many readers will be 
familiar with the terms “Hispanic” and “Latino/a” that have been used in 
scientific literature, as well as the popular lexicon. These terms also speak to 
the United States’ historically rooted explorations of self and sociopolitical 
identification. Fast forward, “Latinx” now comes to represent, for many, a 
reparative justice and liberation psychology perspective (Santos, 2017) 
which seeks to encompass Spanish language, culture, and customs, that is 
all- inclusive of identity (e.g., gender, disability status, Indigenous and 
African roots). This volume’s first co-editor is among the recognized experts 
in this area and readers are encouraged to explore his other contributions to 
the literature on the topic (see Adames & Chavez-Dueñas, 2017; Adames, 
Chavez- Dueñas, & Organista, 2016; Adames, Chavez-Dueñas, Sharma, & 
La Roche, 2018).

The volume Caring for Latinxs with Dementia in a Globalized World: 
Behavioral and Psychosocial Treatments is an addition to the few texts avail-
able that focus on Latinxs with Alzheimer’s Disease and related dementias 
(ADRD), in both the United States and Spanish-speaking countries around 
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the world including Central America, the Caribbean, South America, Mexico, 
and Spain. In the United States, there continues to be significant demographic 
shifts. The population is growing older while also becoming more racially, 
ethnically, and linguistically diverse than ever before. Together, these changes 
have important implications for the delivery of health services for Latinx and 
Asian populations, both of which are growing at a faster rate than other U.S. 
racial and ethnic groups, including non-Latinx Whites, Blacks, and American 
Indian/Alaskan Natives (National Center for Education Statistics, 2017).

The chapters are written by a group of international multidisciplinary 
experts, scholars, and practitioners who address the unique cultural ways in 
which patients, families, and caregivers of Latinx patients with dementia 
experience, describe, understand, and manage ADRD.  Unlike other texts 
that provide a broad coverage of Latinx populations, Caring for Latinxs with 
Dementia in a Globalized World: Behavioral and Psychosocial Treatments 
notably provides a broad, biopsychosocial presentation of Latinxs while 
underscoring and contextualizing the heterogeneity that exists within this 
population, including nationality, immigration, race, sexual orientation, gen-
der, and the like. No other book covering topics related to Latinxs living with 
ADRD, and their caregivers, singularly addresses the complexities, within-
group differences, and racial heterogeneity characteristic of Latinxs across 
different geographical locations around the globe.

The volume is comprised of 22 chapters organized into five sections. 
Part-I, Characterizing the Context: Latinxs and Dementia, is designed to ori-
ent readers to demographics and epidemiological risk factors for dementia in 
Latinx populations (Chap. 1). The section also provides elements that outline 
Latinx culture and details the contextual, systemic challenges, and sociopo-
litical factors (e.g., immigration status, racial biases, xenophobia, institu-
tional barriers) that impact the care of Latinx patients with dementia and their 
families (Chap. 2). The section concludes with a meta-analysis of dementia 
rates in Central and South America, as well as the Spanish-speaking countries 
of the Caribbean (Chap. 3).

Part-II, Evaluations, Assessment, and Diagnosis, provides practical 
approaches to evaluate medical comorbidities associated with dementia 
among Latinxs (Chap. 4) and to assess functioning with a focus on culture 
(Chap. 5). The section also provides a review of the challenges related to 
assessing dementia and depression in Latinxs (Chap. 6). The last chapter 
in Part-II reviews common neuropsychiatric symptoms, their expression 
among Latinx individuals with dementia, and their effect on caregiver 
burden (Chap. 7).

Part-III of the book introduces Supportive Interventions and Services to 
consider when caring for Latinxs with dementia and their families. This sec-
tion walks readers through existing models that address the various behav-
ioral issues and placement problems Latinx families face (Chap. 8) and 
presents specific examples of educational, diagnostic, and supportive psycho-
social interventions for Latinxs with ADRD (Chap. 9). Contributors in this 
section also discuss topics related to cognitive rehabilitation for maintenance 
of function in Latinx patients (Chap. 10), pharmacological, nonpharmaco-
logical, and ethnocultural healthcare interventions (Chap. 11), and practical 
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and effective healthcare solutions to address the unique challenges and mul-
tiple forms of oppression that Latinxs with dementia often encounter because 
of sexual and gender identities (Chap. 12). The section concludes with the 
presentation of conceptual models for understanding the role of stress and 
coping in dementia among Latinxs (Chap. 13), and the ways in which grief, 
loss, and depression are manifested in Latinx caregivers and families affected 
by ADRD (Chap. 14).

As a unique feature of the book, Part-IV centers on International 
Perspectives from the Americas and Beyond regarding the care of Latinxs 
with dementia. Specifically, this section is comprised of several chapters that 
contextualize the current state of dementia in different countries, including 
Mexico (Chap. 15), Guatemala, Central America (Chap. 16), and the Spanish- 
speaking countries of the Caribbean, inclusive of Cuba, the Dominican 
Republic, and Puerto Rico (Chap. 17). Additionally, one of the chapters 
addresses dementia treatments and health disparities among Puerto Ricans, 
with attention paid to the unique cultural and political history of Puerto Rico 
vis-a-vis the United States (Chap. 18). The last two chapters focus on demen-
tia care in Colombia, South America (Chap. 19), and Spain (Chap. 20).

The book concludes with Part-V titled Social/Public Policy and Community 
Perspectives. Chapter 21 describes the pivotal role that civil society organiza-
tions, e.g., community partnerships, nongovernmental groups, and faith- 
based organizations, can play in the care of Latinxs with dementia. Lastly, 
Chap. 22 generates several policy options to reduce risk factors for ADRD 
among Latinxs in an effort to meet the unique needs and systemic challenges 
of this community.

No book of this magnitude and scope comes to life without the wonder-
fully synchronous gathering of many key individuals. We are indebted to 
Springer Publications’ longtime Senior Editor of Health and Behavior, Janice 
Stern, and her assistant Christina Tuballes, for their steadfast encouragement, 
guidance, and support. We hope Ms. Stern will find time to peruse our book 
in her retirement! We are also thankful to current Springer Senior Editor of 
Health and Behavior, Katherine Chabalko, and her team Sara Yanny-Tillar 
and Lilith Dorko, for taking us to the “finish line.” We also express our appre-
ciation to Dale Glaser, PhD, for his excellent review and suggestions, and to 
graduate students Karen Bugarin, Carla da Cunha, Denisha Maddie, Claire 
Manley, Radia Mchabcheb, and Jessica G.  Perez-Chavez, all from the 
Immigration, Critical Race, And Cultural Equity (IC-RACE) Lab in Chicago, 
who helped with reviews and suggestions.

Yvette N. Tazeau, PhD, is very grateful to her colleague and friend Paula 
Hartman-Stein, PhD, clinical geropsychologist, who introduced her to Janice 
Stern. It was Ms. Stern who invited Dr. Tazeau to create this book. Yet, this 
book would not have happened were it not for Dr. Hector Y. Adames. Utmost 
gratitude is expressed to Dr. Adames for being instrumental to this book’s 
creation, and for the high level of collaboration that resulted in its comple-
tion. The trajectory of the work together was one of an extraordinary partner-
ship and of true joy. Dr. Adames is a distinctly talented psychology scholar 
and standout of his generation, and a genuine humanist—a believer in human 
freedom and progress. Dr. Tazeau also wants to express her appreciation to 

Preface



x

the other inspiring individuals in her life whose mentoring and friendships 
across time helped realize the dream of developing a book such as this, 
including Herr Gerald E.  Logan (QEPD), Juanita R.  Mendoza, LMFT 
(QEPD), Deborah A. DiGilio, MPH, and Allen Calvin, PhD. Last, but never 
least, the greatest of appreciations is to God, Creator of All, and to the Tazeau 
family for steadfast support throughout this project, and always.

Hector Y.  Adames, PsyD, expresses thanks to Helen A.  Neville, PhD, 
Joseph L.  White, PhD (QEPD), and his Academic Madrina (Godmother) 
Lillian Comas-Diaz, PhD, for their mentoring, unwavering support, and for 
inspiring Dr. Adames to write about his Latinx roots with love and pride. Dr. 
Adames also thanks his soul sisters Janette Rodriguez, PsyD, Nayeli 
Y. Chavez-Dueñas, PhD, Shweta Sharma, PsyD, Arianne E. Miller, PhD, and 
Wendy Y. Blanco, BA. Life for Dr. Adames would not be the same without 
these fierce, brilliant, and powerful Women of Color. He also thanks his fam-
ily: Rosa A.  Adames, Angelmanuel H.  Adames, Angel Adames, Jayden 
R.  Adames, Mia Angelina Adames, Dulce Matos, Luis Ney Matos, Luis 
Matos, Rosanna Matos, Deiby Marte, Alexandra De La Cruz, Jeancarlos 
Paulino, Carmen De La Cruz, Nancy Adames, and Zunilda Adames for their 
support throughout the decades. Ultimately, Dr. Adames thanks Yvette 
N. Tazeau, PhD for, together, undertaking this formidable and exciting book 
enterprise. Dr. Adames will forever cherish their collegial and interpersonal 
connection that has grown from the work. The gratifying experience of this 
project underscores Dr. Adames’ esteem for Dr. Tazeau as a first-rate profes-
sional; she is a gem in all ways!

Researching and treating the seemingly intractable issues associated with 
dementia conditions are truly incremental efforts, yet as Mother Theresa said, 
“There are no great deeds; there are just small deeds done with great love.” 
The time and effort dedicated to this book has been all about love. We are 
grateful for the camaraderie of all our multinational colleagues who contrib-
uted to this book and, in closing, our expectation and hope is that this volume 
assists those interested in the study and care of Latinxs with dementia to envi-
sion and advance a more nuanced, critical, and contextual understanding of 
this population, along with their families and caregivers affected by 
Alzheimer’s disease and related dementias. Our desire is that this volume 
motivate the embodiment of a practice that delivers optimal healthcare, com-
fort, dignity, and the best quality of life possible for Latinxs with ADRD, for 
their families, and their caregivers. We assert that access to quality healthcare 
is, fundamentally, a human right to which all are entitled.

Hector Y. Adames Yvette N. Tazeau
Chicago, IL, USA San Jose, CA, USA 
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Abstract
The aging of the Hispanic/Latino population, 
their projected gains in life expectancy, and 
their high prevalence of chronic health condi-
tions raise concerns about the well-being of 
their elder in the coming decades. This chapter 
examines demographic and epidemiologic risk 
factors for dementia in Hispanics/Latinos as 
well as provides estimates of the prevalence of 
dementia and associated mortality risks in a 
sample of elderly Hispanics/Latinos. Aging 
trends come from the 2014 National Population 
Projections by the Census Bureau. Their preva-
lence and mortality rates are estimated using 
data from the National Longitudinal Mortality 
Study (NLMS). The NLMS sample in this 
study consists of Hispanics/Latinos of any race 
and non-Hispanic White individuals in selected 
Current Population Study (CPS) surveys who 
were enrolled in Medicare and who reached 

age 65 between 1991 and 2011. The findings 
confirm that male and female Hispanics/
Latinos have a higher prevalence of dementia 
than non-Hispanic White individuals in the 
same age groups for ages 60–64 and 65–69 and 
for females ages 70–74. At older ages, 
Hispanics/Latinos have similar or lower rates 
of dementia than non-Hispanic/Latino White 
individuals. We find differences in the preva-
lence of dementia by Hispanic country of ori-
gin and by educational attainment, but not by 
nativity (U.S.-born vs. foreign-born). In terms 
of mortality, Hispanics/Latinos afflicted with 
dementia are less likely to die at each age group 
compared to non-Hispanic White individuals 
with dementia. These patterns could be idio-
syncratic to our Medicare-CPS linked sample, 
warranting further research.

Introduction

Previous studies report that the prevalence of 
dementia among elder Hispanics is about one and 
a half times higher than for non-Hispanic Whites 
and that these differences seem to remain 
throughout the oldest (85+) age groups 
(Demirovic et  al., 2003; Gurland et  al., 1999; 
Manly & Mayeux, 2004; Semper-Ternent et al., 
2012). Tabulations using 2014 Medicare data 
estimate that 6.9% of non-Hispanic Whites ages 
65 and older have a dementia diagnosis  compared 
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to 11.5% of Hispanics in the same age group 
(Alzheimer’s Association, 2016a). Researchers 
suggest that about one-third of Hispanics that 
survive dementia-free to age 65 could develop 
dementia in their later years (Haan et al., 2003; 
Mayeda, Glymour, Quesenberry, & Whitmer, 
2016). The risk of dementia among Hispanics 
increases severalfold if comorbidities such as 
Type 2 diabetes mellitus and other cardiovascular 
diseases are present (Haan et  al., 2003). 
Differences in the risk of dementia have been 
observed among Hispanic subgroups. Caribbean 
Hispanics tend to have higher risk than Mexican 
Americans (Haan et al., 2003; Tang et al., 2001). 
However, there are additional factors such as life-
style, prevalence of cardiovascular disease, 
genetics, and socioeconomic status that are asso-
ciated with differences in risk of developing 
dementia (Lines & Wiener, 2014).

This chapter provides an overview of the argu-
ments supporting increased concern for risk of 
dementia in the Hispanic population, including 
shifts toward an older age distribution in the 
coming decades. Using data from the National 
Longitudinal Mortality Study (NLMS), we link 
data from the Current Population Survey (CPS) 
to Medicare claims and to mortality outcomes 
from the National Death Index to estimate the 
prevalence of dementia among Hispanics ages 65 
and older who are enrolled in Medicare, and we 
provide estimates of their mortality risks.

 Literature Review

Dementia describes a group of neurodegenera-
tive diseases that cause progressive cognitive 
decline, destroying a person’s memory, ability 
to reason, and independence to perform daily 
activities (Alzheimer’s Association, 2016a). 
This cognitive decline is the result of damaged 
or destroyed neurons (brain nerve cells) in the 
areas involved in cognitive and other functions 
(Alzheimer’s Association, 2016a, 2016b). In 
most cases, symptoms of dementia become 
apparent as individuals reach their mid-60s or 
later, and its progression can be devastating for 
individuals, caregivers, and the healthcare sys-
tem (Alzheimer’s Association, 2016b; Chatterjee 

et  al., 2016; Ninomiya, 2014; Plassman et  al., 
2007; van den Berg & Splaine, 2012). In the 
advanced stage, dementia causes severe func-
tional limitations and may become an underly-
ing or a contributing factor in a person’s death 
(Alzheimer’s Association, 2016a). As an under-
lying cause, dementia may lead to difficulty eat-
ing or swallowing, thus giving rise to 
complications that may result in death (Wilkins, 
Parsons, Gentleman, & Forbes, 1999). 
Alternatively, dementia may indirectly increase 
risks of mortality by reducing a person’s physi-
cal resistance to illnesses (Aguero-Torres, 
Fratiglioni, Guo, Viitanen, & Winblad, 1999; 
Newcomer, Covinsky, Clay, & Yaffe, 2003; 
Wilkins et al., 1999).

Several subtypes of dementia exist. The most 
prevalent type of dementia is Alzheimer’s disease 
accounting for 60 to 80% of cases (this percent-
age increases with age), followed by vascular 
dementia at about 17% to 20% (Alzheimer’s 
Association, 2016b; Barnes & Yaffe, 2011; 
Plassman et al., 2007). Other forms of dementia 
account for the remainder and include mixed 
dementia (dementia of the Alzheimer’s type and 
vascular dementia), Parkinson’s disease, demen-
tia with Lewy bodies, physical brain injury, 
Huntington’s disease, Creutzfeldt–Jakob disease, 
frontal temporal dementia/Pick’s disease, and 
normal pressure hydrocephalus (Alzheimer’s 
Association, 2016b; Chatterjee et al., 2016; Chen, 
Lin, & Chen, 2009; Plassman et al., 2007). In this 
chapter, we refer to dementia in general, includ-
ing all subtypes, except when specifically noted 
otherwise.

In the United States (U.S.), the prevalence of 
dementia among individuals over 70 years old is 
approximately 14.0%. A breakdown of this esti-
mate shows that 5.0% of individuals aged 71 to 
79 suffer dementia, that its prevalence increases 
to 24.2% among individuals aged 80 to 89, and to 
37.4% among individuals aged 90 and older 
(Plassman et  al., 2007). The prevalence of 
Alzheimer’s disease, the most common form of 
dementia, is about 3% among individuals 65 to 
74, but it increases to 18% for those 75 to 84, and 
to 33% among individuals 85 or older (Hebert, 
Weuve, Scherr, & Evans, 2013). In 2016, it was 
estimated that 5.2 million individuals ages 65 and 
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older had Alzheimer’s disease in the United 
States, about 11% of the elder population. The 
number is expected to reach 7.1 million by 2025 
and 13.8 million by 2050 (Alzheimer’s 
Association, 2016a; Hebert et al., 2013).

 Growth and Aging of the Hispanic/
Latino Population

In 2015, there were 56.6 million individuals of 
Hispanic origin, representing 17.6% of the U.S. 
population. Hispanics are a young, fast-growing, 
and diverse population. They are projected to 
reach 105 million in 2050 and 119 million in 
2060, accounting for 26.5% and 28.6% of the 
nation’s population, respectively (Colby & 
Ortman, 2015; U.S. Census Bureau, 2014a). Past 

and continuous immigration and gains in life 
expectancy suggest that in the coming decades 
Hispanics will be increasingly represented in 
older age groups in the U.S. population 
(Alzheimer’s Association, 2013; Colby & Ortman, 
2015; Haan et  al., 2003). Table  1.1 shows the 
U.S. Census Bureau’s 2014 National Population 
Projections of total and Hispanic populations for 
the next few decades. Although Hispanics have a 
younger age distribution than the country’s popu-
lation as a whole, the percentage for people age  
65 and older is projected to more than double bet-
ween 2015 and 2050, reaching 16% (U.S. Census 
Bureau, 2014a). This projection reflects expected 
gains in life expectancy for all groups in the com-
ing decades (Ortman, Velkoff, & Hogan, 2014).

As shown in Table 1.1, the life expectancy at 
birth for Hispanic males is projected to increase 

Table 1.1 Estimated and projected age distribution of total and Hispanic U.S. population 2015, 2030, and 2050

Projected population by age group and Hispanic origin 2015a 2020 2030 2040 2050
Total U.S. population (in 1000s) 321,419 334,503 359,402 380,219 398,328
Percent 0 to 17 years 22.9 22.2 21.2 20.6 20.1
Percent 18 to 64 years 62.2 61.0 58.2 57.8 57.9
Percent 65 years and older 14.9 16.9 20.6 21.7 22.1
Total 100.0 100.0 100.0 100.0 100.0
U.S. Hispanic origin populationb (in 1000s) 56,593 63,551 77,463 91,626 105,550
Percent 0 to 17 years 32.1 30.0 26.8 25.4 24.2
Percent 18 to 64 years 61.3 62.2 62.3 61.0 59.9
Percent 65 years and older 6.7 7.9 10.9 13.6 15.9
Total 100.0 100.0 100.0 100.0 100.0
Life expectancy at birth
Hispanic female 84.2 84.3 84.5 85.3 86.4
Hispanic male 79.6 80.0 80.6 81.7 83.2
Life expectancy at age 65
Hispanic female 22.4 22.4 22.5 22.9 23.7
Hispanic male 20.0 20.0 20.0 20.0 21.2
Population age 65 and older (in 1000s) 47,761 56,441 74,107 82,344 87,996
Percent non-Hispanic 92.2 91.1 88.6 84.9 80.9
Percent native Hispanic 3.50 3.8 4.6 5.7 7.6
Percent foreign-born Hispanic 4.30 5.0 6.8 9.4 11.4
Total 100.0 100.0 100.0 100.0 100.0
Population age 85 and older (in 1000s) 6287 6727 9132 14,634 18,972
Percent non-Hispanic 93.5 92.1 90.9 90.0 86.9
Percent native Hispanic 3.1 3.7 3.8 4.2 5.2
Percent foreign-born Hispanic 3.4 4.2 5.2 5.8 7.9
Total 100.0 100.0 100.0 100.0 100.0

Source: U.S. Census Bureau, 2014a (National Projections)
aThe population age distribution for 2015 comes from the Annual Estimates of the Resident Population by Sex, Age, 
Race, and Hispanic Origin for the United States and States: April 1, 2010 to July 1, 2015 (U.S. Census Bureau, 2016). 
All other figures are from the 2014 National Projections developed by the U.S. Census Bureau Population Division 
(U.S. Census Bureau, 2014a, 2014b)
bNative and foreign-born Hispanics combined
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from 79.6 years in 2015 to 83.2 years by 2050 
and for females, from 84.2 to 86.4 for the same 
period. For Hispanics who attain the age of 65, 
gains in life expectancy are more modest but still 
positive. Hispanic male life expectancy at 65 is 
projected to increase from 20.0 years in 2015 to 
21.2 years by 2050 and for females, from 22.4 to 
23.7 (U.S. Census Bureau, 2014b). Table 1.1 also 
shows that the nation’s population 65 and older is 
projected to increase by nearly 18 million people 
between 2020 and 2030, as the last generation of 
the baby boomer cohort (born between 1946 and 
1964) reaches age 65 (U.S.  Census Bureau, 
2014a). In the following decades, Hispanics will 
become an increasing share of the fast-growing 
65 and older population, reaching 20% in 2050; 
that is, one out of five elderly will be of Hispanic/
Latino descent (U.S. Census Bureau, 2014a).

Aging is the main risk factor for dementia. 
With an ever-increasing elderly population 
having a longer life expectancy, there will be 
more individuals likely to live well into their 80s 
and 90s when the risk of Alzheimer’s disease and 
other dementias are highest (Hebert et al., 2013). 
In addition, the increasing representation of 
Hispanics in the elderly population may bring 
further increases in the number of people with 
dementia if elderly Hispanics are more likely 
than non-Hispanic to develop dementia 
(Alzheimer’s Association, 2016a). Furthermore, 
because of past migration trends, among 
Hispanics 65 and older, the foreign-born are 
projected to outpace the share of the native-born. 
In 2050, six out of every ten elderly Hispanics 
will be foreign-born, with implications for 
language preference and need for culturally 
appropriate healthcare services.

 Epidemiology of Dementia 
in the Hispanic/Latino Population

Recent studies report that Hispanics tend to expe-
rience higher rates of cognitive decline and 
dementia than non-Hispanic Whites, while also 
having more comorbidities (Alvarez, Rengifo, 
Emrani, & Gallagher-Thompson, 2014; Clark 
et al., 2005; Haan et al., 2003; Manly & Mayeux, 
2004; Novak & Riggs, 2004; Tang et al., 2001). 

In addition to age, the risks of dementia are 
higher for individuals with low levels of 
education, cardiovascular diseases, and genetic 
predisposition (Alzheimer’s Association, 2016a, 
2016b). Cultural practices and lifestyle may also 
influence risks, as well as the progression of the 
disease (Chen et al., 2009). We discuss each of 
these as they pertain to the Hispanic population.

 Age

After age 65, the risk of dementia doubles for 
each 5 years of age (Novak & Riggs, 2004). As 
summarized in the previous section, in the 
coming decades, Hispanics will increasingly be 
overrepresented in the age groups most at risk for 
dementia. In particular, in 2015, 6.5% of the 
individuals 85 and older were Hispanic, but this 
share is expected to double to 13.1% by 2050.

 Low Education/Socioeconomic Status

Having more years of formal education and regu-
larly engaging in mentally stimulating leisurely 
activities are both associated with lower risk of 
dementia (Barnes & Yaffe, 2011; Chen et  al., 
2009). In part, the association between education 
and dementia may be mediated by socioeco-
nomic status. Low socioeconomic status has been 
associated with a broad range of adverse health 
outcomes (Galea, Tracy, Hoggatt, DiMaggio, & 
Karpati, 2011; Haan et al., 2003; Marmot, 2005).

Hispanics tend to have lower formal education 
levels than any other group in the United States. 
In 2015, about one-third of Hispanics ages 25 
and older had less than a high school education, 
and only 16% had a college degree or higher 
education (Ryan & Bauman, 2016). As a group, 
foreign-born Hispanics/Latinos have much lower 
levels of education than their native counterparts; 
the educational attainment of native Hispanics/
Latinos has improved in recent decades. In 2015, 
about 20% of native Hispanics had a college 
degree or higher, twice the percentage from 1994 
(Administration for Community Living, 2016; 
Ryan & Bauman, 2016). For the older generations 
of Hispanics, low levels of education may 
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translate into higher risk of developing dementia. 
Some studies do confirm that elder Hispanics 
with low socioeconomic status are more likely to 
have symptoms of cognitive impairment than 
Hispanics with higher socioeconomic status 
(Alzheimer’s Association, 2016a; Schneiderman 
et al., 2014).

 Cardiovascular Risk Factors

Cardiovascular diseases, such as Type 2 diabetes 
mellitus, hypertension in midlife, high cholesterol, 
obesity in midlife, and a history of stroke have 
been associated with increased risk of dementia in 
the older ages, and these risks are heightened in 
the presence of comorbidities (Barnes & Yaffe, 
2011; Chatterjee et  al., 2016; Ninomiya, 2014). 
Hispanics present a high prevalence of cardiovas-
cular disease. For instance, a study documenting 
self-reported health among Hispanics ages 18–74 
found that half of the men and nearly 40% of the 
women reported high cholesterol, and obesity was 
reported by over one-third of the men and over 
40% of the women (Daviglus et al., 2012). In addi-
tion, for both men and women, one in four reported 
hypertension and 17% reported diabetes (Daviglus 
et al., 2012; Schnaider Beeri et al., 2004). Among 
Hispanics ages 45–64, one-quarter had three or 
more of these risk factors. This percentage 
increased to 40% for ages 65–74. Hispanics with 
low education and low income, native Hispanics, 
and immigrant Hispanics who have lived in the 
United States for over 10  years were the most 
likely to report multiple risk factors (Daviglus 
et al., 2012; Schneiderman et al., 2014). It should 
be noted that some of the differences in the preva-
lence of morbidities might be due to undiagnosed 
conditions in recent immigrants (Barcellos, 
Goldman, & Smith, 2012).

In addition, as mentioned earlier, there seem 
to be differences in the prevalence of risk factors 
by country of origin or ancestry. For example, 
Mexican, Puerto Rican, or Dominican Hispanics 
tend to have a higher prevalence of Type 2 
diabetes mellitus than Cuban and South 
Americans. In contrast, the prevalence of 
hypertension is reported to be higher for 
Dominicans, Cubans, and Puerto Ricans and 

lower for South Americans and Mexicans 
(Daviglus et  al., 2012; Schnaider Beeri et  al., 
2004). The prevalence of Type 2 diabetes mellitus 
in Hispanics/Latinos, estimated at 13 to 17%, 
raises major concerns about future increases in 
the prevalence of cognitive impairment and 
dementia (Centers for Disease Control and 
Prevention, 2014; Daviglus et  al., 2012; Haan 
et  al., 2003; Noble, Manly, Schupf, Tang, & 
Luchsinger, 2012).

 Genetic Factors

Having one or more parents or siblings with 
Alzheimer’s disease increases an individual’s 
risk of developing the disease. This may be due to 
a combination of shared heredity, lifestyle, or 
environmental factors (Green et  al., 2002; 
Lautenschlager et al., 1996). In addition, there is 
a well-documented association between higher 
risk of dementia, specifically Alzheimer’s 
disease, and the presence of an identified gene on 
chromosome 19, the apolipoprotein E-ε4 
(APOE-ε4) allele. There are three forms of the 
APOE gene (ε2, ε3, and ε4) from each parent. 
Having one copy of the APOE-ε4 gene triples the 
risk of developing Alzheimer’s disease, and 
having two copies multiplies the risk by 8–12 
times compared to those without the ε4 form 
(Alzheimer’s Association, 2016a; Holtzman, 
Herz, & Bu, 2012; Loy, Schofield, Turner, & 
Kwok, 2014). However, this does not mean that 
every carrier of this gene will develop dementia. 
Estimates vary, but studies report that about half 
the individuals with Alzheimer’s do not have the 
APOE-ε4 allele (National Institute on Aging, 
2015; Pastor & Goate, 2004). Hispanic genetic 
ancestry is a mixture of Amerindian (American 
Indian), African, and European genomes, and the 
percentage contribution of each tends to vary by 
country of origin. Generally, for example, 
Mexicans and Central Americans have a higher 
Amerindian genetic ancestry, while Caribbean 
groups tend to have a higher African ancestry 
(Campos, Edland, & Peavy, 2013). For Hispanics 
of Amerindian ancestry, the frequency of 
APOE-ε4 allele is relatively low, and the 
association between Alzheimer’s and the 
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APOE-ε4 allele seems to be weaker or attenuated 
(Campos et al., 2013; Farrer et al., 1997; Gamboa 
et al., 2000). Moreover, some researchers suggest 
that regardless of APOE genotype, Hispanics 
tend to have higher risks of Alzheimer’s than 
non-Hispanic White individuals of the same age. 
This may be due to their higher prevalence of 
Type 2 diabetes mellitus, particularly in Mexican 
and Puerto Rican groups (Farrer et  al., 1997; 
Haan et  al., 2003; Plassman et  al., 2007; Tang 
et al., 1998).

 Health-Impacting Factors Associated 
with Lifestyle and Culture

Close to 40% of adult Hispanics are obese (Body 
Mass Index of 30 or higher), a risk factor for 
diabetes, hypertension, and other conditions 
associated with dementia (Daviglus et al., 2012; 
Flegal, Carroll, Ogden, & Curtin, 2010). Smoking 
has also been associated with increased risks of 
cognitive decline and dementia. Puerto Ricans 
and Cubans show higher rates of smoking than 
other Hispanic groups (Baumgart et  al., 2015; 
Daviglus et al., 2012).

Some studies suggest that prescription drugs 
to manage cardiovascular conditions such as 
diabetes, high cholesterol, or hypertension may 
be protective of cognitive functions through their 
anti-inflammatory mechanisms, so that early 
detection and treatment of these chronic 
conditions may have positive impact on 
preventing dementia in later years (Baumgart 
et al., 2015; Chen et al., 2009; Ninomiya, 2014). 
However, Hispanics are less likely than non- 
Hispanics to seek regular checkups. This can 
result in Hispanics going undiagnosed, 
experiencing late diagnoses or mismanagement 
of chronic conditions and cognitive decline 
symptoms (Alzheimer’s Association, 2007; 
Center on Aging Society, 2003; Cooper, Tandy, 
Balamurali, & Livingston, 2010; Espino et  al., 
2001; Novak & Riggs, 2004). Early diagnosis of 
dementia could help individuals obtain the most 
benefits from available treatments to improve 
cognitive function and delay institutionalization, 
including opportunities to participate in 

promising clinical trials (Prince, Bryce, & Ferri, 
2011). Some of the barriers to healthcare 
utilization among elderly Hispanics include lack 
of health insurance, poverty, low levels of formal 
education and poor health literacy, limited 
English proficiency, and underreporting of 
cognitive impairment due to the perception that 
memory loss is a normal part of aging (Lines & 
Wiener, 2014; Novak & Riggs, 2004).

 Prevalence of Dementia 
and Mortality Risks in the Hispanic/
Latino Medicare Population

Using data from the NLMS, we estimate the 
prevalence of dementia and risks of mortality for 
each 5-year age group starting with age 60. The 
sample consists of N  =  19,832 Hispanics and 
N  =  304,173 non-Hispanic White individuals. 
These individuals were enrolled in Medicare, 
reached age 65 between 1991 and 2011, and were 
matched to their individual-level responses in the 
CPS.  We linked the sample to their Medicare 
claims to identify those afflicted with dementia 
and determined mortality outcomes by using the 
National Death Index (NDI).

We focus on differences in dementia preva-
lence and mortality among Hispanics by sex, 
education, and place of birth (foreign-born vs. 
U.S.-born) as reported in the CPS.  Dementia 
diagnoses, which included Alzheimer’s disease 
and related disorders or senile dementia, were 
identified from the Medicare inpatient and 
outpatient claims records based on the 
International Classification of Diseases, Ninth 
Revision (ICD-9; Centers for Medicare & 
Medicaid Services, 2014a) and Tenth Revision 
(ICD-10; Centers for Medicare & Medicaid 
Services, 2014b) codes, as recommended by the 
Centers for Medicare and Medicaid Services 
(CMS) Chronic Conditions Data Warehouse 
(CCW) algorithms. The three-digit ICD-9 codes 
included mild cognitive impairment, Alzheimer’s 
disease, dementia with Lewy bodies, and other 
cerebral degeneration (331), presenile and senile 
dementia, including vascular dementia (290), 
senility without mention of psychosis (797), and 

L. E. Fernández and N. J. Johnson
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other and non-specified brain disorders (294). 
The corresponding three-digit ICD-10 codes 
included Alzheimer’s disease, dementia with 
Lewy bodies, other dementias (F02, G30), 
vascular dementia (F01), senile dementia (G31.1, 
R54), frontotemporal dementia (G31.01, 
G31.09), and other non-specified brain disorders 
(F03, F04, F05, F06.1, F06.8, G13.2  G13.8, 
G31.2, G94, R41.81).

A limitation for this type of study is that the 
diagnosis of dementia is influenced by differen-
tial rates of underdiagnosis and underreporting 
across Hispanic groups of varying socioeco-
nomic characteristics (Kotagal et al., 2015; Lines 
& Wiener, 2014). In addition, the sample com-
bines individuals who were diagnosed in a 
20-year span, and changes over the years in the 
disease itself, its coding in the ICD system, and 
its criteria for a diagnosis might influence our 
findings. Table  1.2 compares the prevalence of 
dementia by 5-year age group among non-His-
panic White male and female Medicare benefi-
ciaries with those of their similarly aged Hispanic 
counterparts and to Hispanics from specific 
countries of origin or ancestry. Our estimates 
show that Hispanics as a group have a higher 
prevalence of dementia in the younger-old 
groups, ages 60 to 64 and 65 to 69 (and for 
women, also ages 70 to 74), confirming other 
findings of early-onset dementia in Hispanics 
(Clark et al., 2005; Gurland et al., 1999; Manly 
& Mayeux, 2004). At older ages, our findings for 
this Medicare sample suggest that Hispanics 
have similar or lower rates of dementia than non-
Hispanic White individuals.

Looking at particular countries of origin or 
ancestry, Puerto Rican male Medicare 
beneficiaries ages 60 to 64 have rates that are 
twice as high as those of other Hispanics/Latinos 
in the same age group (11.0%), which could be 
specific to the sample and require further 
research. We observe that Puerto Rican males 
have higher prevalence of dementia than other 
groups for ages 80 to 84 and Puerto Rican females 
have higher prevalence of dementia than other 
groups for ages 70–74, 75–79, and 80–84, 
although the differences are not always 
statistically significant (the confidence intervals 

overlap). These patterns could be idiosyncratic to 
the Medicare sample, warranting further research. 
Although the differences are not always 
statistically significant, Cuban and Mexican men, 
as well as Cuban, Mexican, and Central and 
South American women have a prevalence of 
dementia that is higher than for non-Hispanic 
White individuals prior to age 70, but are similar 
or lower for older ages. The lowest prevalence of 
dementia is found in the other Hispanics for both 
males and females.

Table 1.3 shows differentials in the prevalence 
of dementia among Hispanics/Latinos by 
educational attainment. As reported in the 
literature, males that are more educated have 
lower prevalence of dementia, at least before age 
70, but the pattern is not as clear for females. 
Similarly, Table 1.4 shows that the prevalence of 
dementia among Hispanics does not follow a 
clear trend for place of birth. Finally, Table 1.5 
shows the percentage of Hispanics/Latinos who 
died within each 5-year interval by sex and 
dementia diagnosis. There are three findings 
shown in this table that should be emphasized. 
First, on average, although not for every age 
group, individuals with dementia are at higher 
risk of death than those with no dementia. 
Second, as a group, Hispanics afflicted with 
dementia are less likely to die at each age group 
compared to non-Hispanic White individuals 
with dementia. Third, in general, educated 
Hispanics with dementia are less likely to die in 
each age interval than their less-educated 
counterparts. Education seems to be associated 
not only with lower prevalence of dementia 
among Hispanics but also with lower mortality 
among those who develop dementia.

 Discussion

Our research shows that Hispanics/Latinos ages 
60–64 tend to have higher prevalence of dementia 
than similarly aged non-Hispanic White 
individuals, which confirms patterns reported 
elsewhere of early-onset dementia. At the same 
time, mortality rates of Hispanics with dementia 
within each 5-year interval seem to be lower than 

1 Demographics and the Epidemiological Risk Factors for Dementia in Hispanic/Latino Populations
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for non-Hispanic White individuals. With the 
aging of the Hispanic population and the expected 
gains in life expectancy, the number of elderly 
Hispanics/Latinos with dementia may be higher 
than expected, and they may spend a greater 
number of years afflicted by dementia. There are 
no treatments to cure dementia, slow down its 
progression, or stop the damage to brain cells. 
However, drug treatments can lessen at least for a 
limited time the cognitive and behavioral symp-

toms of the disease (memory loss, confusion, 
problems with thinking and reasoning, etc.) 
(Alzheimer’s Association, 2016b; O’Brien et al., 
2017). Responses to treatment as well as side 
effects vary by individual, and in general, the use 
of anti-dementia drugs must be balanced with the 
risk and severity of side effects (O’Brien et al., 
2017). The hope is that in the future  therapies 
will be developed that will stop the  disease or at 

Table 1.2 Prevalence of dementia among White non-Hispanics and Hispanics and by detailed Hispanic origin groups, 
Medicare beneficiaries aged 65 and oldera (confidence interval in parenthesis)

Males, % with dementia diagnosis in each age interval
Age Non-hispanic 

white 
(N = 127,644)

All Hispanic 
(N = 8274)

Mexican 
(N = 4330)

Puerto 
Rican 
(N = 940)

Cuban 
(N = 1042)

Central/
South 
American 
(N = 766)

Other 
hispanic 
(N = 1196)

60–64 4.0
(3.8, 4.2)

5.6
(4.6, 6.6)

5.2
(3.9, 6.6)

11.0
(7.1,14.9)

5.3
(2.2, 8.3)

4.4
(1.6, 7.2)

3.1
(1.1, 5.2)

65–69 13.0
(12.6, 13.4)

14.6
(13.0, 16.1)

15.0
(12.9,17.1)

15.8
(11.2, 20.4)

15.7
(10.8, 20.5)

12.4
(7.9, 17.0)

12.4
(8.6, 16.3)

70–74 24.1
(23.5, 24.6)

24.8
(22.6, 26.9)

25.0
(22.1, 27.9)

25.8
(19.6, 32.0)

25.9
(19.8, 32.0)

20.8
(14.2, 27.5)

24.5
(18.9, 30.2)

75–79 40.9
(40.2, 41.6)

39.3
(36.6, 42.0)

38.9
(35.1, 42.7)

39.7
(31.0, 48.4)

41.0
(34.3, 47.6)

37.6
(28.5, 46.7)

39.5
(32.7, 46.3)

80–84 57.3
(56.5, 58.1)

49.8
(46.4, 53.3)

52.9
(48.2, 57.7)

59.0
(48.5, 69.6)

42.9
(33.4, 52.3)

45.5
(34.3, 56.6)

40.9
(31.9, 49.9)

85+ 73.9
(73.1, 74.7)

63.0
(58.9, 67.0)

62.9
(57.1, 68.7)

61.0
(48.6, 73.5)

65.4
(56.2, 74.5)

54.8
(37.3, 72.4)

64.5
(54.8, 74.2)

Total 28.3
(28.0, 28.5)

24.8
(23.8, 25.7)

24.6
(23.4, 25.9

26.3
(23.5, 29.1)

28.3
(25.6, 31.0)

20.5
(17.6, 23.4)

23.7
(21.3, 26.2)

Females, % with dementia diagnosis in each age interval
Age Non-Hispanic 

white 
(N = 176,529)

All Hispanic 
(N = 11,558)

Mexican 
(N = 5592)

Puerto 
Rican 
(N = 1379)

Cuban 
(N = 1544)

Central/south 
American 
(N = 1378)

Other 
hispanic 
(N = 1665)

60–64 3.9
(3.7, 4.1)

4.8
(4.0, 5.6)

4.3
(3.2, 5.4)

5.8
(3.4, 8.3)

5.5
(2.8, 8.1)

5.7
(3.2, 8.3)

4.4
(2.3, 6.5)

65–69 13.2
(12.8, 13.5)

15.4
(14.0, 16.8)

15.6
(13.6, 17.5)

19.9
(15.5, 24.3)

18.1
(13.5, 22.8)

13.5
(10.0, 16.9)

10.5
(7.2, 13.8)

70–74 23.3
(22.8, 23.8)

27.2
(25.3, 29.1)

27.1
(24.4, 29.8)

40.2
(34.1, 46.4)

25.7
(20.6, 30.8)

25.8
(20.4, 31.1)

20.1
(15.8, 24.5)

75–79 40.9
(40.3, 41.5)

41.2
(38.9, 43.4)

42.3
(39.0, 45.6)

50.2
(43.3, 57.2)

38.1
(32.6, 43.7)

39.7
(32.5, 46.8)

34.6
(28.8, 40.4)

80–84 58.9
(58.3, 59.5)

56.9
(54.3, 59.5)

55.7
(51.9, 59.5)

62.9
(54.6, 71.1)

60.4
(54.2, 66.7)

54.8
(46.4, 63.2)

54.1
47.1, 61.1)

85+ 77.1
(76.6, 77.6)

71.7
(69.1, 74.4)

71.6
(67.6, 75.7)

71.8
(63.9, 79.7)

69.6
(63.3, 75.9)

74.8
(66.8, 82.7)

72.4
(66.1, 78.7)

Total 33.9
(33.6, 34.1)

29.4
(28.6, 30.3)

28.6
(27.5, 29.8)

33.1
(30.6, 35.6)

34.3
(31.9, 36.6)

26.6
(24.2, 28.9)

27.0
(24.9, 29.2)

Source: Authors’ computations, NLMS
aThe NLMS sample includes only Hispanics/Latinos of any race and non-Hispanic White individuals enrolled in 
Medicare who reached age 65 between 1991 and 2011 and who matched to their individual-level responses in the 
Current Population Survey (NLMS website: https://www.census.gov/nlms). 
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least improve the quality of life for people with 
dementia (Alzheimer’s Association, 2016b).

Therefore, strategies to improve the quality of 
life of elder Hispanics/Latinos in the coming 
years should emphasize multimodal lifestyle 
interventions to slow down cognitive decline and 
the onset of dementia (Barnes & Yaffe, 2011; 
Manuel et  al., 2016). Seven modifiable risk 
factors have been identified that could reduce the 
prevalence of dementia in the United States and 
worldwide. According to Barnes and Yaffe 
(2011), if rates of physical inactivity were 

reduced, and the prevalence of midlife obesity, 
diabetes, midlife hypertension, depression, 
smoking, and low education were lowered by 
10%, there would be 184,000 fewer Alzheimer’s 
cases in the United States (a 3.5% reduction). If 
the negative risk factors were lowered by 25%, 
492,000 cases of Alzheimer’s could be averted 
(9.3% reduction) in the coming decades.

These suggested changes are likely to benefit 
from multilevel public health interventions that 
tailor messages to specific at-risk subpopulations 
in promoting weight loss and healthier diets, 

Table 1.3 Prevalence of dementia among Hispanics by educational attainment, Medicare beneficiaries aged 65 and 
oldera (confidence interval in parenthesis)

Hispanic males, % with dementia diagnosis in each age interval
Age Less than high school 

(N = 5077)
High school diploma/equivalent 
(N = 1628)

More than high school 
(N = 1566)

60–64 6.3
(4.9, 7.7)

5.4
(3.4, 7.5)

3.3
(1.5, 5.0)

65–69 15.6
(13.5, 17.6)

15.0
(11.6, 18.4)

11.2
(8.2, 14.3)

70–74 24.8
(22.1, 27.6)

27.7
(22.7, 32.7)

21.6
(17.0, 26.2)

75–79 38.4
(35.0, 41.7)

40.4
(34.0, 46.9)

41.6
(35.1, 48.1)

80–84 50.1
(45.9, 54.3)

49.2
(40.2, 58.1)

49.3
(40.8, 57.7)

85+ 65.7
(61.0, 70.3)

52.1
(40.5, 63.7)

59.0
(48.5, 69.6)

Total 26.6
(25.4, 27.8)

22.2
(20.2, 24.3)

21.3
(19.3, 23.4)

Hispanic females, % with dementia diagnosis in each age interval
Age Less than high school 

(N = 7562)
HS diploma/equivalent (N = 2427) More than high school 

(N = 1568)
60–64 4.3

(3.3, 5.3)
5.8
(3.9, 7.7)

5.3
(3.2, 7.5)

65–69 16.5
(14.7, 18.3)

15.7
(12.7, 18.6)

10.8
(7.8, 13.8)

70–74 26.4
(24.1, 28.7)

30.3
(26.2, 34.4)

25.9
(20.7, 31.0)

75–79 41.4
(38.7, 44.1)

41.9
(36.6, 47.2)

38.6
(32.0, 45.2)

80–84 56.8
(53.7, 60.0)

56.4
(50.3, 62.5)

58.3
(50.3, 66.4)

85+ 70.7
(67.6, 73.8)

76.8
(70.6, 83.1)

70.8
(61.7, 79.9)

Total 31.0
(29.9, 32.0)

28.4
(26.6, 30.2)

23.7
(21.6, 25.8)

Source: Authors’ computations, NLMS
aThe NLMS sample includes only Hispanics/Latinos of any race enrolled in Medicare who reached age 65 between 
1991 and 2011 and who matched to their individual-level responses in the Current Population Survey (NLMS website: 
https://www.census.gov/nlms).
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smoking cessation, engaging in frequent physical 
activity, and keeping regular healthcare visits to 
identify and manage cardiovascular diseases 
(Golden et  al., 2012; Lopez & Golden, 2014; 
Middleton & Yaffe, 2010; van den Berg & 

Splaine, 2012). In addition, given the evidence 
of early-onset dementia among Hispanics, 
healthcare providers could suggest more frequent 
evaluations for the onset of cognitive disorders, 
as well as adopt culturally relevant instruments 
(Haan et al., 2003; Lee, 2010; Swedish Council 
on Technology Assessment in Health Care, 
2008). In the past, Hispanics have been less likely 
than non-Hispanic Whites to be screened for 
cognitive decline (Alzheimer’s Association, 
2013; Kotagal et  al., 2015; Lines & Wiener, 
2014). Furthermore, tests to assess cognitive 
decline might be confusing if they are culturally, 
educationally, and linguistically biased given that 
at least half of the elderly Hispanics are foreign- 
born with diverse levels of English language 
proficiency (Lines & Wiener, 2014).

 Conclusion

The shift toward an older age distribution in the 
Hispanic population, together with projected 
longer lifespans in the coming decades, and 
relatively high prevalence of risk factors for 
dementia suggest that the coming years will 
bring increases in the number of elderly 
Hispanics suffering from dementia. Dementia is 
a devastating progressive disease that destroys a 
person’s cognitive abilities and eventually causes 
severe functional limitations that may contribute 
or lead to death. Aging is the main risk factor for 
dementia, but risks are higher in the presence of 
cardiovascular disease, such as diabetes and 
hypertension. Strategies are needed to both 
address and minimize the impact of this potential 
public health crisis.

Elderly Hispanics and their caregivers likely 
will need culturally and linguistically appropriate 
emotional, informational, and tangible support, 
as well as greater access to healthcare. Younger 
Hispanics may benefit from prevention, early 
detection, and treatment of a host of chronic con-
ditions associated with dementia in later life. 
Behavioral modification is complex and chal-
lenging, but researchers have identified risk fac-
tors that could be targeted with culturally 
appropriate interventions. The challenge in the 

Table 1.4 Prevalence of dementia among Hispanics by 
nativity, Medicare beneficiaries aged 65 and oldera 
(confidence interval in parenthesis)

Hispanic males, % with dementia diagnosis in each 
age interval
Age Born in the 

United States 
(N = 3898)

Born in 
outlying U.S. 
territories 
(N = 624)

Foreign- 
born 
(N = 3359)

60–64 4.9
(3.5, 6.3)

8.3
(4.2, 12.5)

5.1
(3.6, 6.6)

65–69 14.0
(11.8, 16.2)

14.1
(8.6, 19.6)

15.1
(12.7, 17.5)

70–74 24.4
(21.3, 27.5)

23.2
(15.8, 30.6)

25.8
(22.4, 29.1)

75–79 38.1
(34.3, 41.9)

36.6
(26.2, 47.0)

40.1
(35.8, 44.3)

80–84 49.9
(45.0, 54.7)

50.9
(37.7, 64.1)

47.7
(42.1, 53.3)

85+ 64.9
(59.1, 70.7)

44.7
(28.9, 60.5)

62.2
(55.9, 68.6)

Total 24.9
(23.5, 26.2)

22.4
(19.2, 25.7)

24.6
(23.1, 26.0)

Hispanic females, % with dementia diagnosis in 
each age interval
Age Born in the 

US 
(N = 5237)

Born in 
outlying U.S. 
territories 
(N = 963)

Foreign- 
born 
(N = 4815)

60–64 5.0
(3.7, 6.3)

4.5
(2.0, 7.0)

4.2
(3.0, 5.4)

65–69 14.0
(12.0, 16.0)

18.3
(13.4, 23.2)

15.9
(13.8, 18.1)

70–74 25.5
(22.8, 28.2)

38.6
(31.4, 45.8)

25.6
(22.7, 28.5)

75–79 39.2
(35.9, 42.4)

42.4
(34.0, 50.9)

42.1
(38.5, 45.7)

80–84 53.5
(49.6, 57.3)

58.5
(47.9, 69.2)

60.3
(56.2, 64.4)

85+ 75.1
(71.4,78.9)

65.8
(54.9, 76.6)

68.9
(64.7, 73.1)

Total 29.2
(27.9, 30.4)

28.6
(25.7, 31.4)

29.2
(28.0, 30.5)

Source: Authors’ computations, NLMS
aThe NLMS sample includes only Hispanics/Latinos of 
any race enrolled in Medicare who reached age 65 
between 1991 and 2011 and who matched to their 
individual-level responses in the Current Population 
Survey (NLMS website: https://www.census.gov/nlms).
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coming decades will be to turn research findings 
into successful programs and practices that 
improve the life of Hispanic elderly and their 
families, both those already suffering from cog-
nitive decline or dementia and those at risk of 
developing dementia.
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Abstract
Latinxs in the USA continue to be dispropor-
tionately impacted by dementia. Despite its 
prevalence within the Latinx community, 
there is a dearth of literature that explicitly 
addresses the unique cultural ways in which 
patients and families of Latinx descent expe-
rience, describe, understand, and manage 
brain-related diseases such as dementia. This 
chapter provides a nuanced and complex 
understanding of the contextual and sociopo-
litical factors (e.g., racial biases, xenophobia, 
institutional barriers) that impact the care of 
Latinx patients and their families. The cen-
tral elements that characterize the Latinx cul-
ture are described, followed by a section 
about within-group Latinx differences, which 
underscores the heterogeneity (e.g., national-
ity, immigration, race) that exists within this 
population. Systemic challenges and their 

impact on diagnosis and symptom manage-
ment of dementia are provided. The chapter 
concludes with a brief discussion on how 
Latinx culture and context impacts the care-
giving of Latinxs with dementia.

 Contextual, Cultural, 
and Sociopolitical Issues in Caring 
for Latinxs with Dementia: When 
the Mind Forgets What the Heart 
Remembers

Latinxs1 are currently the largest ethnic minority 
group, comprising 18% of the U.S. population 
(U.S. Census Bureau, 2016). The Bureau of the 
Census reports that, as of 2016, there were 
approximately 57 million Latinxs living in the 
country. The growth of the Latinx population is 
expected to continue in the upcoming decades 
with projections calculating that by 2030, 20% of 
the total population will be of Latinx descent 
(U.S. Census Bureau, 2004). Latinxs also repre-
sent the fastest-growing aging population in the 
U.S., with 3.6 million individuals over the age of 

1 To include and center the broad range of gender identities 
present among individuals of Latin American descent, the 
term Latinx is used throughout the chapter.
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65 (Administration on Aging, 2015). The 
Administration on Aging reports that between 
2008 and 2030, the Latinx aging population will 
increase by 224% compared to a 65% increase 
for non-Latinx Whites. Thus, it estimated that by 
2060 there will be 21.5 million Latinx elders, 
totaling 22% of the older U.S. population. In 
addition to being the fastest-growing aging popu-
lation in the U.S., Latinxs also have a longer life 
expectancy than their African American and non- 
Latinx White American counterparts (Centers for 
Disease Control and Prevention, 2015). In fact, 
Latinx life expectancy is projected to increase 
from 80 to 87 by 2050 (Centers for Disease 
Control and Prevention, 2015).

With the long life expectancy projected for 
Latinxs, they will undoubtedly face changes 
related to age-associated conditions including the 
loss of cognitive functioning, for example, mem-
ory, language, comprehension, and thinking. One 
of the most pernicious cognitive diseases related 
to old age is dementia: an umbrella term used to 
define a group of incurable brain diseases that 
cause loss of memory and cognitive functioning 
which impacts daily life and is oftentimes pro-
gressive. While there are many different types of 
dementia (e.g., vascular, Lewy bodies, frontotem-
poral), dementia of the Alzheimer’s type (AD) is 
the most common, accounting for 60–80% of all 
dementia cases (Alzheimer’s Association, 2016a). 
The statistics of people with AD are overwhelm-
ing. Currently, more than five million individuals 
are living with the disease, one in three dying with 
AD or another dementia, and every 66  seconds 
someone develops AD (Alzheimer’s Association, 
2016a). These alarming figures make AD the 
sixth leading cause of death in the U.S., 
with more deaths than prostate and breast cancer 
combined (Alzheimer’s Association, 2016a).

Over time, dementia results in marked behav-
ioral changes that limit the patient’s ability to prob-
lem-solve and perform simple, everyday tasks and 
activities (Wu, Vega, Resendez, & Jin, 2016). With 
regard to Latinxs, research indicates that this popu-
lation is disproportionately impacted by dementia. 
In fact, the incidence of Alzheimer’s disease and 
related dementias has been documented as being 
much higher among African Americans and 

Latinxs compared to non- Latinx White Americans 
(Manly & Mayeux, 2004). For instance, according 
to figures reported by the Alzheimer’s Association 
(2016b), Latinxs are 1.5 times more likely to 
develop dementia of the Alzheimer’s type (7.5% 
between ages 65 and 74; 27.9% between ages 75 
and 84; 62.9% over age 85) than non-Latinx 
Whites (2.9% between 65 and 74; 10.9% between 
ages 75 and 84; 30.2% over age 85).

Despite the prevalence of dementia within the 
Latinx community, there is a dearth of literature 
that explicitly addresses the unique ways in 
which patients and families of Latinx descent 
experience, describe, understand, and manage 
brain-related diseases such as dementia. Hence, 
there is an urgent and sustained need for health-
care providers to integrate culture into healthcare 
service delivery for Latinxs. This chapter seeks to 
provide a more nuanced and complex under-
standing of the contextual and sociopolitical fac-
tors that impact the care of Latinx patients and 
their families. The central elements that charac-
terize the Latinx culture are described, followed 
by a section about within-group Latinx differ-
ences, which underscores the heterogeneity that 
exists within this population. Systemic chal-
lenges and their impact on diagnosis and symp-
tom management of dementia are also provided. 
The chapter concludes with a brief discussion on 
how Latinx culture and context impact the care-
giving of Latinxs with dementia.

 Understanding Latinx Culture 
in Dementia Care

Latinxs are a heterogeneous group, rich in diver-
sity manifested through differences in genera-
tional status, race, socioeconomic status, 
ethnicity, degree of bilingualism, nationality, 
level of acculturation, and stage of ethnic iden-
tity. Despite these differences, Latinxs are united 
by a common culture, a history of colonization 
(Chavez-Dueñas, Adames, & Organista, 2014), 
and traditional cultural values focusing on inter-
dependence, collectivism, and a group  orientation 
to family unity (Adames, Chavez-Dueñas, 
Fuentes, Salas, & Perez-Chavez, 2014; Romero, 
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Cuéllar, & Roberts, 2000; Saetermoe, Beneli, & 
Busch, 1999; Santiago-Rivera, Arredondo, & 
Gallardo-Cooper, 2002). This section briefly 
describes the roots of the common traditional 
cultural values practiced by Latinxs in contempo-
rary society and how such values may impact 
dementia care.

The Latinx culture is a complex constellation 
of ancestral Indigenous and African traditions, 
mores, beliefs, and cultural values combined 
with European practices and belief systems 
imposed through the process of conquest and 
colonization (Adames & Chavez-Dueñas, 2017). 
Latinx culture serves as the general foundation 
upon which traditional cultural values are formed. 
Defined as beliefs and practices, traditional cul-
tural values are considered important among 
members of an ethnic group (Kluckhohn & 
Strodtbeck, 1961). In general, cultural values are 
based on collective experiences believed to influ-
ence thoughts, goals, and behaviors, impacting 
preferred styles of communication (Adames 
et al., 2014; Añez, Silva, Paris, & Bedregal, 2008; 
Chandler, 1979; Inclan, 1985; Szapocznik, 
Scopetta, & King, 1978). Among healthcare pro-
viders, it is imperative to understand cultural val-
ues since these drive patients’ preferences for 
practices that are considered culturally congruent 
(Adames & Chavez-Dueñas, 2017). They also 
play a key role in shaping a person’s internal 
frame, informing attitudes, and promoting behav-
iors (Miller & Rollnick, 2013). Cultural values 
have been found to shield against the adverse 
effects of immigration, acculturation, and oppres-
sion, which are common experiences among 
many Latinxs in the U.S. (Miller & Rollnick, 
2013; Villarruel et al., 2009). Research has also 
revealed that cultural values related to interper-
sonal relationships (e.g., simpatía, respeto) and 
family (e.g., familismo) play an important role in 
the provision of health services of U.S. Latinxs. 
Specifically, interventions that take into account 
a client’s cultural values result in better treatment 
outcomes among individuals from this popula-
tion (Bernal, Jiménez-Chafey, & Domenech 
Rodríguez, 2009; Carter, 1991). The integration 
of traditional Latinx cultural values can also 
increase treatment retention (Kalibatseva & 

Leong, 2014). Furthermore, among Latinx fami-
lies and patients affected by dementia, traditional 
cultural values may impact how they make sense 
of the condition; understand, describe, and inter-
pret symptoms; communicate with healthcare 
providers; and respond to treatment options. 
Below is a brief review of the literature regarding 
the most common Latinx cultural values, fol-
lowed by a discussion on how such values inter-
act with traditional gender role ideologies to 
produce dementia care that is highly gendered.

 Latinx Cultural Values

Familismo/familism continues to be the tradi-
tional Latinx cultural value in the dementia litera-
ture that is often underscored (Talamantes, Trejo, 
Jiminez, & Gallagher-Thompson, 2006). The 
concept of familismo involves broad networks of 
support that extend beyond the nuclear family to 
include aunts, uncles, grandparents, godparents, 
and other close family members (Adames et al., 
2014). Family structures, processes, and interac-
tions are informed by the collectivistic norms of 
the Latinx culture (Falicov, 1989), emphasizing 
obligation, affiliation, and cooperation (Adames 
& Chavez-Dueñas, 2017). Within Latinx  families, 
individual identity is commonly secondary to 
family identity, requiring individuals to prioritize 
family needs over individual ones. Such family- 
centered socialization creates a strong sense of 
connectedness and interdependence within its 
members. Familismo also promotes and main-
tains loyalty, attachment, and a sense of responsi-
bility toward the members of one’s family 
(Falicov, 1989).

Given the strong sense of obligation, loyalty, 
and responsibility that familism engenders, it is 
often believed to serve as a protective factor for 
patients with dementia. Overall, Latinxs are more 
likely to be cared for by family members when 
faced with chronic and terminal conditions 
(Adames et  al., 2014). However, research on 
familism and caregiving has produced mixed 
results. For instance, some studies demonstrate 
that familism conveys a perceived availability of 
support and caregiving satisfaction while assist-
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ing patients with dementia (John, Resendiz, & de 
Vargas, 1997; Scharlach et al., 2006; Wallace & 
Facio, 1987). Thus, higher scores on familism are 
associated with lower scores on caregiving bur-
den (Losada et al., 2006). However, other studies 
have not found a relationship between familism 
and caregiving burden (Crist et  al., 2009). 
Additional studies have concluded that familism 
is also associated with worse psychological out-
comes (Shurgot & Knight, 2005), high levels of 
stress (Youn, Knight, Jeong, & Benton, 1999), 
lower levels of perceived support (Schurgot & 
Knight, 2005), and depression (Rozario & 
DeRienzis, 2008) among Latinx caregivers. 
Overall, the role of familism in the care of Latinxs 
with dementia appears to function as a double- 
edged sword. On one side, familism serves as a 
determinant factor in the decision to become the 
caregiver of a family member with dementia 
(John et al., 1997; Scharlach et al., 2006). On the 
other side, familism decreases the perceived bur-
den associated with such care. Such strong sense 
of loyalty to one’s family may also decrease the 
probability that supportive resources will be uti-
lized, thus increasing the objective burden on the 
caregiver.

Dementia Care: A Gendered Practice Care-
giving is a highly gendered practice wherein the 
expectation is on women to become the caretaker 
of patients with dementia (Mendez-Luck, 
Applewhite, Lara, & Toyokawa, 2016). These 
findings can also be extended to Latinxs where 
traditional gender roles including machismo and 
marianismo interact and influence caregiving 
expectations and practices. Machismo, defined as 
a “socially constructed, learned, and reinforced 
set of behaviors comprising [the] male gender in 
Latino/a society” (De La Cancela, 1986, p. 291), 
is comprised of two aspects, including traditional 
machismo and caballerismo. The former is often 
associated with negative behaviors (e.g., firm, 
domineering, aggressive, stoicism), while cabal-
lerismo includes more positive aspects of Latinx 
male behavior socialization (e.g., honor, respect, 
 reliability, courage). The socially constructed, 
learned, and reinforced behaviors comprising the 
content of the female gender role in traditional 

Latinx culture is known as marianismo. Latinas 
who conform to this ideal of womanhood are 
expected to be long suffering, nurturing, humble, 
and spiritually stronger than men (Gil & Vasquez, 
1996; Santiago-Rivera et al., 2002). When con-
sidering how familism and gender ideologies 
interact with dementia, it becomes clear that 
while the value of familism holds that “caregiv-
ing is a family obligation ... it is predominantly 
women who enact the care” (Shurgot & Knight, 
2005, p. 1057). Moreover, women are expected 
to accept and fulfill the caregiving role without 
complaints (Magaña, Schwartz, Rubert, & 
Szapocznik, 2006). For example, in a qualitative 
study of caregivers of elderly family members, 
Mendez-Luck et al. (2016) reported that when it 
came to caregiving, women of Mexican descent 
sacrifice themselves to follow the idealized prin-
ciples of familism (e.g., obligation, loyalty, 
responsibility). The devotion and sense of respon-
sibility that Latina women experience may pro-
pel them to leave their jobs, postpone their 
personal goals, and sacrifice their needs in order 
to care for a family member with dementia. 
However, less research exists examining the rela-
tionship between machismo/caballerismo, 
familism, and caregiving for patients with demen-
tia. Nonetheless, given the available literature on 
the male gender roles in Latinx culture, we can 
speculate that when Latinx men do find them-
selves as the only viable caregiver, they may face 
particular challenges that need to be considered 
by health professionals. In particular, Latinx men 
may be less likely to express feeling over-
whelmed, stressed, or ask for help when unable 
to provide the level of care required by their ail-
ing family member.

As discussed throughout this section, Latinx 
cultural values and traditional gender role social-
ization influence an individual’s decision to 
become the caregiver of the patient with demen-
tia, as well as how they understand such respon-
sibility. Thus, it is essential that healthcare 
providers become aware of how Latinxs give 
 cultural meaning to caregiving experiences and 
how such experiences are informed by traditional 
gender role expectations. However, two addi-
tional factors need to be considered when work-
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ing with Latinxs. These factors include ethnic 
identity development (Atkinson, Morten, & Sue, 
1989) and acculturation (Kohatsu, Concepcion, 
& Perez, 2010), both of which serve as variables 
that moderate the extent to which individuals 
adhere to traditional cultural values and Latinx 
gender role expectations. Acculturation is defined 
as the process through which individuals adjust 
to a new culture, which involves the incorpora-
tion of the new culture’s beliefs, values, norms, 
language, and behaviors. Ethnic identity is an 
aspect of the self that includes a sense of accep-
tance and congruence regarding one’s member-
ship in a socially constructed ethnic group. 
Furthermore, it involves an individual’s percep-
tions and feelings about members of his/her/their 
own ethnic group as well as members of the dom-
inant group. Both ethnic identity and accultura-
tion are influenced by the current sociohistorical 
context and within-group Latinx differences such 
as nationality, immigration, legal status, and race. 
While an in-depth review of the literature on 
acculturation and ethnic identity is beyond the 
scope of this chapter, readers are encouraged to 
review several foundational and contemporary 
publications on acculturation (see Berry, 1990; 
Capielo Rosario, Adames, Chavez-Dueñas, & 
Renteria, 2019; Cuéllar, Arnold, & Maldonado, 
1995) and ethnic identity theory (see Adames & 
Chavez-Dueñas, 2017; Atkinson et  al., 1989; 
Helms, 1990; Phinney, 1989). Being well versed 
in this body of literature will set the groundwork 
to help providers develop culturally congruent 
dementia care for Latinx patients.

 Considering Nationality, 
Immigration, and Race: Diversity 
Within Latinxs

While Latinxs share elements of a common cul-
ture including traditional values and beliefs, con-
siderable diversity exists within this 
heterogeneous population. To illustrate, Latinxs 
can differ in their nation of origin, history of 
immigration, legal status, skin color, and pheno-
type (Adames & Chavez-Dueñas, 2017; Chavez-
Dueñas et  al., 2014). These differences may 

impact their sense of connection to the traditional 
Latinx culture, adherence to cultural values, con-
nection to the dominant culture, as well as their 
perceptions of themselves and others. 
Additionally, these areas of diversity are likely to 
affect access to life-enhancing resources such as 
formal education and health insurance, factors 
that are key for early detection and treatment 
management of dementia (Alzheimer’s 
Association, 2016b). Hence, effective healthcare 
delivery for Latinx patients with dementia 
requires providers to develop a nuanced under-
standing on how Latinxs’ intersecting identities 
impact dementia care.

 Nationality

Statistics regarding the incidence of dementia in 
Latin America are varied. Though it appears that 
Latin American countries may have approxi-
mately half the number of dementia diagnoses 
than the U.S. (1.8 million compared to 3.4 mil-
lion, respectively), it is projected that these num-
bers may become even by the year 2040 (Ferri 
et al., 2005; Sousa et al., 2010). Overall,  urbanized 
areas in Latin America appear to have a higher 
prevalence of dementia diagnoses than rural 
regions (Rodríguez, Ferri et  al., 2008; Sousa 
et al., 2010). Moreover in Cuba, the prevalence of 
Alzheimer’s disease and related dementias is 
reported to be as high as in developed countries 
(Rodríguez, Valhuerdi et al., 2008).

In the U.S., Latinxs can trace their origins to 
19 countries with their own unique cultures and 
traditions, with the three biggest groups being 
Mexicans (64%), Puerto Ricans (9.5%), and 
Cubans (3.7%; Lopez & Patten, 2015). Each 
Latinx country has its own history of contact, 
settlement, and immigration to the U.S.  To 
illustrate, individuals from some Latinx groups 
have deep-seated roots in the U.S. that date back 
several generations. This is the case for Latinxs 
of Mexican descent whose ancestors lived in 
the southwest part of today’s U.S. prior to the 
Mexican-American War (1846–1848). After 
the war, Mexico lost over half of its territory, 
and Mexicans who were living in the new U.S. 
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territory became foreigners in their own land. 
This history led to economic and racial oppres-
sion, which is still experienced by many of 
their descendants today. Other Latinx groups 
(e.g., Guatemalans, Salvadorans, Mexicans) 
have migrated to the U.S. seeking better eco-
nomic opportunities and family reunification. 
Alternatively, Cubans arrived into the U.S. 
seeking political asylum following the Cuban 
Revolution (1953–1959), which put Fidel 
Castro in power. Unlike other Latinxs, Cubans 
were able to benefit from a wide range of pro-
grams created by the U.S. federal government 
to guarantee their successful adjustment into the 
U.S. culture. As a result of their history, Cubans 
enjoy higher levels of education and socioeco-
nomic status. Finally, Latinxs of Puerto Rican 
descent have a history of colonization result-
ing from political intervention by the U.S. in 
the island (Organista, 2007). Today’s Puerto 
Rican community continues to be impacted by 
their history of double colonization, first by 
the Spaniards (1492) and then the U.S. govern-
ment (1898). People of Puerto Rican descent 
fare worse than other ethnic groups on several 
indicators of well-being, including lower house-
hold incomes and homeownership, and are also 
more likely to live in poverty (Acosta-Belen 
& Santiago, 2006; Adames & Chavez-Dueñas, 
2017; Brown & Patten, 2013). Puerto Ricans 
have also been reported to have an earlier age 
of onset of dementia, higher rates of cognitive 
impairment, and greater severity even after 
controlling for educational attainment (Livney 
et al., 2011).

The diverse histories of Latinxs in the U.S. 
highlight how the pan-ethnic label can be helpful 
in describing shared cultural characteristics 
which are important to consider when working 
with Latinx patients with dementia. However, 
knowledge about the complex U.S. history of 
each Latinx group is also necessary to help pro-
viders contextualize the sociopolitical realities 
that impact families and clients suffering from 
dementia. Such knowledge can also assist pro-
viders to dispel commonly held myths and 
 stereotypes about this population such as all 
Latinxs are immigrants, all immigrants are 

undocumented, most Latinxs speak Spanish, 
Latinxs are a monolithic racial group, etc.

 Immigration

Contrary to commonly held stereotypes, the 
majority of Latinxs in the U.S. (65% or 36 mil-
lion individuals) are U.S.-born American citi-
zens. The remaining 35% (19 million) are 
immigrants who have historically traveled to the 
U.S. for a variety of reasons including better 
economic opportunities, family reunification, or 
to escape violence and political turmoil in their 
countries of origin. However, access to economic 
opportunities available to Latinx immigrants has 
fluctuated depending on the economic circum-
stances and sociopolitical climate of the U.S. at 
the time of their arrival, as well as the need for 
cheap labor. To illustrate, during times of eco-
nomic growth, when the demand for cheap labor 
is high, immigrants are welcomed and immigra-
tion laws become less stringent. However, dur-
ing times of economic uncertainty, immigrants 
are vilified and scapegoated while immigration 
laws become stricter (Cornelius, 2009; Flores 
et al., 2008). As a result, the experience of many 
Latinx immigrants in the U.S. has been marked 
by exclusion, exploitation, and xenophobia 
(Chavez- Dueñas, Adames, Perez-Chavez, & 
Salas, 2019). Although there is a growing body 
of interdisciplinary scholarly work on Latinxs 
and health, the literature examining the role of 
immigration and all of its complexities on Latinx 
patients with dementia remains sparse. However, 
few available studies suggest that immigration 
plays an important role. In a study examining 
nativity status and sources of care among older 
Latinx immigrants of Mexican descent, Angel, 
Rote, Brown, Angel, and Markides (2014) posit 
that elderly Latinx immigrants were more likely 
to report cognitive impairment, mobility limita-
tions, and difficulties with basic activities of 
daily living (ADLs) and instrumental activities 
of daily living (IADLs) compared to U.S.-born 
Mexicans. Interestingly, children of Latinx 
immigrants with dementia were less likely to 
seek support or assistance from other family 
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members and social service agencies. These 
findings are important to consider when design-
ing support services for caregivers of Latinx 
immigrants with dementia.

Unauthorized Immigrants Currently 8.5 mil-
lion Latinxs live in the U.S. without permission 
of the U.S. government and are referred to as 
undocumented immigrants. This segment of the 
U.S. Latinx population is one of the most vulner-
able groups that is susceptible to high levels of 
stress resulting from xenophobia, lack of access 
to resources, and discrimination. Moreover, due 
to their legal status, undocumented immigrants 
are also susceptible to exploitation and abuse 
from their employers who often deny them the 
most basic labor rights (e.g., breaks, access to 
water, restroom facilities) while at times expos-
ing them to dangerous working conditions 
(Kronick & Hargis, 1998; National Council of 
La Raza, 1990, 2008; Suárez-Orozco & Suárez- 
Orozco, 2001; Velásquez, 1993). Overall, undoc-
umented people experience a host of psychosocial 
stressors that require attention in the assessment, 
diagnosis, treatment, and outreach of individuals 
and families dealing with dementia (Chavez- 
Dueñas et al., 2019). For instance, undocumented 
immigrants often find it more difficult to secure 
good-paying jobs that offer benefits (Migration 
Policy Institute, 2014). As a result, the undocu-
mented population has high rates of financial 
hardship with approximately 33% living in pov-
erty and 66% earning less than twice the federal 
poverty line. Moreover, they often have low lev-
els of formal education with only 25% obtaining 
a high school diploma or General Equivalency 
Diploman (GED; Migration Policy Institute, 
2014). Additionally, with the exception of some 
emergency care, unauthorized immigrants are 
not eligible for most federally funded health 
insurance programs (e.g., Medicare, Medicaid, 
Affordable Care Act). Thus, it is not surprising 
that the share of uninsured individuals among 
this group (60%) is much higher than that of 
Latinx adults who are permanent legal residents 
or citizens (25%), and as compared to the general 
U.S. population (14%; Krogstad & Lopez, 2014; 
Migration Policy Institute, 2014). The lack of 

access to health insurance coupled with eco-
nomic hardship serve as barriers to early detec-
tion of dementia. A delayed diagnosis prevents 
people from receiving treatment that may help 
slow the progression of cognitive decline. The 
circumstances that many Latinx immigrant fami-
lies face leave them with less time to adjust and 
plan for the life changes and logistics associated 
with caring for someone with dementia (e.g., 
costs, medication management, palliative care). 
Unfortunately, undocumented patients and their 
families may not be able to afford the services 
they need, thus requiring healthcare providers to 
become creative in securing the necessary help. 
For instance, healthcare providers can help 
undocumented patients to connect with private 
medical and community organizations that may 
provide services at low or no cost.

Medical Repatriation Medical repatriation is 
the practice wherein hospitals and healthcare 
facilities send undocumented immigrant patients 
back to their country of origin without their con-
sent (Donelson, 2015). Unfortunately, medical 
repatriation has received little attention in the 
dementia literature. Although unauthorized 
immigrants are ineligible for federally funded 
health insurance programs, hospitals are required 
to provide emergency medical care. Nonetheless, 
once medical staff deem patients medically sta-
ble, the staff are no longer obligated to provide 
health services (Center for Social Justice at Seton 
Hall Law School [CSJ] and the Health Justice 
Program at New  York Lawyers for the Public 
Interest [NYLPI], 2012; Donelson, 2015). 
However, the Emergency Medical Treatment and 
Active Labor Act (EMTALA, 1986) mandates 
that hospitals create discharge plans, which 
include the transfer of patients to health facilities 
where continuity of care can be ensured. 
Lamentably, undocumented immigrants are 
unable to pay for continuity of care services; as a 
result, due to their status, centers and long-term 
facilities refuse to admit them as patients 
(Donelson, 2015). The lack of facilities that 
would admit undocumented immigrants, coupled 
with financial concerns for the level of care 
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needed, often leaves hospitals with few choices 
regarding discharge planning. As a result, many 
medical facilities operate as de facto Immigration 
and Customs Enforcement (ICE) officials, deport-
ing immigrants without their consent and, at 
times, through coercion (Donelson, 2015). While 
the exact statistics of undocumented immigrants 
impacted by medical repatriation is currently dif-
ficult to assess given the failure of legislation 
requiring such monitoring, there are a number of 
documented cases when undocumented Latinx 
immigrants have been sent back to Mexico, El 
Salvador, Guatemala, and Honduras (Center for 
Social Justice at Seton Hall Law School [CSJ] 
and the Health Justice Program at New  York 
Lawyers for the Public Interest [NYLPI], 2012). 
The quote, “Apparently they see us as beasts of 
burden that can be dumped back over the border 
when we have outlived our usefulness” (Sontag, 
2008, para. 5), captures the sense of frustration, 
betrayal, and no-win position that undocumented 
immigrants impacted by medical repatriation 
may experience. Sadly, given the disproportion-
ate rates of dementia among Latinxs, along with 
the additional risk factors faced by immigrants, 
medical professionals will continue to grapple 
with the realities associated with providing care 
to people who are unable to afford health ser-
vices, which, in turn, may lead to unethical prac-
tices such as medical repatriation.

 Racial Diversity

The literature on Latinxs in the social science 
and medical fields often uses pan-ethnic terms 
(e.g., Hispanic, Latino, Latinx) to describe 
this diverse segment of the population. While 
pan-ethnic labels have political relevance and 
provide a sense of unity among individuals 
who have experienced a history of oppression, 
discrimination, and invisibility (Adames & 
Chavez-Dueñas, 2017;  Chavez-Dueñas et  al., 
2014), they can also obscure within-group dif-
ferences. Of particular relevance to Latinxs are 
differences in skin color and phenotype, which 
have been associated with a wide range of vari-
ables. Available studies examining how skin 

color and phenotype impacts Latinxs suggest 
that being darker and less European-looking can 
negatively affect their mental health (Montalvo, 
2005; Montalvo & Codina, 2001; Ramos, 
Jaccard, & Guilamo-Ramos, 2003), educa-
tional attainment, and wages (Arce, Murgia, 
& Frisbie, 1987). Despite the diversity in skin 
color and phenotype that exists within this 
community, Latinxs are socialized to not iden-
tify themselves racially (Adames & Chavez-
Dueñas, 2017; Chavez-Dueñas et al., 2014). In 
order not to succumb to commonly held stereo-
types, it is important for health professionals to 
know that a “typical” Latinx phenotype does not 
exist. However, Latinxs may be phenotypically 
Black, Brown, White, and any range of skin 
color in between. Consideration that variations 
in skin color within Latinx families can impact 
family dynamics is important when developing 
programs and creating treatment protocols for 
individuals with dementia (Adames, Chavez-
Dueñas, & Organista, 2016). Overall, it is 
imperative that health professionals not only 
incorporate the Latinx culture but also integrate 
the patient’s racialized experiences into their 
assessment and treatment. For instance, prac-
titioners working from traditional frameworks 
are not likely to consider the role that race 
and ethnicity plays in the lives of their Latinx 
patients with dementia. Moreover, when culture 
and race are  incorporated, they are often used 
purely as descriptors. While a patient’s back-
ground is important, it does not provide suffi-
cient information on how the patient’s racialized 
experience shapes their symptoms and response 
to care, which may be different among racially 
heterogeneous ethnic groups such as Latinxs.

 Systemic Challenges and Their 
Impact on Dementia Care 
for Latinxs

 Socioeconomic Status

One of the biggest challenges experienced by 
Latinx elders is poverty and lack of financial 
security. Overall, Latinx elders tend to have fewer 
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financial resources such as pensions, housing 
assets, and retirement funds compared to their 
non-Latinx White counterparts. Approximately 
25% of Latinx elders are reported to live below 
the poverty line, which represents more than dou-
ble the rate of non-Latinx White elders (DeNavas, 
Proctor, & Smith, 2011). Additionally, Latinxs 
are half (39% vs. 72%) as likely as non-Latinx 
elders to have additional income from private 
retirement plans. Consequently, a significant per-
centage (40%) relies solely on social security 
benefits as a source of income (Angel & Angel, 
2009). Given these grim statistics, Latinxs diag-
nosed with dementia or other chronic and pro-
gressive conditions are more likely to rely on the 
caregiving provided by their children, spouses, 
and extended family (Gassoumis, Wilber, Baker, 
& Torres-Gil, 2010). Latinx elders with dementia 
are also less likely to afford supportive services 
(e.g., home healthcare, respite care), putting the 
burden for all the necessary caregiving on their 
children and family members.

 Xenophobia and the Rise in Anti- 
Latinx Sentiment

In addition to high levels of poverty, many 
Latinxs in the U.S. confront increasing degrees 
of xenophobia and a growing anti-Latinx senti-
ment (Chavez-Dueñas et al., 2019). While expe-
riences of rejection and hostility against Latinxs 
are not new, several events have contributed to an 
increase in the anti-Latinx sentiment. First, the 
unprecedented changes in the U.S. demograph-
ics have made Latinxs more visible in every 
sphere of society, increasing fears about immi-
nent changes in the social and cultural fabric of 
the population (Stacey, Carbone-López, & 
Rosenfeld, 2011). Second, the events that took 
place on September 11, 2001, resulted in an 
increase fear and rejection of people perceived as 
immigrants. In the wake of 9/11, rhetoric describ-
ing immigrants as “criminals” who may become 
a potential threat to the homeland security began 
to emerge. Although Latinxs were not involved 
in 9/11, they were deeply impacted by it. 
Following 9/11, a number of laws and policies 

opposing immigration, disproportionately target-
ing Latinx populations, increased dramatically. 
For instance, in 2005 there were approximately 
300 bills related to immigration. This number 
increased to 1500 by 2009. During the same 
9-year period, the number of legislations enacted 
increased by approximately 500%, from 38 to 
222 new laws (National Conference of State 
Legislatures, 2011). Finally, the anti-Latinx and 
anti- immigrant rhetoric expressed by Donald 
J. Trump during the 2016 U.S. presidential elec-
tion campaign took the anti-Latinx sentiment to 
new lows (Chavez- Dueñas et  al., 2019; French 
et  al., 2019). To illustrate, a hate crime report 
conducted by the Los Angeles (L.A.) County 
Commission on Human Relations indicates that 
hate crimes against Latinxs in L.A. increased by 
69% in 2015 (Romero, 2016). These events and 
the resulting increase in rejection and hostility 
toward Latinxs have the potential to increase 
psychological distress and anxiety among indi-
viduals, families, and communities of Latinx 
descent. Among families and patients suffering 
with dementia, the current sociopolitical context 
may contribute to Latinxs being more reticent to 
seek assistance from health professionals.

 Service Underutilization and Its 
Impact on Dementia Care for Latinxs

Studies suggest that Latinxs tend to underutilize 
formal caregiving services (Crist, Garcia-Smith, 
& Phillips, 2006) including long-term care facili-
ties (e.g., nursing homes). This pattern of unde-
rutilization persists even among patients who 
have suffered a significant decline in their ability 
to function independently (Espino, Angel, Wood, 
Finely, & Ye, 2013). A complex set of factors 
contribute to the underutilization of mental health 
services by Latinxs including economic vari-
ables, access to health insurance, language bar-
riers, lack of culturally congruent services, and 
racial/ethnic biases among healthcare providers. 
Lack of access to health insurance, particularly 
among low-income and undocumented Latinxs 
as discussed earlier in the chapter, is likely to 
delay the diagnosis and treatment of dementia 
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(Angel, Angel, McClellan, & Markides, 1996). 
Communication barriers are additional challenges 
experienced in the healthcare system by mono-
lingual, Spanish-speaking patients (Fortinsky, 
2014). Not speaking and  understanding English 
often results in patients or their families not being 
able to describe the symptoms, signs, onset, and 
course of cognitive decline in detail, which are 
core elements of an accurate dementia diagno-
sis. As a result, communication difficulties often 
become challenges to treatment compliance. In 
addition to communication barriers, Latinxs may 
find that the health services they are offered are 
incongruent with their traditional cultural values 
(e.g., placing a family member in a long-term 
care facility). Thus, they may not follow the rec-
ommendations made by health professionals and 
may keep their family member in the home for 
longer periods of time, thus increasing their care-
giver burden (Adames et al., 2014).

In addition to economic, language, and cul-
tural barriers, racial and ethnic biases existing 
within the healthcare system are additional fac-
tors associated with service underutilization 
among Latinxs. First, research indicates that 
racial and ethnic minorities are more likely to 
receive lower-quality healthcare than non-Latinx 
Whites, even when access to healthcare and 
socioeconomic status are controlled for (Smedley, 
Stith, & Nelson, 2003). Second, healthcare pro-
viders have been found to interact less effectively 
with Patients of Color than with White patients 
(Cooper & Roter, 2003; Cooper et  al., 2003), 
with racial and ethnic biases contributing to the 
disparity in healthcare quality received by 
Latinxs. For instance, scholars Tobin and col-
leagues (1987) and Van Ryn and Burke (2000) 
report that healthcare providers hold implicit 
biases based on patients’ race, ethnicity, and 
other demographic variables (e.g., gender, sexual 
orientation). Implicit biases impact the ways 
healthcare professionals interpret signs and 
symptoms of different conditions as well as their 
clinical decision-making (Kunda & Sherman- 
Williams, 1993; Tobin et  al., 1987). Moreover, 
implicit biases may impact how providers relate 
to patients and how much attention is paid to 
patient concerns. To illustrate, in a study con-

ducted by Hinton, Chambers, Velasquez, 
Gonzalez, and Haan (2006), it is reported that 
while the racial and ethnic disparities in health 
service utilization between Latinxs and 
 non- Latinx Whites may be attributed to Latinxs 
not seeking help, a significant percentage (80%) 
of caregivers reported that psychiatric symptoms 
related to dementia were not considered even 
when these were communicated to primary care 
physicians. In other words, Latinx caregivers 
reported that medical professionals neglected 
information related to the management of behav-
ioral problems and as a result they did not provide 
recommendations for how to manage these symp-
toms. Thus, contrary to the belief that Latinxs do 
not seek support from medical professionals, evi-
dence suggests that when they do, their needs are 
likely to be neglected (Hinton et al., 2006). These 
negative experiences with healthcare providers 
result in Latinxs rating their experiences with the 
medical system as less than satisfactory. In a 
study by Fortinsky (2014), Latinxs rated their 
experiences with health professional as fair to 
poor regardless of socioeconomic status.

 Diagnosis and Dementia Symptom 
Management in the Latinx Patient

As described in the introduction section of this 
chapter, Latinxs are more likely to be diagnosed 
with dementia than their non-Latinx White coun-
terparts. Researchers from the Institute of Aging 
project that the number of Latinxs living with 
Alzheimer’s disease, the most common type of 
dementia, could show an alarming increase of 
832% going from 379,000 in 2012 to 3.5 million 
in 2060 (Wu et  al., 2016). Studies also suggest 
that, on an average, Latinxs have an onset of 
Alzheimer’s that is approximately 7 years earlier 
compared to non-Latinx Whites (Alzheimer’s 
Association, 2010). Despite what we know about 
the prevalence and symptom onset of dementia 
among Latinxs, there continues to be a dearth of 
literature examining the biopsychosocial factors 
that contribute to such statistics. Moreover, few 
studies have analyzed how systemic barriers, 
racial biases, and lack of culturally trained health 
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professionals impact the early diagnosis and 
symptom management of dementia among 
Latinxs. This section provides a brief overview of 
the emerging literature on Latinxs, dementia 
diagnosis, and treatment.

 Biopsychosocial Variables 
and Dementia Prevalence in Latinx 
Populations

The increased probability of developing demen-
tia for Latinxs is arguably due to the combina-
tion of biomedical, environmental, and systemic 
variables that disproportionately impact Latinxs. 
Latinxs are more likely to be diagnosed with 
medical conditions such as hypertension, athero-
sclerosis, and diabetes mellitus that increase the 
risk of developing dementia. Interestingly, the 
disparity in age of onset among Latinxs has been 
arguably due to a higher prevalence of diabetes 
mellitus (Alzheimer’s Association, 2010). 
Latinxs are also more likely to live in places 
(e.g., houses and neighborhoods) where they are 
exposed to environmental toxins (e.g., contami-
nated water, air pollution) that increase their risk 
of developing dementia (Santiago-Rivera, 
Adames, Chavez-Dueñas, & Benson-Florez, 
2016). Finally, Latinxs are more likely to experi-
ence systemic barriers including low levels of 
academic attainment and high levels of poverty, 
which have been shown to decrease access to 
high-quality nutritious foods, thus further exac-
erbating their vulnerability for developing a 
dementia (Aggarwal, 2013; Killin, Starr, Shiue, 
& Russ, 2016). While currently no cure exists 
for dementia, early diagnosis and symptom man-
agement can improve the quality of life for both 
patients and their caregivers (National Hispanic 
Council on Aging, 2016). Unfortunately, Latinxs 
do not often benefit from an early diagnosis 
given that they are less likely to be screened for 
the condition due to lack of knowledge coupled 
with distrust in the medical system. Moreover, 
the percentage of Latinxs participating in demen-
tia research is significantly lower than that of 
their non-Latinx White counterparts (Gallagher- 
Thompson et al., 2004; Mehta, Yin, Resendez, & 

Yaffe, 2005). It is thus imperative that health 
professionals develop ways to deliver culturally 
congruent information about dementia. 
Gallagher-Thompson et  al. (2015) and Valle, 
Yamada, and Matiella (2006) use fotonovelas, 
stories conveyed through photographs and text 
in a comic book-like fashion, to increase aware-
ness about the symptoms associated with demen-
tia, to increase symptom management, and to 
teach Latinx caregivers how to cope with stress 
and depression.

 Making a Timely Diagnosis 
of Dementia

A critical step in the management of dementia is 
making a prompt and accurate diagnosis. 
Nonetheless, a correct diagnosis depends on the 
health professional’s ability to understand and 
accurately interpret the beliefs, values, and 
behaviors of patients as well as their barriers to 
early diagnosis (Karlawish et al., 2011). One of 
the most important facts that health professionals 
need to understand and consider is that many 
Latinxs lack basic knowledge about the common 
symptoms associated with dementia (Cox, 2007; 
Karlawish et  al., 2011). For instance, Latinxs 
tend to attribute memory loss to the normal aging 
process, making it less likely that they would 
seek medical assistance during the early stages of 
dementia (National Hispanic Council on Aging, 
2016; Neary & Mahoney, 2005). As a result, 
missed and delayed diagnoses are more common 
among aging Latinxs than non-Latinx Whites 
(National Hispanic Council on Aging, 2016). 
Latinxs also experience a longer delay between 
the time they recognize the signs and symptoms 
of the condition and the diagnosis of dementia 
(Connell, Roberts, McLaughlin, & Carpenter, 
2009; Dilworth-Anderson, Hendrie, Manly, 
Khachaturian, & Fazio, 2008). Unfortunately, by 
the time they receive a diagnosis of dementia, 
many Latinx patients typically have already 
experienced a significant impairment in their 
overall cognitive functioning (Cox, 2007).

The shortage of bilingual Latinx healthcare 
professionals also contributes to the problem of 
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early diagnosis of dementia (Wu et  al., 2016). 
In 2013, only 4.5% of all practicing medical 
professionals were of Latinx descent; how-
ever, it is unknown how many providers in this 
group were also bilingual. Some obstacles to an 
early diagnosis of dementia can be improved 
by both increasing the number of outreach and 
 recruitment programs that are culturally con-
gruent and language specific and by develop-
ing culturally responsive training programs 
for Latinx-serving health professionals (e.g., 
primary care physicians, neuropsychologists, 
nurses). Programs with Latinx-specific foci may 
assist professionals in gaining knowledge on 
how to minimize their biases so they can develop 
confianza (trust) with their Latinx patients. 
Once confianza is established, Latinxs may be 
more likely to see medical settings as places 
where they can seek help. This assertion is sup-
ported by studies that have looked at the role of 
confianza which demonstrate that when Latinxs 
are encouraged by someone they already trust, 
they are more likely to engage in health screen-
ings including for dementia (National Hispanic 
Council on Aging, 2016).

 Dementia Symptom Management

After Latinxs receive a diagnosis of dementia, 
the management of symptoms becomes the main 
goal of treatment. However, effective symptom 
management requires that the patient follow the 
recommendations of health professionals. 
Among Latinxs, treatment compliance also 
requires that both the patient and the family 
understand the biomedical nature of dementia 
and how treatment can be useful. Thus, providing 
basic psychoeducation regarding the etiology 
and treatment of dementia is particularly impor-
tant for Latinxs, given the lack of information 
and the persistence of misconceptions that exist 
about this condition within this community. 
Evidence indicates that Latinxs believe that 
dementia can be caused by high levels of stress, 
thinking too much, and taking things too seri-
ously or that it may be simply the result of des-
tiny (National Hispanic Council on Aging, 2016). 

It is this type of information and misinformation, 
combined with the systemic barriers discussed 
above, that likely contributes to Latinxs not tak-
ing advantage of the available treatment options 
that can help manage dementia-related symp-
toms and behaviors.

Due to the fact that many people in the Latinx 
community typically associate dementia with 
memory loss, they are often unaware of its neuro-
psychiatric symptoms such as apathy, depression, 
and irritability. Consequently, Latinx caregivers 
are more likely to attribute behavioral changes to 
other factors such as health conditions, interper-
sonal problems, personality, and stress (Ayalon & 
Areán, 2004; Hinton, Chambers, & Velásquez, 
2009; Hinton, Franz, Yeo, & Levkoff, 2005). 
When asked what contributes to neuropsychiatric 
symptoms, less than 30% of Latinxs attribute 
these symptoms to dementia (Hinton et al., 2009). 
Unfortunately, when Latinxs recognize the 
behaviors associated with dementia, they often 
report that healthcare providers do not provide 
information on how to manage these symptoms 
(Hinton et al., 2009). Latinxs often end up having 
to find their own ways to manage these symp-
toms which tend to increase caregiving burden. 
The consequences of not addressing neuropsy-
chiatric symptoms are exemplified by the 
Sacramento Area Latino Study on Aging 
(SALSA), one of the most well-known studies 
examining aging in the Latinx population. In the 
study, Haan and colleagues (2003) found high 
levels of behavioral symptoms among older par-
ticipants of Mexican descent diagnosed with 
dementia. Despite the high prevalence of neuro-
psychiatric symptoms in this population, patients 
and their family members reported not receiving 
information on how to manage these symptoms. 
The patients were also not referred to specialists 
(e.g., psychologists) who could help with symp-
tom management (Hinton, Haan, Gellar, & 
Mungas, 2003). As a result, the participants in the 
study were less likely to receive help from pro-
fessional sources (Hinton, Chambers, Velásquez, 
Gonzalez, & Haan, 2006). Given that neuropsy-
chiatric symptoms are associated with increased 
disability among cognitively impaired Latinx 
elderly (Hinton, Tomaszewski Farias, & Wegelin, 
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2008) and with symptoms of depression noted 
among caregivers (Hinton et  al., 2003), it is 
essential that families are provided with ways to 
recognize these symptoms, so services can be 
secured.

 The Latinx Culture, Context, 
and Caregiving

Caring for a family member with dementia is a 
particularly overwhelming task that can have 
serious adverse health consequences for the care-
givers (Ory, Hoffman, Yee, Tennstedt, & Schulz, 
1999; Zarit, Todd, & Zarit, 1986). Evidence sug-
gests that caregiving is associated with a wide 
range of negative physical and mental health out-
comes including depression and early mortality 
(Schulz, O’Brien, Bookwala, & Fleissner, 1995). 
While the literature on caregiving is extensive, 
most studies focus on non-Latinx White caregiv-
ers. At the same time, the study of the interplay 
between culture, context, and caregiving among 
Latinx populations remains sparse. This area 
requires further attention because the proportion 
of Latinxs who will be expected to become care-
givers will grow exponentially. Evercare and the 
National Alliance for Caregiving (2008) reports 
that approximately eight million caregivers in the 
U.S. are of Latinx descent with 1.8 million of 
them providing care for a patient with Alzheimer’s 
disease, as Latinxs are more likely to provide 
informal care to their family members than indi-
viduals from other racial/ethnic groups (Weiss, 
Gonzalez, Kabeto, & Langa, 2005). Research 
suggests that Latinx caregivers often live in mul-
tigenerational households where they are respon-
sible for caring for not only a parent with a 
dementia but also children under the age of 18 
(Evercare & The National Alliance for 
Caregiving, 2008).

 Latinx Perceptions of Caregiver 
Burden

The few available studies on Latinx caregivers 
have produced mixed results. For instance, some 

studies suggest that Latinxs view caregiving as an 
honor and a responsibility, and as a result, these 
individuals are less likely to describe caregiving 
as a burden (Coon et al., 2004). Given their views 
on caregiving, Latinxs tend to perform the duties 
associated with the role even during challenging 
circumstances and with little to no formal  support 
(Coon et al., 2004). The strong sense of responsi-
bility for the care of their family contributes to 
Latinxs finding themselves in intensive caregiv-
ing situations where the patient requires constant 
monitoring and support (Evercare & The National 
Alliance for Caregiving, 2008). Other studies 
suggest that Latinxs do perceive caregiving as a 
burden with 63% of Latinxs caregivers reporting 
high levels of burden compared to 51% of non-
Latinx caregivers (Evercare & The National 
Alliance for Caregiving, 2008). This group of 
Latinxs reports feeling anxious and in need of 
social support. When compared to their non-
Latinx counterparts, Latinxs report being more 
bothered by the caregiving responsibilities such 
as feeding, dressing, hygiene, and the like (Cox 
& Monk, 1993; Valle, Cook-Gait, & Tazbaz, 
1993). They also reported higher levels of somatic 
symptoms and stress. Overall, subjective experi-
ences of caregiving burden impact mental health 
and predict depression among Latinxs (Hernandez 
& Bigatti, 2010). Interestingly, despite the chal-
lenges and burden experienced by Latinx care-
givers, research also suggests that they see 
themselves as having the ability to respond to 
disruptive behaviors associated with dementia 
and have more control over negative thoughts 
related to the caregiving role (Depp et al., 2005).

 Contextual and Cultural Beliefs 
in Caregiving

Systemic challenges related to race, gender, and 
immigration further complicate the experiences 
of caregiving among Latinxs. For instance, mari-
anismo influences women’s attempt to balance a 
perceived duty to the family (Arévalo-Flechas, 
Acton, Escamilla, Bonner, & Lewis, 2014). As 
a consequence, Latinx women are more likely 
to become caregivers while simultaneously jug-
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gling multiple responsibilities (Apesoa-Varano, 
Barker, & Hinton, 2012). In addition to the chal-
lenges they experience when caring for a person 
with dementia, Latinx caregivers also report diffi-
culties associated with being a member of a racial 
and ethnic minority group including financial 
stress, health disparities, low levels of  education, 
racism, and the like (Neary & Mahoney, 2005). 
Research indicates that immigration status also 
adversely affects caregivers’ assertiveness. For 
instance, undocumented immigrants report feel-
ing afraid when communicating with healthcare 
providers (Neary & Mahoney, 2005).

Cultural beliefs also have a central impact on 
the caregiving experience and decisions caregiv-
ers make about their family members with 
dementia. To illustrate, cultural beliefs influence 
a caregiver’s decision to keep a family member 
with dementia in the home instead of placing 
them in a long-term care facility. Latinxs may 
view placement in a nursing home as abandoning 
their family responsibilities and resort to such 
measures as a last alternative (National Hispanic 
Council on Aging, 2016; Neary & Mahoney, 
2005). Additionally, placing a family member in 
a nursing home can be overly stressful for 
patients as they are likely to miss aspects of their 
culture such as food, music, and language which 
may provide a sense of comfort (Neary & 
Mahoney, 2005).

 The Mind May Forget but What If 
the Heart Remembers?

As described throughout this chapter, culture 
facilitates how patients and their caregivers 
understand, experience, and respond to medi-
cal conditions including dementia. Culture also 
facilitates and impacts how Latinx patients and 
their families make meaning of their conditions, 
respond to symptoms, and make decisions about 
their treatment options. In addition to the undeni-
able and pivotal role of culture on medical condi-
tions, Latinxs are also impacted by context and 
sociopolitical factors that may limit access to 
resources, exacerbate their symptoms, or contrib-

ute to their disease’s progression. Effective out-
reach, diagnosis, and treatment of Latinxs with 
dementia necessitate careful consideration of all 
of these factors. Without a planned integration 
of the patient and their family’s cultural values, 
beliefs, and practices, along with the systemic 
barriers they experience, inferior quality of care is 
likely to be delivered (Adames & Chavez- Dueñas, 
2017; Bosma, Apland, & Kazanjian, 2010). We 
further posit that even as patients’ cognition 
begins to deteriorate (e.g., memory) as a result of 
dementia, a thoughtful integration of their culture 
and careful consideration for how lifelong expe-
riences of oppression have impacted their life can 
produce healthcare that is truly humane. In order 
to craft and deliver comfort, dignity, and the best 
quality of life possible for Latinxs with demen-
tia, healthcare providers must consider the role of 
cultural values, practices, and a history of oppres-
sion on the patient and the family. After all, while 
the patient’s mind might forget, their heart may 
still remember images, odors, and sounds that are 
either threatening or comforting.
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Abstract
There has been a rapid increase in epidemio-
logical surveys on the prevalence of demen-
tia in the countries of Central America, South 
America, and the Caribbean. However, no 
past review of these studies has provided an 
overall quantitative estimate of the preva-
lence of dementia or its major subtypes (e.g., 
Alzheimer’s disease and vascular dementia) 
in the populations of these regions. Further, 
the majority of past reviews have described 
the frequency of this disorder without regard 
to sources of variance between studies. This 
chapter provides estimates of the prevalence 
of dementia and two of its major subtypes 
based on meta-analysis. Investigation of the 
sources of heterogeneity in prevalence 
between studies is reported. These estimates 
are then discussed in terms of how they com-
pare to the prevalence of dementia and its 
subtypes in the available studies of Latinos in 
the United States of America (USA). 
Knowledge of the occurrence of dementia 
and its subtypes is necessary to inform public 
health policies to prepare for the rapid 
changes that are expected in the population 
age structures of these countries.

 Introduction

Population aging in Central America, South 
America, and the Caribbean is occurring at an 
unprecedented rate (United Nations Department 
of Economic and Social Affairs, 2007). Of the age-
related concerns facing countries in these regions, 
the cost of dementia care is estimated to be increas-
ingly high (Allegri et al., 2007). Similarly, in the 
United States of America (USA), Latinos repre-
sent one of the fastest growing segments of the 
older adult population (U.S.  Administration on 
Aging, 2011). Further, Latinos with dementia in 
the USA have been observed to have higher levels 
of cognitive impairment at the first presentation to 
the initial evaluation and report significantly lon-
ger periods of cognitive decline by the time they 
are referred to diagnostic services compared to 
non-Hispanic Whites (Cooper, Tandy, Balamurali, 
& Livingston, 2010). Timely diagnosis and treat-
ment of Alzheimer’s disease (AD) and other 
dementias have the potential to offset immense 
costs associated with institutionalized care, 
increasing savings for the countries of these 
regions (Weimer & Sager, 2009). Knowing the 
prevalence of dementia and its various subtypes 
among Latinos throughout the USA, Central 
America, South America, and the Caribbean can 
help prioritize and plan healthcare programs and 
policies aimed at targeting undetected cases of 
dementia among Latinos.
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The purpose of the current meta-analysis is 
to provide an update of the prevalence of demen-
tia and two of its major subtypes in Central 
America, South America, and the Caribbean, 
and compare this to rates among Latinos in the 
USA.  The populations from the 22 countries 
reviewed are composed of heterogeneous groups 
of individuals with varying ethnic and racial 
backgrounds. The goal of providing pooled esti-
mates for regions of such widely diverse groups 
is to provide a starting point for determining the 
needs of a targeted population. Later, if differ-
ences emerge between or within regions or sub-
groups, clues as to the genetic, social, and 
environmental contributions to a disease pro-
cess can be gleaned from the epidemiological 
findings. For example, comparing the preva-
lence of dementia and AD between Nigerian 
Africans and African Americans  – two groups 
with the same ethnic background but living in 
starkly different environments  – Hendrie et  al. 
(1995) found the rates of dementia and AD to be 
lower among Nigerian Africans than African 
Americans, pointing to possible environmental 
or gene–environmental interactions. Similarly, 
determining the prevalence of dementia and its 
subtypes among Latinos in the USA – in the con-
text of the larger group of countries with whom 
they have current or historical ties – can further 
the aim of determining the needs of this targeted 
population.

 Past Reviews of Dementia 
Prevalence

In earlier reviews of the literature on the preva-
lence of dementia in Central America, South 
America, and the Caribbean, studies focused 
mainly on describing the instruments used to 
diagnose dementia, the availability of dementia 
care services in various countries throughout the 
region, and the need to establish better epidemi-
ological strategies in various counties (Arizaga, 
Mangone, Allegri, & Ollari, 1999; Mangone & 
Arizaga, 1999). The few surveys conducted at 
the time on the prevalence of dementia were not 
described in enough detail in terms of their 

methodology to draw comparisons between 
studies or provide summary estimates.

For example, Ferri et  al. (2005) developed a 
consensus panel of experts to generate estimates 
of the prevalence of dementia in all the World 
Health Organization (WHO)-defined regions. 
This was based on a systematic review of the 
world literature of population-based studies from 
1980 to 2004 as indexed on MEDLINE and from 
the United Nations population projections. 
However, only three studies from Latin American 
countries on the prevalence of dementia were 
identified by the systematic review: One was 
from Brazil (Herrera, Caramelli, Silveira, & 
Nitrini, 2002), another from a study of incidence 
of dementia in Brazil (Nitrini et al., 2004), and 
one from Colombia (Roselli et al., 2000), which 
defined dementia based only on performance on 
the Mini-Mental State Examination (MMSE; 
Folstein, Folstein, & McHugh, 1975). The 
consensus panel estimated the prevalence of 
dementia in Latin America and the Caribbean in 
adults 60 years and older at 4.6%.

Kalaria et  al. (2008) reported estimates of 
prevalence based on 11 studies for seven coun-
tries: Cuba (8.2% for 60 and older), Argentina 
(11.5% for 65 and older), Brazil (5.3% for 65 
and older), Chile (4.3%), Colombia (1.8% for 
65 and older; 3.4% for 75 and older), Peru 
(6.7%), and Venezuela (8.0% for 55 and older; 
10.3% for 65 and older). Estimates of the prev-
alence of subtypes of dementia, AD, and vascu-
lar dementia (VaD) were available for three 
countries: Cuba (60 and older: 5.1% for AD and 
1.9% for VaD), Brazil (65 and older: 2.7% for 
AD and 0.9% for VaD), and Venezuela (55 and 
older: 4.0% for AD and 2.1% for VaD). 
However, the methodologies used to define, 
sample, and assess dementia in the populations 
of these studies were not specified, other than 
to list the version of the Diagnostic and 
Statistical Manual of Mental Disorders (DSM; 
APA, 2000) used to define cases of dementia; 
no specification as to how AD and VaD cases 
were made was reported.

Nitrini et al. (2009) conducted a collaborative 
study on the prevalence of dementia in the Latin 
America countries and focused their review on 
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studies of large, general populations that had data 
available to stratify dementia prevalence into 
5-year age periods starting at age 65, and by 
gender and levels of education (i.e., illiterate vs. 
literate). They searched the MEDLINE and 
LILACS databases and contacted authors of 
population surveys to ask if they would be willing 
to collaborate. Final data were presented from 
eight studies in six countries. The unadjusted 
pooled estimate of the prevalence of dementia 
was calculated as 7.1%; age-standardized to the 
world population, it was 5.97%. The high rate of 
dementia found in the Latin American countries 
stood in contrast to the estimations of Ferri et al. 
(2005) that had concluded the prevalence of 
dementia in developing regions was lower than 
that in developed regions (Nitrini et  al., 2009). 
Prevalence varied widely between countries, 
from 2% in Brazil to 13% in Venezuela. Higher 
rates of dementia prevalence were found in the 65 
to 69 age ranges compared to a systematic review 
of European studies (Lobo et  al., 2000). There 
were slightly higher rates for women than men, 
and rates were twice as high in illiterate 
participants than literate participants. Details 
regarding criteria used for estimating the 
prevalence of AD and VaD were not provided. 
Further, the authors presented only the ranges of 
the proportion of dementia cases caused by AD 
(49.9% in Venezuela to 84.5% in Chile) and VaD 
(8.7% in Peru to 26.5% in Venezuela) in those 65 
and older.

In 2009, Alzheimer’s Disease International 
developed a World Alzheimer Report based on a 
systematic review of the world literature and 
meta-analysis in regions when possible (the same 
findings were also presented by Prince et  al., 
2013). Strict criteria for inclusion and exclusion 
were applied, focusing on population-based 
studies of the prevalence of dementia among 
adults 60 and older (according to the DSM-IV or 
International Classification of Diseases-10 
edition [ICD-10] or similar criteria), for which 
fieldwork started on or after January 1, 1980, 
and using the PUBMED/MEDLINE databases 
through March 2009. Prince et al. (2013) included 
11 studies for their meta-analysis of the Latin 
American region. The estimated standardized 

prevalence, based on the Western European 
population, for Latin America was 8.5%. By 
individual region in 2010, the estimation of 
dementia prevalence in adults 60 and older for 
the Caribbean was 6.5% (calculated not by meta- 
analysis, but reliance on individual studies from 
Cuba and the Dominican Republic), Andean 
Latin America (5.6%), Central Latin America 
(6.1%), Southern Latin America (7.0%), and 
Tropical Latin America (5.5%). Dementia 
prevalence doubled for every 5.5-year increment 
in age in Latin America. The prevalence in men 
was lower than that of women, with a trend for 
the discrepancy to increase with age, though this 
was not statistically significant. They noted 
significant heterogeneity in estimates from Latin 
America. However, investigation of the sources 
of this heterogeneity was achieved only in the 
sample of studies from Western Europe where 
methodological factors (e.g., higher prevalence 
in studies that incorrectly applied two-phase 
methodology; higher prevalence were reflected in 
studies using an informant interview), year of 
study (higher prevalence was noted in studies 
carried out in the 1990s compared to earlier), and 
country accounted for portions of the 
overdispersion (i.e., the extent to which values of 
a variable differ from a fixed value such as the 
mean).

A systematic review with meta-analysis exam-
ined studies conducted in Brazil (Fagundes, 
Silva, Silva Thees, & Pereira, 2011). The study 
identified articles in MEDLINE, EMBASE, 
LILACS, SciELO, and a Brazilian thesis 
database, and found studies by reviewing the 
references sections. The authors focused on 
population-based studies using cognitive tests to 
assess dementia among individuals 60  years of 
age and older and excluded articles dealing with 
test validation or those that sampled participants 
with cognitive impairment due to sources other 
than dementia. They developed a uniform quality 
scoring system to code each of their eleven 
articles. Studies reported rates between 5.1% and 
9.0%, and the authors made observations that 
rates increased with age, were higher in lower 
socioeconomic populations, were higher in those 
with less years of education, and were higher in 
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women. Study quality was evaluated based on 
eight criteria, each receiving a score of zero or 
one for random sample or whole population, 
unbiased sampling frame, adequate sample size 
(>300 subjects), standard measurements, 
outcomes measured by unbiased assessors, 
adequate response rate (>70%), and subjects 
described as refusing treatment, confidence 
intervals, and subgroup analysis. Studies 
receiving a total score of 6 to 8 were considered 
high quality, while studies receiving a 5 or below 
were considered low quality. Only five studies 
were ranked as high quality, and in the analyses 
of sources of heterogeneity among the studies, 
study quality predicted heterogeneity, with lower- 
quality studies overestimating the prevalence of 
dementia. Many of the studies in their review 
diagnosed dementia based only on a cutoff score 
of a single screening measure, thus making it 
difficult to draw comparisons with studies using 
more rigorous criteria for case definition.

 Prevalence of Dementia 
Among Latinos in the USA

Systematic reviews of the prevalence of dementia 
among Latinos in the USA are lacking. Narrative 
reviews of ethnic minorities covering dementia 
epidemiology, treatment, and access are more 
readily found. Harwood and Ownby (2000) 
identified two articles reporting the prevalence of 
dementia among Hispanic Americans in the USA 
(Perkins et  al., 1997; Gurland et  al., 1999). 
Perkins sampled from a population of municipal 
retirees in Houston, Texas, and found an age- 
adjusted (60  years–80  years) prevalence of 
dementia of 4.75%, using the National Institute 
of Neurological and Communicative Disorders 
and Stroke and the Alzheimer’s Disease and 
Related Disorders Association criteria (NINCDS- 
ADRDA; McKhann et al., 1984). Gurland et al. 
(1999) randomly sampled from a population of 
Medicare beneficiaries in Northern Manhattan, 
as well as nursing home residents gathered from 
informants at health and social service sites. 
The cases were defined based on algorithms 

combining psychometric tests, laboratory, and 
clinical findings. Hispanic Americans had a prev-
alence of dementia of 7.5% for 65–79 year olds, 
27.9% for 75–84  year olds, and 62.9% for 
85 years and older. AD accounted for 88.3% of 
all dementia cases.

Three other studies provided information on 
convenience or clinical samples regarding rates 
of dementia and/or the relative frequency of 
dementia subtypes. In a community outreach 
sample in California’s East San Fernando Valley 
(a region with a high concentration of elderly 
Hispanic Americans, mostly of Mexican descent), 
Fitten, Ortiz, and Ponton (2001) recruited 100 
community-dwelling Hispanic Americans. Based 
on the DSM-IV criteria, they identified 65 cases 
of dementia, of which 38.5% had AD (based on 
the National Institute of Neurological and 
Communicative Disorders and Stroke–
Alzheimer’s Disease and Related Disorders 
Association (NINCDS–ADRDA) criteria) and 
38.5% had VaD (based on the National Institute 
of Neurological Disorders and Stroke–
Association International pour la Recherche et 
L’Enseignement en Neurosciences criteria 
(NINDS–AIREN); Roman et  al., 1993). Hou, 
Yaffe, Perez-Stable, and Miller (2006) assessed 
cases of dementia in the registry of the 
Alzheimer’s Disease Research Centers of 
California between 1992 and 2002. Dementia 
was based on the DSM-III-R criteria, AD was 
defined by the NINCDS–ADRDA criteria, and 
VaD was defined by the State of California 
Alzheimer’s Disease Diagnostic and Treatment 
Centers criteria (ADDTC; Román, Erkinjuntti, 
Wallin, Pantoni, & Chui, 2002). AD accounted 
for 82.5% of their cases of their dementia among 
Hispanic Americans and 10.5% of their cases of 
VaD.  Carrion-Baralt, Suarez-Perez, del Rio, 
Moore, and Silverman (2010) reported results on 
a population of Puerto Rican veterans aged 65 
and older who used the Veterans Affairs Caribbean 
Healthcare System, in San Juan, Puerto Rico, 
between October 2005 and March 2007. Based 
on the ICD-10 criteria, the prevalence of demen-
tia in the sample was 12.69%, and the proportion 
of dementia cases diagnosed as VaD was 15.14%.
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The specific prevalence of AD in this sample 
was not reported.

Each of the studies reviewed in this section 
used samples drawn from a mix of clinical, 
service-user populations, including a random 
sample from a Medicare registry. Morgan et al. 
(2008) provided data suggesting Hispanic 
Americans are more likely to be unfamiliar with 
the dynamics of the Medicare system than non- 
Hispanic Whites, and therefore populations 
reliant on this registry are arguably 
unrepresentative of the larger general population 
of Hispanic Americans living in New  York. 
Attempts to generalize rates of dementia and its 
subtypes from these studies are wrought with 
difficulties, and therefore less biased samples 
need to be relied on to provide accurate rates of 
occurrence of this disorder. Other studies 
reporting on the prevalence of dementia and its 
subtypes in Hispanic Americans using population- 
based samples are included in the current 
systematic review.

 Variation in Rates of Dementia and Its 
Subtypes

From the studies described above, a picture of 
variable rates of dementia emerges from 
populations in Central America, South America, 
the Caribbean, and the Latinos in the USA. Many 
studies worldwide, though not all, have observed 
variable rates between men and women and 
according to level of education (Sharp & Gatz, 
2011). In addition, the two systematic reviews 
with meta-analyses reporting on Latin America 
and the Caribbean postulated that study quality 
and methodological features account for a portion 
of this variation between prevalence studies 
(Fagundes et al. 2011; Prince et al., 2013). These 
characteristics included sample size, accurate use 
of multiphase methodology, and incorporation of 
an informant interview. Fagundes et  al. (2011) 
established a relationship between study quality 
and rates of dementia within samples of Brazilian 
studies. Prince et al. (2013) reported heterogeneity 
between Latin American and Caribbean studies, 

but did not assess the source of heterogeneity in 
this region due to an insufficient number of 
available studies. A study of sources of variation 
in prevalence rates worldwide provided evidence 
of variable rates in AD based on use of laboratory 
studies, use of both urban and rural populations, 
nonuse of neuroimaging, as well as lack of 
adjustment for false negatives (Corrada, 
Brookmeyer, & Kawas, 1995). In a rigorous 
systematic review and meta-analysis of studies 
directly comparing prevalence and incidence of 
dementia between geographical locations at 
various scales of geography, Russ, Batty, 
Hearnshaw, Fenton, and Starr (2012) reported 
differences between urban and rural sites, 
particularly for AD, and especially when early 
life rural living was taken into account.

Another source of variation in studies may be 
the criteria used to define cases of dementia. For 
example, the DSM-IV was used as one way of 
defining cases by the 10/66 Dementia Research 
Group (Llibre Rodriguez et  al., 2008) in their 
collaborative studies of the prevalence of 
dementia in six sites throughout Latin America. 
They also defined cases based on an algorithm 
derived from multiple measures that they had 
piloted in older adults in 25 centers in India, 
China and Southeast Asia, Latin America and the 
Caribbean, and Africa (Prince, Acosta, Chiu, 
Scazufca, & Varghese, 2003). Dementia 
prevalence of 10/66 was higher than that of 
DSM-IV dementia and more consistent across 
sites. The majority of the cases defined by the 
10/66 algorithm, but not confirmed by the 
DSM-IV, were supported by high levels of 
associated disability, suggesting the DSM-IV 
may not be operationalized equally in different 
regions and may be insensitive to milder stages of 
the disorder. Similarly, rate of VaD diagnosed 
was found to vary according to the criteria used 
(Román et  al., 2002), with higher rates found 
using the DSM-IV, moderate rates found using 
the ADDTC, and lower rates identified by using 
the NINDS–AIREN criteria.

The current meta-analysis aimed to establish 
an updated prevalence of dementia in Central 
America, South America, the Caribbean, and 
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among Latinos in the USA.  Only one previous 
study (Kalaria et  al., 2008) incorporated a 
systematic review of prevalence of dementia 
subtypes in Latin American and the Caribbean, 
but they did not describe criteria used to define 
cases or investigate sources of heterogeneity, nor 
were the methods of sampling detailed. No 
systematic review of Latinos in the USA has yet 
provided data on the rates of dementia or its 
subtypes. Given that past systematic reviews of 
the prevalence of dementia have discovered a 
large amount of variance between studies, the 
current meta-analysis will also investigate various 
sources of expected heterogeneity in prevalence 
based on past literature (Corrada et  al., 1995; 
Fagundes et al., 2011; Prince et al., 2013). This 
includes variation by age, sex, education, overall 
quality of study, case definition criteria, 
appropriate use of multiphase methodology, use 
of a multi-domain cognitive battery, use of 
informant interview, use of laboratory testing, 
use of neuroimaging, and geography (country 
and rurality). Specifically, prevalence of dementia 
was hypothesized to increase with age. Women 
were expected to have a higher prevalence of 
dementia. Higher prevalence of dementia was 
expected to be found among those with lower 
education. Lower-quality studies were expected 
to have higher estimates of dementia prevalence. 
Dementia prevalence was expected to be higher 
among studies that did not use blood laboratory 
testing, did not use neuroimaging, and did not use 
a multi-domain cognitive battery and studies 
conducted in rural sites. Lower prevalence was 
expected in studies that did not rely on an 
informant interview.

 Methods

The current review targeted a specific set of stud-
ies with the primary goal of identifying articles 
with enough uniformity to provide summary esti-
mates of the prevalence of dementia and demen-
tia subtypes using meta-analysis. When sufficient 
data were not reported for a particular meta-anal-
ysis, results from the studies were described 
narratively.

 Search Strategies

Studies were identified for the current review 
based on two methods. First, the author searched 
the PUBMED/MEDLINE, PsycINFO, and 
SciELO databases of all published studies on the 
prevalence of dementia and dementia subtypes in 
the USA, Central America, South America, and 
the Caribbean up until February 2013. The search 
was limited to the three main languages spoken 
in the populations of Latinos in these regions 
with the intention of having all Portuguese 
articles translated when necessary. The following 
search terms were entered in English, Spanish, 
and Portuguese: (dementia or Alzheimer’s or 
vascular dementia or multi-infarct dementia or 
frontotemporal dementia or mixed dementia or 
frontotemporal lobar degeneration or primary 
progressive aphasia or Pick’s disease or (dementia 
and Parkinson’s) or Lewy body dementia or 
dementia subtype or dementia etiology) and 
(Hispanic and the USA) or (Hispanic and 
America) or (Latino and the USA) or (Latino and 
America) or Hispanic or Latino or Argentina or 
Belize or Bolivia or Brazil or Chile or Colombia 
or Costa Rica or Cuba or Dominican Republic or 
Ecuador or El Salvador or Guatemala or Honduras 
or Jamaica or Mexico or Nicaragua or Panama or 
Paraguay or Peru or Trinidad or Tobago or 
Uruguay or Venezuela or Latin America or 
Caribbean) and (prevalence or epidemiology or 
frequency or rate).

This search strategy was supplemented by 
examination of the references sections of 
identified papers and past relevant reviews. 
Inclusion criteria were as follows:

 1. Population-based studies of dementia or AD 
or other subtypes or causes of dementia in 
general populations.

 2. Studies that have target populations of partici-
pants 60 years of age or older; this included 
studies that ascertained dementia in popula-
tions of older age groups (e.g., 65 years of age 
and older, 70 years of age and older)

 3. Diagnosis of dementia according to the 
DSM-IV, ICD-10, or Cambridge Examination 
for Mental Disorders of the Elderly 
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(CAMDEX; Roth et  al., 1986), NINCDS–
ADRDA, or similar criteria.

 4. The fieldwork for the study must have started 
on or after January 1, 1980.

The exclusion criteria related to method of 
sampling and case definition were as follows:

 1. Studies provided prevalence data from the 
follow-up phase of a population cohort (such 
as is seen in incidence studies).

 2. Studies of unrepresentative service-user pop-
ulations (e.g., nursing home, residential care 
populations, veterans sampled from hospitals, 
studies relying mainly on registries of private 
or public insurance networks, etc.).

 3. Studies that defined dementia solely based on 
cognitive impairment or only on a cut point of 
a screening measure.

 4. Studies that defined dementia based only on 
history of seeking treatment for dementia.

 5. Studies that targeted subtypes of dementia 
without assessing for total rate of dementia; 
this exclusion criteria was implemented so 
that relative frequencies of dementia subtypes 
could be established.

 6. Studies targeting young-onset dementia (less 
than 60 years; e.g., Huntington’s disease).

 Data Extraction

The methods and characteristics of the popula-
tions were extracted from studies or were 
obtained through related articles, for example, 
presentation of methods separate from reporting 
of prevalence data in large collaborative studies. 
In studies using more than one diagnostic criteria 
and providing prevalence data separately 
according to these definitions, the prevalence of 
the most widely used and most recent version of 
the criteria across studies were extracted, 
typically the DSM-IV or ICD-10, in order to 
reduce heterogeneity between studies.

The final selection of studies was evaluated 
for quality using an adapted version of the scoring 
system used by Prince et al. (2013) to facilitate 
comparisons. The adaptation consisted of 
assigning zero points in a quality category if 

insufficient information was available to 
designate a score. The total score could range 
from 0 (poor quality) to 11 (high quality):

 (a) With 500 participants, a study could estimate a 
true prevalence of 6% (± 2.1%) for adults 
65 years and older; with 1500 participants, pre-
cision increases to (± 1.2%); and with a sample 
size of 3000, precision increases to ±0.8% 
(Alzheimer’s Disease International, 2009). For 
the current review, if no information was avail-
able about sample size, the study received 0 
points; < 500, 0.5 point; 500–1499, 1 point; 
1500–2999, 1.5 points; and ≥ 3000, 2 points. 
NB: The type of sampling methodology was 
not included as part of the quality index as the 
inclusion/exclusion criteria removed studies 
based on nonrandom, convenience, or clinical 
sampling from the final pool.

 (b) For study design: A two-phase study with no 
sampling of screen negatives or no informa-
tion available was given 0 points; a multi-
phase study with sampling of screen negatives 
but no weighting back was given 1 point; and 
a one-phase study or multiphase study with 
appropriate sampling of screen negatives and 
weighting back was given 2 points.

 (c) For response proportion: If no information 
was available, 0 points; < 60%, 1 point; 
60%–79%, 2 points; and ≥ 80%, 3 points.

 (d) For diagnostic assessment: 1 point each for 
using a multiple domain cognitive test battery 
(two or more domains; screening tests such as 
the MMSE would not count toward this qual-
ity category), formal disability assessment, 
informant interview, and clinical interview.

 Analysis

Prevalence data were extracted from studies by 
obtaining either the numerator and denominator 
(i.e., sample size), or prevalence and denominator, 
or prevalence and 95% confidence intervals. 
When otherwise unavailable, 95% confidence 
intervals were calculated using Clopper and 
Pearson’s (1934). Exact method (Newcombe, 
1998) was used for rates below 4%; in all other 
cases, the score method (Wilson, 1912) was used.
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Estimates of prevalence were standardized for 
age using the direct method (Lilienfeld & Stolley, 
1994) based on two standard populations: (a) the 
Latin American and Caribbean population and 
(b) the Western European population. The 
Western European population was chosen as a 
standard population in order to facilitate 
comparisons with previous international reviews 
(e.g., Ferri et al., 2005; Prince et al., 2013). The 
crude prevalence estimates, that is, number of 
cases/sample size or sample size of subgroup, are 
presented in tables, along with the standardized 
prevalence estimates when appropriate.

Comparisons between males and females 
within each country in the prevalence of dementia 
were made using χ2 test using the SPSS 16 pro-
gram (SPSS, Inc., Chicago, IL). In order to com-
pare the prevalence of dementia by education, 
studies providing prevalence data between partici-
pants with no formal years of education and those 
with 1 or more years of formal education were 
reviewed and relevant data extracted. Education 
was dichotomized because of the variable ways 
education was measured, reported, and analyzed 
among the studies. Those with no years of educa-
tion were labeled illiterate, and those with 1 year 
or more were coded as literate, recognizing the 
common way illiteracy was defined among the 
studies. This classification is far from ideal, con-
sidering the more standard definition of illiteracy 
as the percentage of the population over 15 who 
cannot both read and write a comprehensible, 
short simple statement on their everyday life 
(UNESCO, 2006). As with sex, education was 
evaluated with a χ2 test. Random effects meta-
analyses were used to compare associations 
between sex and prevalence of dementia across 
countries, as well as to compare the relationship 
between education and prevalence of dementia 
across countries, using a α-value of 0.05.

In each of the meta-analyses and meta- 
regressions, prevalence estimates were 
transformed to logits to improve their statistical 
accuracy. After analyses, these estimates were 
then transformed back to prevalence for ease of 
interpretation. Two methods of quantifying the 
heterogeneity among studies were used. As a first 
step in determining whether the produced 

estimates were derived from studies with 
substantial variation among them, Cochran’s Q 
was calculated (1954). Cochran’s Q tests the null 
hypothesis that the variance in the estimates of 
prevalence from among the studies is not 
significantly greater than expected from sampling 
error alone, using a α-value of 0.05.

While Cochran’s Q is a useful method of test-
ing for heterogeneity, the statistic has been shown 
to have poor power when there are few studies 
and overestimates the level of heterogeneity 
between studies when there are many (Hardy & 
Thompson, 1998). In order to give a more appro-
priate idea of the impact of heterogeneity existing 
between studies, Higgins and Thompson (2002) 
developed the I2 statistic to gauge the impact of 
heterogeneity. I2 can generally be interpreted as 
the proportion of variance in point estimates due 
to heterogeneity, with mild heterogeneity gener-
ally considered to be less than 30% and substan-
tial heterogeneity indicated by more than 50%. 
Estimates of Higgins I2 greater than 30% are 
noted in the text.

If there was moderate or substantial heteroge-
neity, a random effects meta-analysis was per-
formed, evaluating significance based on a 
α-value less than 0.05. Meta-analyses and meta- 
regressions were used to evaluate the source of 
heterogeneity among studies, using the following 
binary predictors: case definition criteria (e.g., 
DSM-IV or other), use of a multi-domain 
cognitive battery, use of proper multiphase 
methodology, use of routine blood laboratory 
testing, and use of neuroimaging, rurality, and 
country. Meta-regressions were inspected 
visually using a funnel plot of the logit event rate 
by the continuous predictor of interest. Meta- 
regressions were further evaluated using a 
regression test for funnel plot asymmetry.

 Results

 Evidence Base

The literature searches retrieved 1450 studies 
(including duplicates). All study abstracts in 
Portuguese were also available in English and 
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Spanish because of the translation policies of the 
SciELO.  A total of 881 studies remained after 
duplicates had been removed. Two studies did 
not have an abstract available for review and 
could not be examined further (Codner, Vergara, 
Fredes, & Guzman, 1984; Morales-Virgen, 
1997). After comparing the titles and abstracts 
against inclusion criteria, 42 studies were 
identified for detailed examination. Copies of the 
full, published versions of 40 of these articles 
were available for review against inclusion and 
exclusion criteria. An additional five articles 
were added after reviewing the references 
sections of 42 of the identified articles and from 
examining the references of past reviews, 
increasing the pool of studies for detailed review 
to 47. Forty-four were available in English and 
Spanish. Three studies did not have fully 
published articles available for review (Albala 
et al., 1997; Ketzoian et al., 1997; Teixeira et al., 
2009). Teixeira et al. (2009) could not be consid-
ered further as it had no information available 
regarding sampling methods. However, sufficient 
study characteristics and prevalence data were 
available from additional sources for the other 
two studies and were subsequently added to the 
final list of included studies. Study characteristics 
and prevalence data by Albala et  al. (1997) are 
presented as cited by Nitrini et al. (2009). Study 
characteristics and prevalence data by Ketzoian 
et al. (1997) are presented as cited in Arizaga et al. 
(1999) and Nitrini et al. (2009), from a descrip-
tion of the pilot phase of the study (Seccion 
Neuroepidemiologia, Instituto de Neurologia, 
1992) and from an online presentation of results 
of the study (Seccion Neuroepidemiologia, 
Instituto de Neurologia, 2004).

Thirteen of the remaining 44 articles were 
excluded due to sampling methods, for example, 
reliance on lists from hospital or nursing home 
registries. Seven articles were excluded because 
they either reported results using a follow-up 
wave of an original population cohort study (e.g., 
incidence studies) or were reporting on risk fac-
tors associated with dementia in a population 
cohort study previously presented in an earlier 
article. In either case, the current review reports 
the prevalence data from the original population- 

based studies. Four studies were excluded since 
they either defined dementia using only a cogni-
tive screening test or were using the term demen-
tia to describe organic brain syndrome broadly 
defined. Two studies were excluded because 
upon further review only presentation of the 
methodology and results of pilot screening of a 
longitudinal study were provided. A study from 
Colombia (Diaz-Cabezas, Ruano-Restrepo, 
Chacon-Cardona, & Vera-Gonzalez, 2006) was 
excluded because they reported the results from 
evaluations of adults 50 years and older, with no 
estimates of dementia in either the 60 years and 
older or 65 years and older age groups.

Eighteen articles were included in the final 
selection for the current systematic review. In one 
study, Llibre Rodriguez et al. (2008) reported on 
the results from a population-based cohort 
study coordinated through the 10/66 Dementia 
Research Group in seven separate sites in Latin 
America and the Caribbean, allowing the current 
review to incorporate results from a total of 23 
studies. The countries with the best coverage 
were Brazil and Cuba, with five and four studies, 
respectively. Next were Mexico, Peru, and the 
USA, with three studies each. Venezuela had two 
studies, whereas Chile, the Dominican Republic, 
and Uruguay had only one study each.

Five studies cited earlier publications for 
details of their methodology; the current review 
obtained information from these earlier publica-
tions when necessary. Study characteristics for 
Molero et al. (2007) were obtained from Maestre 
et al. (2002). Additional study characteristics for 
Plassman et al. (2007) were obtained from Langa 
et al. (2005). Supplementary study characteristics 
for Scazufca et al. (2008) and Llibre Rodriguez 
et  al. (2008) were obtained from Prince et  al. 
(2007).

 Quality of Studies

The main characteristics of the studies included 
in this systematic review are provided in Table 3.1 
Using the scoring system described earlier to 
evaluate the quality of studies, studies ranged in 
quality between 4 and 10.5. The average quality 
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Table 3.1 Study characteristics

Reference
Setting (rural vs. 
urban)

Source (N of 
phase)

Assessment/diagnostic 
criteria

Total N 
(response 
%) 
[attritiona] Dementia N

Quality 
score

Albala et al. 
(1997)

Concepcion, 
Chile (urban)

Census, random 
sample (2 
phases)

MMSE, PFAQ, CDR, lab. 
eval., brain CT, DSM-III-R 
ICD-10, informant 
interview

2213 
(NA) 
[NA]

97 5.5

Ketzoian 
et al. (1997)

Cerro and 
Casabo, 
Montevideo, 
Uruguay (urban)

Census, whole 
population of 2 
districts (2 
phases)

MMSE, Npsych. eval., 
neurological eval., ICD-9

2731 
(93.1%) 
[NA]

85 7.5

Llibre et al. 
(1999)

Mariano, 
Havana, Cuba 
(urban)

Census and 
medical 
registries, 
cluster random 
sampling 
(1 phase)

MMSE, HIS, GDS, clinical 
interview, DSM-III-R 
NINCDS-ADRDA

779 (NA) 
[1 phase]

64 4

Herrera 
et al. (2002)

Catanduva, 
Brazil (urban)

Census, random 
sample of whole 
population (2 
phases)

MMSE, PFAQ, HIS, CDR, 
Neurological eval., 
Npsych. eval., lab. eval., 
brain CT consensus using 
DSM-III-R, NINCDS- 
ADRDA, NINDS- AIREN, 
McKeith et al.’s (1996) 
criteria, Lund and 
Manchester criteria (1994)

1656 
(98.5%) 
[6%]

118 8.5

Haan et al. 
(2003)

Sacramento 
Valley, 
California, USA 
(Rural and 
urban)

Census, whole 
population of 5 
counties phone/
address list with 
surnames (3 
phase)

3MSE, SEVLT, SENAS, 
IADL, lab. eval., IQCODE, 
consensus requiring ≥2 
impaired cognitive 
domains and decline from 
premorbid functioning and 
clinical impairment of 
independent functioning, 
NINCDS–ADRDA, 
ADDTC criteria (1992), 
MRI

1789 
(85%) 
[7.4]

69 10.5

Demirovic 
et al. (2003)b

Miami Dade 
County, Florida, 
USA (urban)

Census, 
probability 
sample, 6 
ethnically 
homogenous 
areas (2 phases)

SPMSQ, MMSE, DAFS 
Neuro. eval, Npsych. eval., 
lab. eval., MRI, consensus 
using NINCDS–ADRDA

616 
(68.1%) 
(NA)

80 8

Molero, 
Pino-
Ramirez, 
and Maestre 
(2007)

Santa Lucia, 
Maracaibo, 
Venezuela 
(urban)

Door-to-door 
survey, whole 
population of 1 
district (3 
phase)

SPMSQ, IADL, DQ, BDS, 
Neurological eval., 
Npsych. eval., lab. eval., 
brain MRI, consensus: 
DSM-IV, NINCDS– 
ADRDA, NINDS–AIREN, 
ADDTC criteria (1992); 
McKeith et al.’s (1996) 
criteria; Neary et al. (1998)

3457 
(94.5%) 
[29.4%]

196 10

(continued)
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Table 3.1 (continued)

Reference
Setting (rural vs. 
urban)

Source (N of 
phase)

Assessment/diagnostic 
criteria

Total N 
(response 
%) 
[attritiona] Dementia N

Quality 
score

Plassman 
et al. (2007)

42 states of 
USA (Rural and 
urban)

Census, 
stratified 
random 
subsample of 
nationally 
representative 
study that 
oversampled 
Hispanics (1 
phase)

TICS, IQCODE, CDR, 
BDS, MHIS, DSRS, 
neurological eval., Npsych. 
eval., lab. eval., consensus 
using DSM-III-R, 
DSM-IV, NINCDS–
ADRDA, NINDS–AIREN, 
Lund and Manchester 
criteria (1994) McKeith 
et al.’s (1996)

155 
(54.2%) 
[1 phase]

23 6

Magalhaes 
et al. (2008)

Lagoa Pequena, 
Santo Estevao, 
Bahia, Brazil 
(rural)

Door-to-door 
survey, whole 
population of 1 
district (1 
phase)

CAMDEX, CAMCOG, 
lab. Eval., neurological 
eval.

466 
(91.7%) 
[1 phase]

231 9

Llibre 
Guerra, 
Guerra 
Hernandez, 
and Perera 
Minet. 
(2008)

Mariano, 
Havana, Cuba 
(urban)

Census and 
medical registry, 
cluster random 
sampling (2 
phases)

MMSE, HIS, GDS, clinical 
interview, informant 
interview, NINCDS 
ADRDA, DSM-IV

300 (NA) 
[1 phase]

36 4

Scazufca 
et al. (2008)

Butanta, Sao 
Paulo, Brazil 
(urban)

66 census 
sectors, whole 
population (1 
phase)

CSI-D, GMS, neurological 
eval., CERAD 10-word list 
learning with delayed 
recall, CERAD animal 
naming verbal fluency, 
HAS-DDS, NEUROEX, 
BPSD, NPI-Q, lab. eval. 
DSM-IV

2072 
(91.4%) 
[1 phase]

105 10.5

Llibre 
Rodriguez 
et al. (2008)c

[Lisa and 
Luyano and 
Mariano and 
Playa and 
Plaza], Havana 
and [Milanes] 
Matanzas, Cuba 
(urban)

Census, 
door-to-door 
survey of all 
catchment areas 
(1 phase)

CSI-D, GMS, neurological 
eval., CERAD 10-word list 
learning with delayed 
recall, CERAD animal 
naming verbal fluency, 
HAS-DDS, NEUROEX, 
BPSD, NPI-Q, lab. eval. 
10/66 dementia algorithm, 
DSM-IV

2944 
(94%) [1 
phase]

189 
[DSM-IV]
318 
[10/66]

10.5

Santo Domingo, 
Dominican 
Republic 
(urban)

2011 
(95%) [1 
phase]

109 
[DSM-IV]
236 
[10/66]

10.5

Lima, Peru 
(urban)

1381 
(80%) [1 
phase]

43 
[DSM-IV]
129 
[10/66]

10

(continued)
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Table 3.1 (continued)

Reference
Setting (rural vs. 
urban)

Source (N of 
phase)

Assessment/diagnostic 
criteria

Total N 
(response 
%) 
[attritiona] Dementia N

Quality 
score

Llibre 
Rodriguez 
et al. (2008)c

Mexico City, 
Mexico (urban)

Census, 
door-to- survey 
of all catchment 
areas (1 phase)

CSI-D, GMS, neurological 
eval., CERAD 10-word list 
learning with delayed 
recall, CERAD animal 
naming verbal fluency, 
HAS-DDS, NEUROEX, 
BPSD, NPI-Q, lab. eval., 
10/66 dementia algorithm, 
DSM-IV

1002 
(84%) [1 
phase]

42 
[DSM-IV]
87 [10/66]

10

Morelos, 
Mexico (rural)

1000 
(86%)

22 
[DSM-IV]
85 [10/66]

10

Cañete, Peru 
(rural)

552 
(88%) [1 
phase]

3 
[DSM-IV]
36 [10/66]

10

Caracas, 
Venezuela 
(urban)

1904 
(80%) [1 
phase]

37 
[DSM-IV]
109 
[10/66]

10.5

Bottino et al. 
(2008)

Sao Paulo, 
Brazil (urban)

Census, 3 
districts, each 
with 30 sectors 
cluster random 
sampling (2 
phases)

MMSE, FOME, IQCODE, 
B-ADL, neurological eval., 
brain CT or MRI, lab. 
eval., CAMDEX, 
CAMCOG, DSM-IV

1563 
(70%) 
[34.4%]

107 9.5

Custodio, 
Garcia, 
Montesinos, 
Escobar, and 
Bendezu 
(2008)

Lima, Peru 
(urban)

Census, cluster 
random 
sampling 
(3 phases)

MMSE, CDT, PFAQ, 
neurological eval., Npsych. 
eval., HIS, CDR, lab. eval., 
brain CT, DSM-IV, 
NINCDS– ADRDA, 
NINDS–AIREN, McKeith 
et al.’s (1996) criteria, 
Neary et al.’s (1998) 
criteria, informant 
interview

1531 
(83.3%) 
[8.3%]

103 8.5

Llibre 
Rodriguez 
et al. (2008)

Playa, Havana, 
Cuba (urban)

Census, health 
registries, 
door-to-door 
survey (2 
phases)

MMSE, CDR, CERAD 10 
word learning tasks, IADL, 
brain CT, lab. eval., clinical 
interview, semi-structured 
informant interview, 
consensus using DSM-IV, 
NINCDS- ADRDA, 
NINDS- AIREN

18351 
(96.4%) 
[5.5%]

1499 10

Mejia-
Arango and 
Gutierrez 
(2011)

Mexico (rural 
and urban)

Census, 
nationally 
representative 
sample (2 
phases)

CCCE (cut points based on 
≥2 failed domains as 
validated in clinical sample 
diagnosed with DSM-IV) 
history of cognitive decline 
IQCODE, IADL

7166 
(NA) 
[4.4%]

357 8

(continued)

C. A. Rodriguez



49

Table 3.1 (continued)

Reference
Setting (rural vs. 
urban)

Source (N of 
phase)

Assessment/diagnostic 
criteria

Total N 
(response 
%) 
[attritiona] Dementia N

Quality 
score

Lopes, 
Ferrioli, 
Nakano, 
Litvoc, and 
Bottino 
(2012)

Ribeirao Preto, 
Sao Paulo, 
Brazil (urban)

Census, cluster 
sampling (2 
phases)

MMSE, FOME, IQCODE, 
B-ADL, CAMDEX, 
CAMCOG, neurological 
eval., lab. eval., brain CT, 
DSM-IV

1145 
(62.7%) 
[40%]

68 9

3MSE Modified Mini-Mental State Examination, ADDTC State of California Alzheimer’s Disease Diagnostic and 
Treatment Centers criteria (1992), B-ADL Bayer Activities of Daily Living Scale, BDS Blessed Dementia Scale, BPSD 
Behavioral and Psychological Symptoms of Dementia, CAMCOG Cambridge Cognitive Examination, CAMDEX 
Cambridge Examination for Mental Disorders in the Elderly, CCCE Cross Cultural Cognitive Examination, CDR 
Clinical Dementia Rating, CERAD Consortium to Establish a Registry for Alzheimer’s Disease, CDT Clock Drawing 
Test, CSI-D Community Screening Interview for Dementia, CT computerized tomography, DAFS Direct Assessment of 
Functional Status, DQ Dementia Questionnaire, DSM Diagnostic and Statistical Manual of Mental Disorders, DSRS 
Dementia Severity Rating Scale, eval evaluation, FOME Fuld Object Memory Evaluation, GDS Global Deterioration 
Scale, GMS Geriatric Mental State, HAS-DDS History and Aetiology Schedule Dementia Diagnosis and Subtype, HIS 
Hachinski Ischemic Scale, IADL Instrumental Activities of Daily Living, ICD International Classification of Diseases, 
IQCODE Informant Questionnaire on Cognitive Decline in the Elderly, lab laboratory, MHIS Modified Hachinski 
Ischemic Score, MMSE Mini-Mental State Examination, MRI magnetic resonance imaging, N number of individuals, 
NA not available, NEUROEX a brief, structured neurological assessment with objective quantifiable measures of lateral-
izing signs, parkinsonism, ataxia, apraxia, primitive “release” reflexes, NINDS–AIREN National Institute of Neurological 
Disorders and Stroke – Association International pour la Recherche et L’Enseignement en Neurosciences, NINCDS–
ADRDA National Institute of Neurological and Communicative Disorders and Stroke  – Alzheimer’s Disease and 
Related Disorders Association, NPI-Q Neuropsychiatric Inventory, Npsych neuropsychological, PFAQ Pfeffer 
Functional Activities Questionnaire, SENAS Spanish and English Neuropsychological Assessment Scales, SEVLT 
Spanish and English Verbal Learning Test, SPMSQ Short Portable Mental Status Questionnaire, TICS Telephone 
Interview for Cognitive Status, Total N number of subjects before attrition
aAttrition between screening and final assessment phases
bOnly data for Cuban-American women were available
c10/66 multisite study; source and assessment/diagnostic criteria are the same for all sites

of studies from Brazil was 9.6, with a standard 
deviation (SD) of 0.76. Cuba averaged an overall 
score of 7.13 (SD = 3.61); Mexico had an aver-
age score of 9.33 (SD = 1.15); Peru had an aver-
age score of 9.5 (SD  =  0.87); the USA had an 
average score of 8.17 (SD = 2.25); and Venezuela 
had an average score of 10.25 (0.35). Chile, 
Uruguay, and the Dominican Republic had qual-
ity scores of 5.5, 7.5, and 10.5, respectively.

One source of lost points on the scoring sys-
tem was the inappropriate use of multiphase 
methodology. Eleven studies utilized one phase 
methodology in their designs. Two studies used 
two-phase methodology, yet not enough infor-
mation was available to decide whether they 
sampled screen negatives and weighted back 
appropriately. Of the remaining 10 studies, six 

did not appropriately use multiphase 
methodology.

Sample size was generally adequate. Two 
studies had a sample size greater than 3000; nine 
studies had a sample size between 1500 and 
3000; nine studies had a sample size between 
1500 and 500; and three studies had a sample size 
less than 500. Thirteen of the studies reported a 
response rate greater than 80%; three studies 
reported response proportions between 60% and 
80%; three studies reported response proportions 
less than 60%; and four studies either did not 
report response proportions or the information 
was unavailable. Most (90%) of the studies 
assessed participants with a multiple domain 
cognitive battery. Of the 23 studies, 21 explicitly 
reported using an informant interview.
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While not scored within the quality scoring 
system, four of the 23 studies reported evaluating 
participants with routine blood laboratory tests to 
screen for the presence of other underlying causes 
of cognitive impairment. Of the 23 studies, 21 
explicitly reported using an informant interview. 
Fifteen studies used the DSM-IV criteria in their 
diagnoses of dementia, two used the DSM-III-R, 
one used the ICD-10, one used the ICD-9, and 
one used the CAMDEX.  Two studies defined 
dementia as an impairment in two or more 
cognitive domains (as assessed through formal 
testing), plus a history of decline and impairment 
in activities of daily living as reported by an 
informant. One study diagnosed dementia based 
on a consensus of clinicians using a neurological 
evaluation, a multi-domain cognitive battery, 
impairment in activities of daily living, routine 
blood panel, and a brain MRI (Demirovic et al., 
2003). The seven studies reported in the Llibre 
Rodriguez et al. (2008) article provided estimates 
of dementia prevalence defined by two definitions, 
the DSM-IV and dementia as defined by the 
10/66 Dementia Research Group algorithm 
(Prince et al., 2003). All prevalence data included 
in the current review rely on their estimates of 
dementia defined by the DSM-IV criteria in order 
to reduce variance in estimates across the larger 
pool of studies reviewed.

 Prevalence of Dementia

Seventeen studies throughout Latin America and 
the Caribbean and one study reporting only on 
Cuban American women in the USA provided 
data on participants 65 years and older. Demirovic 
et al. (2003) reported only on the females in the 
Cuban American sample because their estimates 
of Cuban American males were unstable due to 
the relatively low specificity in their screening 
measure, the Short Portable Mental Status 
Questionnaire (SPMSQ; Pfeiffer, 1975), for this 
subgroup. Cuban American females had a 
prevalence of dementia of 12.9% (95% CI, 10.4–
15.4), after adjusting for the sensitivity and 
specificity of the SPMSQ.

A meta-analysis of the pooled prevalence of 
dementia across the 17 studies reporting from 
Central America, South America, and the 
Caribbean, representing 2910 cases of dementia, 
estimated the pooled prevalence of dementia as 
7.15% (95 CI%, 6.9–7.41). However, there was a 
high degree of heterogeneity among the studies, 
Q (16) = 382.3, p < 0.05, and Higgins I2 = 95.81. 
An overall random effects meta-analysis taking 
into account this overdispersion estimated the 
prevalence of dementia as 5.34% (95% CI, 4.32–
6.6). Sixteen of these countries provided data for 
5-year age bands (see Table 3.2). The unadjusted 
pooled prevalence of dementia was 5.04% (95% 
CI, 4.08–6.2). Excluding the Ketzoian et  al. 
(1997) study because sample size per age group 
was unavailable, the total age-adjusted 
prevalence  – using Central America, South 
America, and the Caribbean as the standard 
population – was 5.99%; for the age-adjusted to 
the Western European standard population, it was 
6.96%.

Comparing age-standardized rates of demen-
tia among adults 65  years and older between 
countries, Cuba had the highest prevalence of 
dementia (8.11%), followed in order from the 
highest to lowest were Brazil (7.43%), Peru 
(6.36%), Chile (4.91%), the Dominican Republic 
(4.61%), Uruguay (2.7%), Mexico (2.68), and 
Venezuela (2.29%). A random effects model 
comparing prevalence of dementia in four age 
groups (65–69, 70–74, 75–79, and 80 years and 
older) revealed significant differences by age, 
p < 0.05. Comparison of sequential age groups in 
three random effects models was each statistically 
significant; generally, the rate of dementia 
increased exponentially, doubling about each 
5-year increment in age. In Peru, the prevalence 
of dementia increased drastically from 8.17 
(6.28–10.44) in ages 80–84 to 45.05 (35.24–
55.27) in age 85  years and older. This sudden 
exponential increase is, in part, due to the sole 
inclusion of data reported by Custodio et  al. 
(2008) for the 85  years and older age group, 
whereas two additional studies from the 10/66 
Dementia Research Group (Llibre Rodriguez 
et  al., 2008) were included in the estimates for 
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the earlier age bands. Peru is also notable for hav-
ing a stable prevalence rate in their 65–69 and 
70–75 age groups, thereafter increasing 
exponentially; similar exceptions to the typical 
5-year doubling rate were Cuba, Venezuela, and 
Uruguay. Across the seven Latin American sites 
in their collaborative studies, Llibre Rodriguez 
et al. (2008) observed a doubling with every 7.5- 
year increment in age, using both of their 
definitions of dementia.

The prevalence of dementia was estimated in 
variable age groups by five other studies. Four of 
these studies provided prevalence data by 
multiple age groups (see Table  3.2). One study 
conducted in Cuba (Llibre et al., 1999) reported a 
prevalence of 8.23% (95% CI, 6.38–10.37) 
among a sample of adults 60  years of age and 
older. This estimate was pooled using a fixed 
effects meta-analysis with the three studies in 
Table  3.3 that provided estimates on adults 
60 years of age and older, representing 719 cases 
of dementia. The results revealed a high degree of 
heterogeneity among the studies, Q (3) = 780.25, 
p < 0.05, and Higgins I2 = 99.62. An estimate of 
the pooled prevalence of these studies using a 
random effects model was 10.59 (95% CI, 2.64–
3.41). Across the four studies in Table  3.3, a 
general trend of increasing prevalence with older 
age groups is noted.

The effect of sex on the prevalence of demen-
tia was examined using χ2 tests for each group of 
studies (or study) within each country for 18 
studies that provided relevant data. The results 
are shown in Table 3.4. Females in Mexico, Peru, 
and Venezuela had a significantly higher 
prevalence of dementia compared to males within 
their same country. In addition, a random effects 
model was used to compare the prevalence of 
dementia between males and females across all 
18 studies regardless of country. The meta- 
analysis revealed no significant differences 
between females (6.1%; 95% CI, 4.59–8.07) and 
males (5%; 95% CI, 3.48–7.13) in the prevalence 
of dementia, p = 0.39.

Eighteen studies in the current review exam-
ined the association between prevalence of 
dementia and sex using χ2 tests and/or logistic 

regression. Significant differences were found in 
one Brazilian study (Herrera et  al., 2002), two 
Cuban studies (Llibre et al., 1999; Llibre Guerra 
et al., 2008), and one Peruvian study (Custodio 
et al., 2008). In pooling their estimates from six 
studies (rural Peru was not assessed since it had 
too few cases of dementia), the 10/66 Dementia 
Research Group reported a significant association 
between sex and the prevalence of dementia 
(Llibre Rodriguez et al., 2008).

No studies directly tested the interaction of 
age and sex associated with the prevalence of 
dementia. A study of Latinos in the USA, the 
majority of which were Mexican American, that 
stratified dementia cases by age and sex showed 
the difference in prevalence of dementia between 
females and males was not statistically signifi-
cant in any age group. A similar pattern was 
observed in the data presented in one study of 
Venezuela (Molero et  al., 2007), one study in 
Brazil (Scazufca et al., 2008), and one study of 
Cuba (Llibre Rodriguez et al., 2009). The 10/66 
Dementia Research Group studies showed this 
same pattern among their Cuban, Dominican 
Republic, Mexican, and Venezuelan sites. Their 
rural Peru study could not be evaluated due to the 
few number of cases identified. However, in their 
urban Peru study, the prevalence of dementia was 
not statistically different between females and 
males up until age 80, at which point the data 
suggest the prevalence of females may increase 
more sharply than males. In a study conducted in 
Mexico, Mejia-Arango and Gutierrez (2011) 
made the opposite observation: prevalence of 
dementia was higher in females until age 80, 
above which men showed a higher prevalence 
than women.

The effect of education on the prevalence of 
dementia was assessed using χ2 tests for each 
group of studies within each country for nine 
studies that provided relevant data. The results 
are shown in Table  3.5. Participants in Brazil, 
Cuba, Peru, and Venezuela, classified as illiterate, 
had a significantly higher prevalence of dementia 
than literate participants within their own country. 
Additionally, a random effects model found a 
significant difference between the prevalence of 
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dementia between illiterate (19.72%; 95% CI, 
12.54–29.62) and literate (8.1%; 95% CI, 5.12–
12.58) participants across all nine studies regard-
less of country, p  =  0.05. Of the 23 studies 
included in the current review, 19 reported results 
of testing an association between education and 
the prevalence of dementia using χ2 tests and/or 
logistic regression and various means of defining 
education (e.g., years of formal education, 0 vs. 
1–4 years vs. 4 years or more). Rural Peru was 
not evaluated due to insufficient number of cases 
identified. Significant differences were found in 
twelve studies: four in Brazil (Bottino et  al., 

2008; Herrera et  al., 2002; Lopes et  al., 2012; 
Scazufca et  al., 2008), three in Cuba (Llibre 
Guerra et al., 2008; Libre Rodriguez et al., 2008, 
2009), two in Mexico (Llibre Rodriguez et  al., 
2008; Mejia-Arango & Gutierrez, 2011), two in 
Venezuela (Llibre Rodriguez et al., 2008; Molero 
et al., 2007), one in Peru (Custodio et al., 2008), 
and one in the USA (Haan et al., 2003). Each 
of these studies reported finding a statistically 
significant association between education and the 
prevalence of dementia, where more education 
was associated with a greater prevalence of 
dementia.

Table 3.4 Prevalence of dementia (%) and 95% confidence intervals by sex and country

Country Female Male
N 
(studies)

Overall quality of 
studies mean (SD)

Prevalence (%) 95% CI Prevalence (%) 95% CI
Brazil 9.5 (8.69–10.47) 9.03 (7.98–10.20) 5 9.3 (0.76)
Cuba 8.06 (7.64–8.63) 7.72 (7.15–8.34) 3 8.17 (3.62)
Dominican 
Republic

5.28 (4.2–6.62) 5.7 (4.2–7.7) 1 10.5

Mexico 5.13 (4.55–5.78)∗ 4.19 (3.6–4.86) 3 9.33 (1.16)
Peru 4.62 (3.8–5.61)∗ 2.81 (2.01–3.83) 3 9.5 (0.87)
Venezuela 6.01 (5.19–6.94)∗ 4.21 (3.31–5.35) 2 10.25 (0.35)
USA 3.8 (2.69–5.10) 4.05 (2.85–5.73) 1 10.5
Pooled dataa 6.1 (4.59–8.07)b 5 (3.48–7.13) 18 9.25 (1.82)

∗p < 0.05, using χ2 to compare female to male subjects with dementia within country
aMeta-analyzed estimates of prevalence of dementia
bNot statistically significant as estimated by random effects meta-analysis

Table 3.5 Prevalence of dementia (%) and 95% confidence intervals by education and country

Country Illiterate Literate N (Studies)
Overall quality of 
studies mean (SD)

Prevalence (%) 95% CI Prevalence (%) 95% CI
Brazil 18.14 (15.89–20.62)∗ 1.07 (0.77–1.47) 4 9.25 (0.87)
Chile 5.03 (3.7–6.81) 4.03 (3.13–5.18) 1 5.5

Cuba 34.48 (30.08–39.03)∗ 7.99 (7.63–8.37) 2 10.25 (0.35)
Peru 15.24 (11.44–20.02)∗ 4.91 (3.85–6.24) 1 8.5
Venezuela 23.43 (18.89–28.67)∗ 9.96 (8.3–11.92) 1 10
Pooled 
dataa

19.72 (12.54–29.62)b 8.1 (5.12–12.58) 9 8.94 (1.47)

Note. Categorization as illiterate was defined as having zero or no formal years of schooling
∗p < 0.05, using χ2 to compare literate with illiterate subjects with dementia
aMeta-analyzed estimates of prevalence of dementia
bSignificant difference between illiterate and literate participants as estimated by meta-analysis
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 Prevalence of Subtypes of Dementia 
in Adults 65 Years and Older

Six studies from four countries (Brazil, Cuba, 
Peru, and Venezuela) provided frequencies of 
subtypes of dementia in adults 65  years of age 
and older, presenting 967 cases of AD and 441 
cases of VaD.  Their results are presented in 
Table 3.6. Results of other subtypes were too few 
to include in the current meta-analyses, and not 
all studies reported frequencies of these other 
subtypes. A fixed effects meta-analysis was used 
to pool the estimates of the prevalence of AD 
among studies. Results revealed a high degree of 
heterogeneity among the studies, Q  =  64.98, 
p < 0.05, and Higgins I2 = 92.3. A random effects 
model estimated the pooled prevalence of AD 

among the studies as 4.1 (95% CI, 3.01–5.56). 
Venezuela had a higher prevalence of AD than 
Brazil, p < 0.05, and was also higher than Peru, 
p  <  0.05. Another random effects model esti-
mated the pooled relative frequency of AD among 
all dementia cases in these studies as 49.53% 
(95% CI, 43.14–55.93). No statistically signifi-
cant differences were found between the coun-
tries in the proportion of dementia cases 
accounted for by AD, p = 0.68.

A fixed effects meta-analysis was used to 
pool the estimates of the prevalence of VaD 
among these studies. Results also revealed a 
high degree of heterogeneity among the studies, 
Q = 45.78, p < 0.05, and Higgins I2 = 89.07. A 
random effects model estimated the pooled 
prevalence of VaD among the studies as 1.57 

Table 3.6 Prevalence of Alzheimer’s disease and vascular dementia in adults 65 years and older by study and 
country

Alzheimer’s disease Vascular dementia
Quality of 
study

Country reference

Prevalence in 
65+ (%) [95% 
CI]

Proportion of dementia 
cases in 65+ (%) [95% 
CI]

Prevalence in 
65+ (%) [95% 
CI]

Proportion of 
dementia cases 
(%) [95% CI]

Brazil
Herrera et al. (2002) 3.92 55.08 0.66 9.32 8.5

[3.04–4.98] [46.09–63.76] [0.37–1.19] [5.29–15.92]
Scazufca et al. 
(2008)

1.64 32.38 1.64 32.38 10.5

[1.14–2.29] [24.19–41.82] [1.14–2.29] [24.19–41.82]
Cuba
Llibre Rodriguez 
et al. (2008)

3.79 46.43 1.8 22.08 10

[3.53–4.08] [43.92–48.96] [1.62–2.01] [20.05–24.25]
Llibre Guerra et al. 
(2008)

7.7 63.89 2.67 22.22 4

[5.16–11.24] [43.92–48.96] [1.16–5.19] [11.72–38.08]
Peru
Custodio et al. 
(2008)

3.79 56.31 0.59 8.74 8.5

[2.89–4.87] [46.68–65.49] [0.27–1.11] [4.67–15.78]
Venezuela
Molero et al. (2007) 6.67 50.28 3.52 26.52 10

[5.47–8.12] [43.06–57.48] [2.61–4.64] [20.62–33.39]
Pooled dataa 4.1b 49.53 1.57 19.67 8.58c 

(2.4)
[3.01–5.56] [43.14–55.93] [1.03–2.38] [14.29–26.45]

aMeta-analyzed estimates using random effects models from six studies
bSignificant difference between the prevalence of AD and the prevalence of VaD as analyzed in a random effects 
meta-analysis
cOverall quality of studies used in meta-analyses; mean (standard deviation)
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(95% CI, 1.03–2.38). Venezuela had a higher 
prevalence of VaD than Brazil (p < 0.05), Cuba, 
(p  <  0.05), and Peru (p  <  0.05). Cuba had a 
higher prevalence of VaD than Peru, p < 0.05. A 
random effects model estimated the pooled pro-
portion of dementia cases accounted for by VaD 
among the studies as 19.67% (95% CI, 14.29–
26.45). Cuba had a significantly higher propor-
tion of dementia cases accounted for by VaD 
than Peru, p < 0.05.

Using a random effects model to compare the 
prevalence of AD to the prevalence of VaD in 
these studies, the results revealed that the 
prevalence of AD was significantly greater than 
the prevalence of VaD, p  <  0.05. Similarly, the 
proportion of cases of dementia accounted for by 
AD was significantly higher than the proportion 
accounted for by VaD, p < 0.05.

 Prevalence of Subtypes of Dementia 
in Adults 60 Years and Older

Four studies from three countries (Brazil, Cuba, 
and the USA) provided frequencies of subtypes 
of dementia in adults 60 years of age and older, 
representing 165 cases of AD and 59 cases of 
VaD. Their results are presented in Table 3.7. A 
fixed effects meta-analysis was used to pool the 
estimates of the prevalence of AD among studies. 
Results revealed a high degree of heterogeneity 
among the studies, Q  =  27.26, p  <  0.05, and 
Higgins I2  =  88.99. A random effects model 
estimated the pooled prevalence of AD among 
the studies as 3.21 (95% CI, 2.02–5.08). Brazil 
(p < 0.05) and Cuba (p < 0.05) individually had a 
higher prevalence of AD than the study con-
ducted in the USA, of which a majority of the 

Table 3.7 Prevalence of Alzheimer’s disease and vascular dementia in adults 60  years and older by study and 
country

Alzheimer’s disease Vascular dementia
Quality of 
study

Country 
reference

Prevalence in 65+ 
(%) [95% CI]

Proportion of dementia 
cases (%) [95% CI]

Prevalence in 65+ 
(%) [95% CI]

Proportion of dementia 
cases (%) [95% CI]

Brazil
Bottino 
et al. 
(2008)

4.33 59.81 1.15 15.89 9.5

[3.41–5.5] [50.34–68.61] [0.67–1.84] [10.16–23.98]
Lopes et al. 
2012)

2.62 44.12 1.14 19.12 9

[1.77–3.72] [32.95–55.92] [0.61–1.93] [11.53–30.01]
Cuba
Llibre et al. 
(1999)

5.13 62.5 1.93 23.44 4

[3.79–6.92] [50.25–73.33] [1.08–3.16] [14.75–35.13]
USA
Haan et al. 
(2003)

1.74 56.52 0.79 20.29 10.5

[1.19–2.47] [44.79–67.57] [0.47–1.32] [12.49–31.22]
Pooled 
dataa

3.93 55.69 1.36 19.02 7.5b 
(3.04)

(2.75–5.59) [44.8–66.06] [0.97–1.91] [14.5–24.53]
Pooled 
datac

3.21 53.07 1.19 19.31 8.25b 
(2.9)

(2.02–5.08) [43.65–62.28] [0.83–1.7] [15.26–24.13]

Note. Categorization as illiterate was defined as having zero or no formal years of schooling
∗p < 0.05, using χ2 to compare literate with illiterate subjects with dementia
aMeta-analyzed estimates for Brazil and Cuba using random effects models
bOverall quality of studies used in meta-analyses; mean (standard deviation)
cMeta-analyzed estimates for Brazil, Cuba, and the USA using random effects mode
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sample were Mexican American. Another ran-
dom effects model estimated the pooled relative 
frequency of AD among all dementia cases in 
these studies as 53.07% (95% CI, 43.65–62.28). 
Cuba had a significantly higher proportion of 
dementia cases accounted for by AD than the 
study conducted in the USA, p = 0.05.

A fixed effects meta-analysis was used to pool 
the estimates of the prevalence of VaD among 
these studies. Results revealed a moderate degree 
of heterogeneity among the studies, Q = 45.78, 
p  =  0.11, and Higgins I2  =  49.81. A random 
effects model estimated the pooled prevalence of 
VaD among the studies as 1.19 (95% CI, 0.83–
1.7). Cuba had a higher prevalence of VaD than 
the study in the USA (p < 0.05). A random effects 
model estimated the pooled proportion of 
dementia cases accounted for, by VaD, among the 
studies as 19.31 (95% CI, 15.26–24.13). No 
statistically significant differences between the 
countries were found in the proportion of 
dementia cases accounted for by VaD, p = 0.54.

Using a random effects model to compare the 
prevalence of AD to the prevalence of VaD across 
these studies, the results revealed that the 
prevalence of AD was significantly greater than 
the prevalence of VaD, p  <  0.05. Similarly, the 
proportion of cases of dementia accounted for by 
AD was significantly higher than the proportion 
accounted for by VaD across the studies, p < 0.05.

 Analysis of Sources of Heterogeneity 
in the Prevalence of Dementia

An investigation of the sources of heterogeneity 
among studies estimating the prevalence of 
dementia among adults 65 years and older using 
random effects modeling was conducted utilizing 
indicators of study quality. Meta-regression was 
used to inspect heterogeneity, modeling the 
prevalence of dementia by quality of the studies 
using the criteria described previously. The 
random effects meta-regression indicated that 
study quality did not account for a statistically 
significant portion of heterogeneity either through 
visual inspection of a funnel plot of the logit 
event rate of dementia by study quality or by 

formal testing of funnel plot asymmetry 
(z = −1.13, p = 0.26).

Investigating study quality in more detail, a 
meta-analysis found no statistically significant 
difference in the prevalence of dementia between 
14 studies using the DSM-IV criteria of dementia 
(5.54%; 95% CI, 4.40–6.95) and three studies 
that did not (4.66%; 95% CI, 2.83–7.58), 
p = 0.54. Nor was there a statistically significant 
difference when comparing studies using the 
DSM-IV or ICD-10 criteria (5.44%; 95% CI, 
4.35–6.79) versus other criteria of dementia 
(4.8%; 95% 2.05–10.82), p = 0.78.

In a further investigation of the sources of 
variation among the studies, a comparison of 15 
studies using a multi-domain cognitive battery 
(5.14; 95% CI, 4.09–6.43) and two studies that 
did not (7.26%; 95% CI, 2.62–18.56), p = 0.51, 
revealed no statistically significant differences. 
No statistically significant differences were 
found comparing six studies using multiphase 
methodology that did not accurately sample 
screen negatives and weigh these data back into 
their estimates of the prevalence of dementia 
(6.55; 95% CI, 4.68–9.08) with the 11 other 
studies (4.68; 95% CI, 3.516.22), p  =  0.14. 
Comparing 15 studies that utilized routine blood 
laboratory testing in their dementia workup 
(5.3%; 95% CI, 4.28–6.54) to two studies that did 
not (6.17; 95% CI, 1.57–21.33) revealed no 
statistically significant differences, p = 0.83. The 
prevalence of dementia estimated in five studies 
that incorporated neuroimaging (brain MRI or 
CT) into their diagnoses was compared to 12 
studies that did not. Studies using neuroimaging 
(8.59%; 95% CI: 6.51–11.27) were found to have 
higher estimates of the prevalence of dementia 
than those that did not (4.24; 95% CI: 3.19–5.62), 
p < 0.05.

Two additional sources of variation were 
investigated relating to geographical differences. 
The prevalence of dementia among adults 
65 years and older in 17 studies categorized as 
being undertaken in urban settings was compared 
to two rural studies. The prevalence of dementia 
was lower in studies at rural sites (1.01%; 95% 
CI, 0.17–5.67) versus studies conducted in urban 
locations (5.93%; 95% CI, 4.81–7.28), p < 0.05. 
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Finally, a random effects model was used to 
compare the prevalence of dementia among 
adults 65 years and older between countries. This 
model was statistically significant, p < 0.05. This 
is partly the reason why prevalence of dementia 
is presented by country in Tables 3.2 to 3.7.

 Analysis of Sources of Heterogeneity 
in the Prevalence of Dementia 
Subtypes

An investigation of the sources of heterogeneity 
among studies estimating the prevalence of 
subtypes of dementia among adults 65 years and 
older using random effects modeling was 
conducted. Meta-regression was used to inspect 
heterogeneity, modeling the prevalence of AD by 
quality of the studies using the criteria described 
previously. The random effects meta-regression 
indicated a slight trend for study quality to 
account for some heterogeneity among studies, 
based on visual inspection of a funnel plot of the 
logit event rate of AD by study quality and by 
formal testing of funnel plot asymmetry 
(z = −1.78, p = 0.08). This suggests one lower- 
quality study (Llibre Guerra et al., 2008; quality 
score  =  4) may have slightly overestimated the 
prevalence of AD.

Investigating study quality in more detail, a 
meta-analysis found a significant difference in 
the prevalence of AD between 5 studies using the 
NINCDS–ADRDA criteria (McKhann et  al., 
1984) of AD (4.81%; 95% CI, 3.67–6.28) and 
one study that did not (1.64%; 95% CI, 1.17–
2.29), p = 0.05. No significant differences in the 
prevalence of AD were found between four 
studies using the NINDS–AIREN criteria 
(Roman et al., 1993) for VaD (p = 0.79) and two 
studies that did not. There were no significant 
differences in the prevalence of AD between four 
studies that took the results of neuroimaging into 
their diagnoses and two that did not, p = 0.4.

The sources of heterogeneity among studies in 
the prevalence of VaD were evaluated similarly to 
the analyses in AD. Meta-regression was used to 
inspect heterogeneity, modeling the prevalence of 
VaD by quality of the studies using the criteria 

described previously. The random effects meta- 
regression did not account for a substantial 
amount of heterogeneity among studies, based on 
visual inspection of a funnel plot of the logit event 
rate of VaD by study quality and by formal testing 
of funnel plot asymmetry (z = −0.11, p = 0.91).

Investigating study quality in more detail, a 
meta-analysis found no significant differences in 
the prevalence of VaD between four studies using 
the NINDS–AIREN criteria (Roman et al., 1993) 
for VaD and two studies that did not, p = 0.06. 
Comparing the five studies that used the DSM-IV 
(1.83%; 95% CI, 1.21–2.77) to the one study that 
did not (0.66%; 95% CI, 0.37–1.2) revealed a 
significant difference in the prevalence of VaD, 
p  <  0.05. No significant differences in the 
prevalence of VaD were found between five 
studies using the NINCDS–ADRDA criteria 
(McKhann et al., 1984) of AD (p = 0.79) and one 
study that did not, p  =  0.83. There were no 
significant differences in the prevalence of VaD 
between four studies that took the results of 
neuroimaging into their diagnoses and two that 
did not, p = 0.38.

 Discussion

The current review identified 18 articles repre-
senting 23 studies of the prevalence of dementia 
in Central America, South America, the 
Caribbean, and among Latinos in the USA that 
met strict inclusion and exclusion criteria. Twenty 
studies from Central America, South America, 
and the Caribbean represented nine countries: 
Brazil, Chile, Cuba, the Dominican Republic, 
Mexico, Peru, Uruguay, and Venezuela. Brazil 
and Cuba had the most studies that qualified for 
the review, whereas Chile, the Dominican 
Republic, and Uruguay each had only one study 
that qualified. As expected, a statistically 
significant amount of variability in dementia 
prevalence was discovered between studies. The 
pooled estimate of our meta-analysis with 17 
studies that takes heterogeneity into account by 
using a random effects model was 5.32% for 
Central America, South America, and the 
Caribbean, overall. In order to compare our study 
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with other reviews of dementia prevalence among 
adults 65 years and older that do not take similar 
approaches to accounting for study variability, 
the pooled estimate from the studies reviewed in 
this paper is presented using a fixed effects 
model. Though recognized as imperfect, such 
estimates are still useful indicators of the public 
health burden of a disorder.

The unadjusted pooled estimate was 7.2%. 
This figure is similar to that reported by Nitrini 
et al. (2009) among six countries in Latin America 
and the Caribbean (7.1%; unadjusted) from 
populations of adults 65 years and older. The age- 
adjusted prevalence of dementia standardized to 
the Western European population structure was 
8.1% (estimated in a fixed effects meta-analysis 
available from 15 studies), which appears to be 
higher than the age-standardized 6.4% reported 
for 11 population-based cohorts aged 65 and 
older in eight European countries (Lobo et  al., 
2000). The current review’s estimate of dementia 
is also higher than that found in a global 
systematic review of dementia prevalence from 
1994 to 2000 among all continents, reporting a 
range of 4.2% to 7.2% in those over 65  years 
(Lopes, Hototian, Reis, Elkis, & Bottino, 2007).

The meta-analysis was able to replicate the 
association between education and dementia, 
especially in prevalence studies (Sharp & Gatz, 
2011). Using pooled estimates of dementia across 
studies, participants with no formal years of 
education had more than double the prevalence 
of dementia (19.72%) than participants with one 
or more years of education (8.1%). This was 
similarly found in a previous review of dementia 
prevalence studies in Latin American and the 
Caribbean (Nitrini et  al., 2009). We were also 
able to replicate the finding of an association 
between age and the prevalence of dementia with 
our meta-analysis of 15 studies in Latin America 
and the Caribbean. Prevalence increased 
exponentially with age, as a whole appearing to 
double with every 5-year increment in age, as 
seen in other population surveys throughout the 
world (Jorm, Korten, & Henderson, 1987; Lobo 
et  al., 2000; Prince et  al., 2013). This effect 
appeared to be moderated by country; however, 
in Cuba, Peru, Uruguay, and Venezuela, the rate 

of increase remained stable in the earliest age 
groups (65–69 to 70–75), subsequently increasing 
exponentially in accordance with the typical 
5-year doubling rate.

In regard to differences between men and 
women, there was no significant difference when 
pooling prevalence across countries by sex. Many 
other studies have noted an interaction with sex 
and age, wherein women have a higher prevalence 
of dementia, especially after age 80 (Lobo et al., 
2000; Prince et  al., 2007). Within country 
comparisons in Mexico, Peru, and Venezuela, we 
found that women had a higher prevalence of 
dementia than men (Lobo et  al., 2000). These 
were the countries with the lowest percentage of 
older adults of the ones included in our study, 
with the exception of the Dominican Republic 
(United Nations Department of Economic and 
Social Affairs, 2007). This may suggest this 
difference is due to survival differences between 
men and women. As with all risk factor 
associations, incidence studies are needed to 
truly establish a link between sex and dementia.

To our knowledge, this is the first study to pro-
vide estimates based on meta-analysis on the fre-
quency of dementia subtypes in Central America, 
South America, and the Caribbean. Due to the 
range in the number of dementia subtypes for 
which studies provided data, we were only able 
to analyze data on the prevalence and relative fre-
quency of AD and VaD.  In many of the studies 
providing data on dementia subtypes in Central 
America, South America, and the Caribbean, 
dementia subtypes by age, sex, and education 
were not available. Furthermore, as with the 
prevalence of total dementia, there was a great 
degree of heterogeneity found between studies. 
Nevertheless, we present pooled estimates in 
order to guide public health policy in this region. 
Among adults 65 years and older, the prevalence 
of AD was 4.1%, representing 49.5% of dementia 
cases across six studies from four countries 
(Brazil, Cuba, Peru, and Venezuela). VaD had a 
prevalence of 1.6%, representing 19.67% of 
dementia cases. AD was the most frequent 
subtype of dementia in all studies. These rates are 
lower than those provided by Plassman et  al. 
(2007) who reported an AD prevalence of 26.8% 
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pooled across their sample of non-Hispanic 
White, non-Hispanic Black, and Hispanic adults 
in the USA.  AD accounted for 74.4% of all 
dementia cases in that study. The prevalence of 
VaD was 5.6%, accounting for 15.6% of all 
dementia cases. This difference in rates is not 
surprising, however, given that the sample in 
Plassman et  al. (2007) was composed of adults 
71  years of age and older. Indeed, it is very 
difficult to compare prevalence rates between 
studies using different age brackets, especially 
because of the noted pattern that AD increases in 
the proportion of dementia cases accounted for 
with age (Jorm et al., 1987). The rates of AD and 
VaD in Central America, South America, and the 
Caribbean do seem to be similar to those found in 
European population studies of adults 65  years 
and older (Lobo et al., 2000).

 Prevalence of Dementia 
Among Latinos in the USA

How do Latinos in the USA compare to popula-
tions in Central America, South America, and the 
Caribbean? Few studies were available for review 
on the prevalence of dementia among Latinos in 
the USA that met the strict criteria for this review 
(Demirovic et  al., 2003; Haan et  al., 2003; 
Plassman et  al., 2007). Plassman et  al. (2007) 
used a nationally representative sample to esti-
mate the prevalence of dementia in the 
USA. However, only a total of 84 USA Latinos 
(country of origin or descent was unspecified) 
were sampled. The prevalence reported for the 
USA Latinos aged 71 and older was 27.4% 
(unadjusted), which is much higher than the 
pooled estimate of 10.8% in adults 70 years and 
older in our 15 Central American, South 
American, and Caribbean studies. The low num-
ber of USA Latinos in their sample makes it dif-
ficult to draw conclusions about this difference.

A better comparison can be made with the 
other two identified USA studies that qualified 
for this review. Demirovic et al. (2003) sampled 
from a community-based population of Cuban 
Americans in Miami Dade, Florida. Due to the 
low specificity of their screening measure for 

Cuban American males, only the prevalence of 
Cuban American females was available (12.9%). 
Cuban American women had a higher prevalence 
of dementia than Cuban women age 65 and older 
(8%; unadjusted pooled estimate) reviewed in 
our sample. In a sample comprised of a majority 
of Mexican Americans in Sacramento County, 
California, Haan et  al. (2003) reported a 
prevalence of dementia of 4.8%. This is similar to 
the estimate of prevalence reported for adults 
60  years and older in Mexico (5.21%; Mejia- 
Arango & Gutierrez, 2011). However, if one 
compares the prevalence of dementia using those 
cases that were fully evaluated in their sample 
(3.9%) to the study in Mexico, we see a lower 
prevalence among Mexican Americans.

This suggests a difference between these two 
comparisons of USA Latinos and the populations 
of their respective countries of origin or ancestry. 
This pattern of differences remains even when 
only comparing Mexican American women 
(3.8%) to women in Mexico (5.8%). Nearly half 
of all Mexican Americans in the Haan et  al. 
(2003) sample were born in the USA, whereas 
the Cuban Americans in the Demirovic et  al. 
(2003) study were all born in Cuba. These 
differences in nativity and the historically 
different patterns of migration between Mexicans 
and Cubans to the USA may underlie the 
differences in contrasts with their respective 
countries of origin or ancestry. In a further 
analysis of their sample of Mexican Americans in 
Sacramento County, California, Haan, 
Al-Hazzouri, and Aiello (2011) compared 
Mexican Americans born in Mexico to those born 
in the USA and found that both nativity and 
migration predicted lifetime trajectories of 
socioeconomic status (SES) and modified the 
relationship between lifetimes SES and late life 
cognitive health. Immigrants were more likely to 
remain poor over the life course, whereas those 
whose parents or grandparents were born in the 
USA were more likely to improve in SES. Those 
with higher SES in childhood and adulthood 
experienced fewer declines in global cognition 
and verbal memory than the less advantaged. 
Perhaps Cuban Americans in the Demirovic et al. 
(2003) study experienced a greater lifetime 
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accumulation of disadvantage compared to the 
half of Mexican American born in the USA who 
comprised the sample in Haan et al. (2003). The 
age of migration to the USA was not reported in 
the Demirovic et al. (2003) study; thus, it is not 
possible to determine the accumulation of 
lifetime advantage or disadvantage. Nonetheless, 
the possible role of socio-environmental factors 
such as SES, nativity, and migration factors in the 
prevalence of dementia warrants further attention.

 Variation in Dementia Prevalence

In generating models for the estimates of the 
prevalence, great variation was noted among 
studies in the prevalence of dementia and 
dementia subtypes. The sources of this variation 
were investigated. Two geographical indicators 
were found to predict variation in dementia: 
rurality and country, supporting findings by Russ 
et  al. (2012) in their systematic review of the 
geographical variation of dementia. For example, 
in the current review, among adults 60 years and 
older, the prevalence of AD was higher in Brazil 
and Cuba than in Mexican Americans in the 
USA.  Further, AD accounted for a greater 
proportion of dementia cases in Cuba than in 
Mexican Americans in the USA.

Using the quality scoring system modeled 
after the Alzheimer’s Disease International World 
Alzheimer Report (2009), it was observed that 
many of the studies in the current review were of 
good quality. It is perhaps not surprising that 
variation between studies in terms of the global 
quality index in the prevalence of dementia was 
not found. When examined further, no significant 
differences were found between 14 studies using 
the DSM-IV criteria to define dementia and those 
that did not. This is in contrast to the work shown 
by Llibre Rodriguez et al. (2008) that examined 
differences between using the DSM-IV criteria 
versus their own algorithm-based definition of 
dementia. The three studies not using the 
DSM-IV criteria based their definitions on the 
ICD-9 and ICD-10 or incorporated the NINCDS–
ADRDA criteria for dementia, each of which is 
generally similar. Alternatively, the current study 
did find that use of the NINCDS–ADRDA criteria 

to define AD was associated with a greater 
prevalence of AD than a study using only the 
DSM-IV, suggesting underestimation by the 
DSM-IV criteria. In this study, no differences 
were found in the diagnosis of VaD between 
studies using the NINDS–AIREN criteria and 
two studies that did not. This may be due to the 
reliance of these two other studies on other stan-
dard criteria for VaD. Llibre Guerra et al. (2008) 
used a combination of the criteria for multi-
infarct dementia in the DSM-IV and scores on 
the Hachinski Ischemic Scale (Hachinski, 1983). 
Scazufca et al. (2008) relied on the DSM-IV cri-
teria for multi-infarct dementia and on informa-
tion derived from the History and Aetiology 
Schedule Dementia Diagnosis and Subtype inter-
view to differentially diagnose VaD.  Another 
possibility is the sample size of studies not using 
the NINDS–AIREN criteria which may explain 
failure to reach statistical significance.

Other aspects of methodology such as the 
incorrect use of multiphase screening or lack of 
use of routine laboratory testing in identifying 
other possible sources of cognitive symptoms 
were not found to predict variation in dementia 
prevalence. Corrada et al. (1995) found evidence 
for the importance of such factors in predicting 
heterogeneity in prevalence rates of AD.  Only 
two studies did not use routine laboratory testing, 
so perhaps the sample size of this subgroup was 
too small to find statistical significance. Similarly, 
no differences emerged between studies that used 
a multi-domain cognitive battery and two studies 
that did not.

In comparison, there were only five studies 
that incorporated neuroimaging into their results, 
and they produced higher estimates of the 
prevalence of dementia than those that did not. 
The opposite pattern was found by Corrada et al. 
(1995) where higher rates (although of AD not 
dementia) were found among studies not using 
brain CT than those that did. Studies that used 
neuroimaging in the current review tended to 
have more comprehensive assessment 
approaches, and perhaps that covaried with 
prevalence rates. Surprisingly, no significant 
differences were found between studies using 
neuroimaging to diagnose AD or VaD and those 
that did not. Again, all of these comparisons were 
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limited by sample size and may have prevented 
the statistical tests from reaching significance.

 Limitations

The current systematic review did not investigate 
publication bias due to the large variability in 
scores across studies. Conceptually, prevalence 
studies are not likely to be biased in in terms of 
which get published according to estimated preva-
lence rates. A greater threat to the current review is 
the selection bias of studies found in mainstream 
journals, which are more likely to be indexed in 
PUBMED/MEDLINE and PSYCINFO. This was 
partially addressed by searching the SciELO data-
base, which has a strong collection of papers 
from Central American, South American, and 
Caribbean countries.

The choice of using a dichotomous measure of 
education may have limited our incorporation of 
findings from several studies into our meta- 
analysis (Cohen, 1983). An attempt was made to 
narratively review individual findings regarding 
the association between education and dementia 
in order to supplement the statistical tests. 
Furthermore, our classification of participants 
with no years of education as illiterate does not 
conform to the standard definition provided by 
the UNESCO (2006). We did so only following 
the pattern established by many of the individual 
studies in the current review. Another issue of 
definition regards our classification of studies 
into rural vs. urban sites. This was mainly done 
by reliance of studies’ self-descriptions of 
settings. This problem was recognized in Russ 
et al. (2012), where various definitions of rurality 
were used throughout the studies in their meta- 
analyses. A universal standard for the definition 
for both education and rurality remains elusive.

AD and VaD were categorized as mutually 
exclusive entities in the current review. Yet, it is 
widely recognized that it is very difficult, even 
for recognized experts, to make distinctions 
between these two diagnostic categories, 
especially in large-scale epidemiological studies 
(Chui et al., 2000). Variation in the way studies 
reported prevalence or frequency of cases 
prevented further distinctions along the 

continuum between AD, VaD, and mixed 
dementias. Future epidemiological surveys 
would provide a great service to the scientific and 
clinical literature by reporting rates of other 
subtypes of dementia, even if none are identified 
in their samples.

Few studies were identified that provided data 
on Hispanic Americans in the USA or any of the 
14 other Central American, South American, and 
Caribbean countries not represented in the current 
review. By developing strict criteria for inclusion, 
we necessarily excluded studies that provide 
insightful clues as to the occurrence of dementia in 
a particular setting. This was done so as to provide 
a concise way of communicating the public health 
burden of dementia across a wide variety of set-
tings. Public health policies should incorporate 
knowledge of the sources of variation highlighted 
in this review into their assessments of population 
needs for services. It was not possible to recognize 
all possible sources of variability in dementia 
prevalence. As more population studies in the 
region accumulate, it may facilitate the coding of 
more study characteristics that influence rates of 
reported dementia.

 Conclusion

Dementia among countries in Central America, 
South American, and the Caribbean is a major 
public health problem. The estimates of 
prevalence in the countries that have adequate 
population-based surveys of dementia and 
dementia subtypes suggest rates that stand in 
contrast to earlier estimates of the region (Ferri 
et al., 2005). National programs would do well to 
prepare for the expected increase in the scope of 
this problem, knowing that populations in these 
countries are growing older and becoming more 
likely to encounter issues of age-related cognitive 
decline. Like in other population-based studies 
throughout the world, AD accounts for the most 
amount of dementia cases. The population of 
Latinos in the USA is similarly expected to age 
rapidly, and current estimates suggest dementia is 
as much of a problem as for other groups in the 
nation. The complex interaction of nativity, 
immigration histories, and genetic risk may place 
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certain immigrant groups at higher risk for 
dementia than others. Ongoing monitoring of 
these issues can help identify areas of need for 
these populations and suggest priorities in 
variables to target in the search of risk and 
protective factors of dementia.
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Abstract
Latinos in the United States (U.S.) experience 
greater prevalence and worse course for cer-
tain health conditions associated with demen-
tia when compared to the general population. 
Close scrutiny of these discrepancies is cru-
cial in order to improve the early and accu-
rate detection of neurodegenerative processes, 
as well as intervene in potentially treatable 
causes of cognitive decline. Such scrutiny 
involves the examination of biological and 
sociocultural contributors of medical comor-
bidities among different Latino subgroups, 
with the largest U.S.-residing populations 
being Mexican Americans and Caribbean 
Latinos. This chapter will review the medi-
cal comorbidities most often associated with 
dementia and cognitive decline as they pertain 
to Latinos in the U.S., including type 2 diabetes 
mellitus (T2DM), thyroid disease, infectious 
diseases (i.e., HIV, hepatitis C), obstructive 
sleep apnea (OSA), depression, alcohol abuse, 
and nutritional deficiencies (i.e., vitamin B12, 

folate). Following this section, the four major 
dementias are reviewed with an emphasis 
on the prevalence, genetics, pathology, and 
clinical presentation for Latino populations: 
Alzheimer’s disease (AD), vascular demen-
tia (VaD), frontotemporal lobar degeneration 
(FTLD), and Lewy body dementias (LBD), 
including dementia with Lewy bodies (DLB) 
and Parkinson’s disease dementia (PDD).

 Introduction

Medical and health practitioners who work with 
elderly Latinos in the United States (U.S.) will 
be aware of the immense diversity that must 
be considered for this population when assess-
ing for cognitive impairment and dementia. 
Sociodemographic variables such as the educa-
tion histories of Latin American countries, for 
example, can introduce crucial (though difficult 
to account for) variability in performance dur-
ing assessment, such as that of neuropsychologi-
cal testing (Rivera Mindt, Byrd, Saez, & Manly, 
2010). Medical comorbidities that accompany or 
masquerade as neurodegenerative conditions are 
also quite variable  and complex, depending on 
the particular patient history and demographics. 
For instance, Latinos who immigrated as adults 
are consistently found to hold superior health sta-
tus and reduced mortality compared to U.S.-born 
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Latinos and non- Hispanic Whites (Crimmins, 
Kim, Alley, Karlamangla, & Seeman, 2007). 
This “immigrant health paradox” is only partially 
explained by factors such as the “salmon effect,” 
in which the most unwell return to their countries 
of origin and erroneously deflate the estimates 
of morbidity and mortality among those who 
remain (Palloni & Arias, 2004; Vega, Rodriguez, 
& Gruskin, 2009). However, despite this appar-
ent health boon, Latinos in the U.S. experience 
greater prevalence and worse health outcomes 
than the general U.S. population for some condi-
tions that are understood to deletiriously impact 
neurological health.

In this chapter, we review comorbidities as 
they pertain to cognitive impairment and demen-
tia among Latinos. Medical comorbidities to 
be discussed include: type 2 diabetes mellitus, 
thyroid disease, infectious diseases (i.e., HIV, 
hepatitis C), and obstructive sleep apnea. In 
addition, the influence of psychiatric comorbidi-
ties, in particular depression and alcohol abuse, 
is reviewed, as well as nutritional deficiencies 
(i.e., vitamin B12, folate). Following this review, 
the four major neurodegenerative diseases are 
briefly described including: Alzheimer’s dis-
ease (AD), vascular dementia (VaD), fronto-
temporal lobar degeneration (FTLD), and Lewy 
body dementias (LBD), including dementia with 
Lewy bodies (DLB) and Parkinson’s disease 
dementia (PDD). Special attention to the neu-
rodegenerative diseases’ prevalence and course 
among Latinos is provided when this informa-
tion is available.

 Comorbidities in Dementia

In clinical practice, prior to making a diagnosis 
of dementia, it is important to first consider the 
often co-occurring medical and psychiatric 
comorbidities that may precipitate, exacerbate, 
or, in some cases, mask neurodegenerative 
processes. These contributing factors may be 
amenable to treatment that stabilizes and possibly 
reverses the process of decline. For the 
comorbidities to be discussed in this chapter, 
Latinos have higher prevalence rates and worse 

health outcomes when compared to the general 
U.S. populations, which is often attributed to 
poorly understood biological and socioeconomic 
factors (Vega et al., 2009).

Regarding the biological factors, the inci-
dence of dementia and medical comorbidities 
can vary between Latino subpopulations due in 
part to genotypic differences between regions. 
Most of the literature on Latinos has investi-
gated Latinos of either Mexican or Caribbean 
heritage. Mexican genetic heritage is primar-
ily European and Amerindian (e.g., Mayan) 
(Campos, Edland, & Peavy, 2013; Fitten, Ortiz, 
& Pontón, 2001) as well as African, but to a 
lesser degree (Chavez- Dueñas, Adames, & 
Organista, 2014). Mexican American communi-
ties are most concentrated in the western U.S. 
region and make up 63.36% of total Latinos in 
the USA and 11.14% of the total U.S. population 
(U.S. Census Bureau, 2015); therefore, studies 
of Latinos from states such as California will 
have most likely recruited a largely Mexican or 
Mexican American sample. The second Latino 
sub-ethnicity most represented in the scientific 
literature are Caribbeans, such as Puerto Ricans, 
Dominican Republicans, and Cubans, who 
share a combination of European, Amerindian, 
and African ancestry (Chavez- Dueñas et  al., 
2014). Caribbean Latinos live primarily along 
the eastern coast and account for 16.55% of 
the Latino U.S. population and 2.9% of the 
total population (U.S.  Census Bureau, 2015). 
As the incidence of comorbidities and demen-
tia can vary among these and less represented 
populations of Latinos (e.g., Central or South 
Americans), we provide more specific ethnic 
designations within the broader “Latino” cat-
egory when this information is available.

Socioeconomic status (SES) variables are also 
influential in the prevalence of dementia and 
medical comorbidities. Institutional barriers 
confronting many Latino communities due to 
poverty and language contribute to the prevalence 
and often worse health outcomes of these 
conditions. These barriers include reduced access 
to adequate and language-appropriate healthcare, 
lack of health insurance, and undocumented 
immigrant status with accompanying concerns 

S. C. Gable and M. K. O’Connor



71

for safety when interacting with institutions 
(Centers for Disease Control and Prevention 
[CDC], 2016; Livney et  al., 2011; Vega et  al., 
2009). Immigrants often live in urban, 
economically depressed communities that may 
expose them to higher levels of stress, 
environmental toxins, traumatic experiences, 
worsened sleep quality, and limited access to 
high-quality nutrition (Horowitz, Colson, 
Herbert, & Lancaster, 2004; Loredo et al., 2010; 
Vega et  al., 2009). Finally, the SES variable of 
education should be considered when examining 
research relating to cognitive performance and 
dementia among Latinos. For example, elderly 
Latinos who are referred to neuropsychological 
testing practices hold a wide range of educational 
attainment, spanning zero years of schooling to 
the graduate level. Low levels of education and 
illiteracy are implicated in not only artificially 
depressed neuropsychological test performance, 
but also higher risk for developing dementia 
(Heaton, Ryan, & Grant, 2009).

 Type 2 Diabetes Mellitus (T2DM)

Type 2 diabetes mellitus (T2DM) is a major 
comorbidity of dementia affecting Latinos. 
Latinos experience a higher prevalence of T2DM 
than non-Hispanic Whites (Pabon-Nau, Cohen, 
Meigs, & Grant, 2010). Latinos with T2DM also 
have worse health outcomes, including diabetes- 
related complications (e.g., nephropathy, 
retinopathy, and amputations) and mortality 
(Kirk et  al., 2008; Lora et  al., 2009; Wu et  al., 
2003). Rates of T2DM vary by particular country 
of origin. For example, in a review of Latino 
health characteristics from the 2000–2005 
National Health Interview Survey, diabetes 
prevalence was found to be highest among Puerto 
Ricans as well as U.S.-born Mexican Americans 
as compared to Mexicans. Foreign-born Cubans, 
Dominicans, Central Americans, and South 
Americans were found to have half the prevalence 
of diabetes compared to Mexicans (Pabon-Nau 
et al., 2010).

T2DM as well as its precursor, prediabetes, 
are associated with acute changes in cognition 

due to glycemic fluctuations that are transient 
and typically resolve once glucose is controlled 
(Claessens, Geijselaers, & Sep, 2016; Kodl & 
Seaquist, 2008). Both hypo- and hyperglycemic 
fluctuations are found to alter cognitive and 
emotional functioning. Acute hypoglycemia in 
diabetic patients (types 1 and 2) has been found 
to impact overall cognitive functioning, and 
deficits are typically noted in areas of attention, 
reaction time, processing speed, working 
memory, executive functioning, and memory 
(McNay & Cotero, 2010; Warren & Frier, 2005). 
Complex tasks seem to be especially affected, 
such as driving, as are hippocampal-mediated 
tasks due to the sensitivity of this region to 
glucose fluctuations. Cognitive dysfunction 
associated with hyperglycemia can  include 
mental slowing, attention, and working memory 
(Cox et al., 2005; Sommerfield, Deary, & Frier, 
2004; Waclawski, 2012). A study by Cox et  al. 
(2005) found that mental slowing associated with 
hyperglycemia was highly variable, occurring in 
approximately half of type 1 and type 2 diabetic 
patients.

Regarding emotional functioning, acute hypo- 
and hyperglycemia in diabetics have been 
associated with increased depression and anxiety 
(Lustman & Clouse, 2005; Warren & Frier, 
2005). Depression in diabetes is associated with 
poor treatment adherence, thus perpetuating the 
effects of glycemic instability. Acute 
hypoglycemia may masquerade as psychiatric 
and medical conditions such as psychosis, 
delirium, traumatic brain injury, and stroke 
(Griswold, Del Regno, & Berger, 2015; Luber 
et  al., 1996; Sahoo, Mehra, & Grover, 2016). 
Regarding the latter, imaging abnormalities due 
to acute hypoglycemia have been found to 
resemble ischemic stroke in a few cases (Yong, 
Morris, Shuler, Smith, & Wardlaw, 2012).

 Hypothyroidism

Thyroid dysfunction, and particularly hypothy-
roidism, is associated with cognitive and neuro-
psychiatric difficulties. These symptoms can be 
alleviated with thyroid hormone replacement 
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therapy (Resta et al., 2012). Prevalence statistics 
for thyroid disease among Latinos is scarce. One 
study comparing hypothyroidism incidence with 
bone mineral density and fractures among post-
menopausal Puerto Rican women found a high 
prevalence (24.2%) of hypothyroidism 
(González- Rodríguez, Felici-Giovanini, & 
Haddock, 2013). Latinos experience high rates of 
certain health conditions that are associated with 
thyroid dysfunction, including T2DM and hepati-
tis C (Rodríguez-Torres, Ríos-Bedoya, Ortiz-
Lasanta, Marxuach-Cuétara, & Jiménez-Rivera, 
2008; Wang, 2013). Congenital hypothyroidism 
has  also been  found to be more common in 
Latino, Asian, and Pacific Islander newborns 
compared to other ethnicities (Hinton et  al., 
2010). Regarding protective factors, Latinos do 
not appear to be at higher risk for autoimmune 
forms of thyroid disease (e.g., Grave’s, 
Hashimoto’s) or thyroid cancer compared to non- 
Hispanic Whites in some research  (Magreni, 
Bann, Schubart, & Goldenberg, 2015; McLeod, 
Caturegli, Cooper, Matos, & Hutfless, 2014).

The onset and course of cognitive symptoms 
due to thyroid dysfunction are often insidious 
and subtle. Thyroid dysfunction is associated 
with impairments in global cognition, attention 
and concentration, psychomotor speed, executive 
function, visuospatial abilities, new learning, and 
memory (Bégin, Langlois, Lorrain, & Cunnane, 
2008; Dugbartey, 1998). Cognitive changes may 
occur in the context of subclinical hypothyroidism 
among older adults (Resta et  al., 2012). The 
impact of hypothyroidism and its subclinical 
manifestation also appear to increase the risk for 
dementia (especially vascular dementia), 
although the mechanisms remain unclear (Etgen, 
Sander, Bickel, & Förstl, 2011; Gan & Pearce, 
2012).

Depression, apathy, and anxiety often accom-
pany thyroid dysfunction. As with mood symp-
toms from other etiologies, their presence may 
interfere with performance on cognitive testing 
with the effect of inflated estimates of neurologi-
cal impairment (Davis & Tremont, 2007; 
Samuels, 2008). More severe psychotic symp-
toms can be observed in hypothyroidism, includ-

ing hallucinations, paranoid ideation, and 
delirium (Heinrich & Grahm, 2003).

 Infectious Diseases

HIV-associated neurocognitive disorder (HAND) 
is part of the potential sequelae of human immu-
nodeficiency virus (HIV) infection. HAND diag-
noses range in severity, from “asymptomatic” 
(i.e., evidence of mild cognitive impairment 
without functional decline) to HIV-associated 
dementia (HAD). Early detection and treatment 
of HIV is important in order to preserve cognitive 
health. With the advent of highly active antiretro-
viral therapy (HAART), HIV treatment has been 
shown to prevent, stabilize, and sometimes 
improve cognitive impairment associated with 
HAND (Cohen et al., 2001; Cysique, Maruff, & 
Brew, 2006; McCutchan et  al., 2007; Parsons, 
Braaten, Hall, & Robertson, 2006).

Latinos in the U.S. experience an elevated 
prevalence of HIV infection. In 2015, Latinos 
accounted for 24% of new HIV diagnoses 
despite representing 17% of the population 
(Centers for Disease Control and Prevention 
[CDC], 2017). Diagnosis among Latino gay and 
bisexual men increased 13% between 2010 and 
2014. The rate of infections among heterosexual 
Latina women in 2015 was 5% greater than 
males and three times that of White women. 
Among individuals over the age of 50, Latinos 
accounted for 16% of all HIV diagnoses, which 
was the third highest subpopulation for this age 
cohort, and below that of African Americans and 
Whites (CDC, 2016). HIV-related mortality is 
also higher among Latinos residing in the U.S. 
compared to Whites, with the greatest mortality 
rate found among Puerto Ricans and the lowest 
among Mexicans (Clark, Surendera Babu, 
Harris, & Hardnett, 2015).

The onset of cognitive symptoms in HAND is 
typically insidious, though rapid decompensation 
can occur in the event of opportunistic infections. 
Early symptoms of HAND can include confusion, 
slowed mental processing and psychomotor 
speed, reductions in attention/concentration, and 
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memory impairment (Hardy & Vance, 2009). 
This frontal-subcortical pattern of impairment 
can be reflected on medical diagnostic imaging 
of the brain, which indicates pathological changes 
of the basal ganglia (often cited are the caudate 
and putamen), frontal cortex, and white matter 
pathways (Woods, Moore, Weber, & Grant, 
2009). Depression, fatigue, irritability, and 
apathy often accompany HAND.  More severe 
neurobehavioral symptoms of delirium, mania, 
auditory and visual hallucinations, and paranoia 
are also reported (Singer & Thames, 2016).

 Hepatitis C (HCV)

Latinos in the U.S. are at higher risk for hepatitis 
C (HCV) infection than the general population, 
though this is divisible by particular groups. 
Puerto Rican men in the U.S. have the highest 
prevalence rate at 11.6%, whereas South 
American men in the U.S. were found to be 
below the U.S. national average at 0.4% 
(Franciscus, 2014; Kuniholm et  al., 2014). 
Compared to other ethnic groups in the U.S., 
Latinos tend to experience a more aggressive 
HCV disease course. They are more likely to 
become infected at a younger age, develop 
chronic liver cirrhosis, have comorbid HIV 
infection, and are less likely to be tested, initiate 
treatment, or be referred to specialists (Blessman, 
2008; Cummins, Erlyana, Fisher, & Reynolds, 
2015).

Neuropsychiatric and cognitive symptoms are 
relatively common in HCV and are reported in 
approximately half of patients (Senzolo et  al., 
2011). These include fatigue, depression, anxi-
ety, and cognitive dysfunction especially in the 
areas of attention and memory. Cognitive symp-
toms with HCV infection may be reported irre-
spective of liver complications, substance use 
and other medical/psychiatric comorbidities, or 
medical diagnostic imaging evidence of neuro-
logical injury (Huckans et  al., 2009; Monaco 
et  al., 2015). Inflammation is a current area of 
investigation as a potential mechanism by which 
HCV infection could bring about these symp-

toms (Irwin & Terrault, 2008; Senzolo et  al., 
2011).

 Obstructive Sleep Apnea (OSA)

Obstructive sleep apnea (OSA) is a condition in 
which breathing is obstructed repeatedly during 
sleep. With consistent use of a positive airway 
pressure (PAP) machine to treat OSA, the 
neurocognitive changes associated with this 
condition may be ameliorated or avoided (Macey, 
2012). Although few high-quality studies have 
explored the prevalence of OSA among Latinos, 
results have indicated that Latinos experience a 
high prevalence of OSA and that it often goes 
undiagnosed in this population  (Ramos et  al., 
2015; Redline et  al., 2014). Sleep-disordered 
breathing, including OSA, is a potential causal 
mechanism for the metabolic and vascular 
morbidities with high prevalence among Latinos, 
including diabetes, obesity, and hypertension 
(Redline et al., 2014; Sands-Lincoln et al., 2013).

The cognitive symptoms associated with OSA 
resemble those of sleep deprivation, with deficits 
in selective and sustained attention, vigilance, 
processing speed, working memory, and 
executive functioning (Alhola & Polo-Kantola, 
2007; Stranks & Crowe, 2016; Wen, Wang, Liu, 
Yan, & Xin, 2012). Individuals with OSA also 
experience a higher prevalence of depression 
(Ejaz, Khawaja, Bhatia, & Hurwitz, 2011). 
Repeated hypoxemia caused by OSA is theorized 
to result in changes to synaptic plasticity and 
microvasculature affecting gray and white matter 
(Lin et al., 2017; Stranks & Crowe, 2016).

 Depression

Depression has been called a “pseudodementia” 
as it can accompany reversible cognitive 
symptoms that overlap with those seen in 
neurodegenerative diseases, and which are not 
fully  accounted for by apathy or poor effort as 
observed in neuropsychological testing settings 
(Ganguli, 2009; Kang et al., 2014). The rates of 
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depression in the elderly increase with 
compounding medical morbidity (Taylor, 2014). 
The elderly are also  likely to experience life 
events that are precipitants to depression, such as 
the loss of loved ones or loss of mobility through 
chronic illness. Depression is an influential 
covariate in studies that explore the incidence of 
dementia among Latinos (Clark et  al., 2005; 
Fitten et  al., 2001; González, Haan, & Hinton, 
2001; Livney et  al., 2011; Russell & Taylor, 
2009). Poverty, low English-language acquisition, 
and lower levels of acculturation have been 
implicated in the increased prevalence of 
depression among Latinos in these studies. Latino 
elders who live alone were also found to 
experience higher levels of depression compared 
to other ethnic minority peers (Russell & Taylor, 
2009). Cognitive impairments in individuals with 
depression have typically been found in the areas 
of attention/concentration, psychomotor and 
processing speed, executive functioning, and 
memory (Kang et  al., 2014). Depression may 
also occur in the context of a neurodegenerative 
process, such as Alzheimer’s disease, vascular 
dementia, Parkinson’s disease, Huntington’s 
disease, or HAND (Lezak, Howieson, Bigler, & 
Tranel, 2012).

 Alcohol Abuse

Chronic alcohol abuse is a known risk factor for 
dementia. The cognitive deficits attributed to 
alcohol have the potential to improve during 
abstinence, especially within the first year 
(Bernardin, Maheut-Bosser, & Paille, 2014). 
Rates of alcohol and other substance use among 
Latinos, overall, are at or below the U.S. national 
average (Alvarez, Jason, Olson, Ferrari, & Davis, 
2007; Substance Abuse and Mental Health 
Services Administration [SAMHSA], 2013). 
Latinos in the U.S.  have lower rates of alcohol 
consumption than non-Hispanic Whites but also a 
higher likelihood of problem drinking for those 
who do drink. Higher levels of acculturation and 
being born in the U.S. are correlated with greater 
alcohol consumption. Rates among the U.S. 

Latino subgroups are variable, with Puerto Rican 
men and women having the highest rates of drink-
ing and the lowest rates found among Cuban men 
and Mexican women (Ríos-Bedoya & Freile- 
Salinas, 2014; SAMHSA, 2013). Importantly, a 
history of alcohol consumption among Latino 
patients presenting with cognitive complaints 
should be considered within the context of the 
higher prevalence of chronic liver disease and cir-
rhosis for this population (Vega et al., 2009).

Cognitive deficits associated with chronic 
alcohol abuse have been reported in the areas of 
attention, working memory, executive function-
ing (i.e., mental flexibility, problem-solving, 
and reasoning), learning and recollection in epi-
sodic memory, and visuospatial organization 
and construction (Bernardin et  al., 2014). 
Chronic alcohol abuse is associated with brain 
white matter changes as well as gray matter 
atrophy in the prefrontal cortex, parietal lobes, 
limbic structures (e.g., mammillary bodies and 
hippocampus), and cerebellar vermis (Oscar- 
Berman & Marinković, 2007; Shanmugarajah 
et al., 2016). Permanent cognitive impairment is 
seen in the context of prolonged, excessive 
drinking in combination with insufficient intake 
of vitamin B1 (thiamine). Wernicke–Korsakoff 
syndrome (WKS) can result from alcohol-
related thiamine deficiency, and it is the combi-
nation of the often co-occurring conditions of 
Wernicke encephalopathy and Korsakoff’s syn-
drome (Korsakoff’s dementia). Patients with 
WKS may present with ataxia, abnormal or 
uncontrolled eye movements (e.g., nystagmus), 
confusion, psychosis, executive dysfunction, 
and memory impairment (Martin, Singleton, & 
Hiller- Sturmhöfel, 2003; Oscar-Berman & 
Marinković, 2007). The deficits in WKS are 
associated with neuronal loss of thiamine-
dependent neurons in limbic structures (i.e., 
thalamus, hypothalamus, and mammillary bod-
ies), frontal lobes, and the cerebellum. Damage 
to thalami and mammillary bodies is thought 
to primarily account for the amnestic profile in 
WKS and Korsakoff’s syndrome, although hip-
pocampal damage has been detected in these 
patients as well (Kopelman, 2015).
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 Nutritional Deficiencies

Vitamin B12 and folate (vitamin B9) are the most 
common nutritional deficiencies that result in 
potentially reversible cognitive impairment and 
are associated with greater risk for vascular 
disease, dementia, and mood symptoms in the 
elderly (Doets et al., 2013; Garrod et al., 2008; 
Ramos et al., 2005). Low levels of either vitamin 
B12 or folate in the elderly can be treated with 
supplementation. In their analysis of the U.S. 
national survey data exploring nutritional status 
among the elderly, Hinds, Johnson, Webb, and 
Graham (2011) found that the “other Hispanic” 
group, that is, non-Mexican Americans, had the 
highest prevalence of vitamin B12 deficiency 
compared to other ethnicities. Mexican 
Americans had one of the lowest levels of B12 
deficiency, and folate deficiencies were low or 
nonexistent for all ethnic groups. Kwan, 
Bermudez, and Tucker (2002) also found a high 
prevalence of vitamin B12 deficiency within their 
sample of Caribbean Latino elderly residing in 
Massachusetts, but not in the non-Hispanic White 
cohort to which they were compared.

Immigration history is likely a relevant vari-
able when considering the influence of nutritional 
causes for cognitive impairment. In industrial-
ized nations, vitamin B12 deficiency is less com-
mon due to the abundance of fortified and 
animal-sourced food. Even so, the elderly in 
these nations remain at risk for B12 deficiency 
due to age-related worsening of vitamin 
absorption from dietary sources (Allen, 2008, 
2009). In developing countries, including much 
of Latin America, higher prevalence of low or 
deficient B12 levels have been found among 
children and breastfeeding mothers (Allen, 
2008). This is a cause for concern considering the 
role of vitamin B12 in neurological development 
(de Benoist, 2008). Folate deficiency 
demonstrates a reversed global trend from 
vitamin B12, in that it is mainly sourced from 
leafy greens and grain products and therefore is 
more plentiful in the diets of lower-income 
countries (Allen, 2009).

For both vitamin B12 and folate, deficient lev-
els are associated with cognitive impairment 

including dementia and psychiatric morbidity 
(Moretti et  al., 2004; Reynolds, 2002). Patients 
with deficient B12 levels were found to have 
deficits in attention, mental speed, working 
memory, mental flexibility, and memory 
difficulties in both encoding and retrieval. 
Psychiatric symptoms include depression, 
delirium, and acute psychotic states. Deficient 
folate has been linked to impairments in the areas 
of visuomotor function, reasoning and 
abstraction, and memory. Deficient folate is more 
associated with depression than vitamin B12 
(Moretti et al., 2004).

Deficiencies in both folate and vitamin B12 
are found when homocysteine levels are elevated, 
which is an inflammatory marker associated with 
cerebrovascular disease, cognitive decline, and 
dementia (de Benoist, 2008; Miller et al., 2003). 
Using data from the Sacramento Area Latino 
Study on Aging (SALSA), Haan et al. (2007) and 
Miller et al. (2003) found elevated homocysteine 
to be a risk factor for cognitive impairment and 
dementia among this elderly, primarily Mexican 
American cohort. Increasing plasma vitamin B12 
levels was put forth as a potential mechanism for 
protecting against cognitive impairment.

 Dementia Syndromes

Once the above contributory factors have been 
considered and ruled out or treated, the clinician 
will be more prepared to determine the presence 
of a neurodegenerative disease. The four most 
common neurodegenerative dementias are 
presented below. This section begins with an 
overview of Alzheimer’s disease (AD) and 
vascular dementia (VaD), after which a brief 
discussion is presented on the contributions of 
metabolic and vascular comorbidities in these 
two conditions. Following this discussion, 
frontotemporal lobar degeneration (FTLD) and 
Lewy body dementias (LBD) including Lewy 
body dementia (LBD) and Parkinson’s disease 
dementia (PDD) are presented.

According to the latest criteria from the 
National Institute on Aging and the Alzheimer’s 
Association (NIA-AA; McKhann et  al., 2011), 
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all-cause dementia ranges from mild to severe 
stages and encompasses cognitive and 
behavioral/neuropsychiatric symptoms. 
Dementia symptoms must interfere with 
functional ability, represent a decline from 
previous levels of functioning, be inexplicable by 
delirium or psychiatric comorbidities alone, and 
entail cognitive and behavioral decline in two or 
more domains (e.g., memory, language) as 
detected by history taking, mental status exam, or 
neuropsychological testing.

 Alzheimer’s Disease (AD)

Prevalence AD is the most common cause of 
dementia in Western countries (Rizzi, Rosset, & 
Roriz-Cruz, 2014). It accounts for 60–80% of 
cases of dementia in the U.S., which includes 
“mixed dementia” types in which AD pathology 
co-occurs with that of other dementias (e.g., cere-
brovascular disease, Lewy body pathology; 
Alzheimer’s Association, 2016). There is a slightly 
greater incidence of AD among women, which is 
only partially explained by increased longevity in 
women (Viña & Lloret, 2010). Prevalence of AD 
among Latinos is also higher than among non-
Hispanic Whites, which is thought to be due to the 
contribution of greater metabolic and vascular 
burden, as well as yet unknown genetic contribu-
tors (Chin, Negash, & Hamilton, 2011; Haan 
et al., 2003; Tang et al., 2001).

The age of onset has been found to be earlier 
among Latinos of Mexican American, Central 
American, and Caribbean ancestry for 
Alzheimer’s disease (AD) and vascular dementia 
(VaD) (Clark et  al., 2005; Fitten et  al., 2014; 
Gurland et  al., 1999; Livney et  al., 2011; Tang 
et al., 2001). Depending on the variables consid-
ered in these studies, the differences in  age of 
onset in these studies was accounted for by medi-
cal comorbidities (e.g., vascular disease, diabetes 
mellitus type 2, hyperlipidemia), APOE e4 geno-
type, or depression. Although Gurland et  al. 
(1999) and Livney et al. (2011) hypothesized that 
factors such as lower educational attainment and 
poverty may be contributory, this was not sup-
ported in the other abovementioned studies.

Genetics Regarding genetic risk factors, 
approximately 5% of early-onset cases, that is, 
before the age of 65, are autosomal dominant due 
to mutations on the following genes: presenilin 1 
and 2 and the amyloid precursor protein gene 
(Farrer et  al., 1997; Mendez, 2012). However, 
these mutations are not considered to account for 
the approximate 4 years earlier onset for Latinos 
overall. The fourth genetic risk for AD regards 
certain apolipoprotein E (APOE) genotypes that 
are found to incur increased risk for the develop-
ment of AD. The APOE gene is involved in cho-
lesterol transport. It has three common alleles 
(e2, e3, and e4), the combination of which can 
modulate one’s risk for developing AD.  The 
APOE e4/e4 genotype typically confers the 
greatest risk, followed by e3/e4 and e2/e4. 
Protective genotypes are e2/e2 and e2/e3 (Farrer 
et al., 1997; Tang et al., 1998).

The risk linked to these APOE genotypes, as 
well as their distribution in the population, varies 
by racial/ethnic group. APOE e4/e4 appears to be 
most widely distributed among Caucasians, fol-
lowed by African-Americans and Latinos. In the 
meta-analysis by Farrer et  al. (1997) that pooled 
clinical and autopsy results of 5930 patients and 
8607 controls, frequencies of this genotype were 
found to be 14.8% among Caucasian cases, 12.3% 
among African American cases, 2.7% among 
Latino cases, and 8.9% among Japanese cases. 
Among non-AD controls, the rates were 1.8%, 
2.1%, 1.9%, and 0.8%, respectively. The actual risk 
or protective influence conferred by APOE geno-
types also varied by group. Latinos in this largely 
Mexican American sample had the lowest-con-
ferred odds from the e4/e4 genotype (OR = 2.2). 
These results have been replicated elsewhere and 
have also been found among Caribbean Latinos in 
the U.S. (Campos et al., 2013; Tang et al., 1998).

Pathology AD pathology is characterized by a 
cascade of a neurochemical changes and inflam-
mation, followed by and  coincident with  the 
pathological aggregation of amyloid-β (Aβ) pro-
tein and neuronal loss (Wenk, 2003). An early 
neurochemical change is the reduction in choline 
acetyltransferase and acetylcholinesterase 
enzyme activity, as well as the attenuated ability 
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to break down neuritic plaques via reductions in 
corticotropin-releasing factor and somatostatin. 
Finally, the increased stimulation of glutamate 
receptors in this process contributes to neuronal 
death. The typical pattern of atrophy in AD tar-
gets the medial temporal (i.e., hippocampus and 
entorhinal cortex) and post-temporoparietal cor-
tices most significantly, spreading to the frontal 
lobes and other areas of the neocortex in later 
stages (Miller-Thomas et  al., 2016; Rabinovici 
et  al., 2007). The visual cortex, basal ganglia, 
thalami, cerebellum, and brain stem are relatively 
spared in this typical pattern of atrophy 
(Rabinovici et al., 2007).

Clinical presentation AD is above all a clini-
cal diagnosis, which can be supported by bio-
marker evidence to increase confidence (Jack 
et al., 2010; McKhann et al., 2011). It is charac-
terized as having an insidious onset and gradual 
progression. The typical (or “amnestic”) cogni-
tive profile for AD pathology follows a clinical 
course of initial impairment in episodic mem-
ory, which is often noted by the patient or close 
relations. Early signs may include increased 
difficulty with remembering names, poor reten-
tion of learned information such as recent news 
stories, or becoming lost in formerly familiar 
locations. Cognitive symptoms then progress to 
other cognitive domains including complex 
attention (e.g., working memory), semantic 
memory, problem-solving and reasoning, visuo-
spatial ability, and language. As with dementia 
generally, the pattern of impairment eventually 
becomes global. AD patients often retain insight 
into their condition while in the mild or even 
moderate stages, which understandably may 
result in depression or anxiety symptoms. In 
later stages, psychiatric comorbidities such as 
depression can be the result of structural and 
neurochemical changes due to the dementia 
process, and lack of insight is common.

Latinos have been found to differ in their 
severity of cognitive and psychiatric symptoms 
in AD when compared to other ethnicities. In a 
study comparing clinical characteristics in AD 
between ethnicities in the U.S., Livney et  al. 
(2011) found that the largely Caribbean Latino 

sample had more severe cognitive symptoms and 
depression at initial presentation compared to the 
other cohorts. The authors contextualized these 
findings within the context of lower average 
years of education and lower socioeconomic sta-
tus among the Latino sample, which partially 
mediated this discrepancy. Furthermore, Salazar, 
Royall, and Palmer (2015) found elevated rates 
of neuropsychiatric symptoms among their sam-
ple of 1079 elderly Mexican Americans with 
dementia. The neuropsychiatric profiles sug-
gested that the Mexican American sample were 
cared for in family homes until dementia severity 
was severe enough to necessitate medical 
intervention.

 Vascular Dementia (VaD)

Prevalence Vascular dementia (VaD), which 
may be grouped within the broader category of 
vascular cognitive impairment (VCI), is consid-
ered the second most common dementia after AD 
and is a condition of deteriorated cognitive func-
tioning due to cerebrovascular disease (Gorelick 
et al., 2011; O’Brien & Thomas, 2015). VaD is 
more common in men compared to women (Rizzi 
et  al., 2014). Contributors to VaD and VCI are 
multiple and include infarcts (e.g., strategic, mul-
tiple, or watershed), small vessel ischemic dis-
ease, cerebral amyloid angiopathy (CAA), and 
familial causes such as cerebral autosomal domi-
nant arteriopathy with subcortical infarcts and 
leukoencephalopathy (CADASIL). The shared 
presentation of cerebrovascular disease with 
other degenerative pathology, such as amyloid-β 
accumulation, is more common than pure vascu-
lar dementia. Pure VaD cases are estimated to 
account for only approximately 10% of cases 
(O’Brien & Thomas, 2015).

Not surprisingly, risk factors for vascular 
dementia align with those for vascular disease 
more generally, including hypertension, hyper-
lipidemia, diabetes, obesity, atrial fibrillation, 
raised homocysteine levels, and smoking 
(O’Brien & Thomas, 2015). As noted earlier in 
this chapter, Latinos tend to experience a high 
prevalence of these conditions as well, which 
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suggests a similarly high cerebrovascular burden 
(Haan et al., 2003; Pabon-Nau et al., 2010; Vega 
et  al., 2009). Notably, it appears that the inci-
dence of these conditions at midlife is especially 
associated with eventual cognitive decline in old 
age (Barnes & Yaffe, 2011; Lista, Dubois, & 
Hampel, 2015). Even with timely intervention of 
these conditions at midlife, such as through med-
ications (e.g., statins) or lifestyle changes (e.g., 
smoking cessation, dietary changes), some detect-
able cognitive impairment that has been incurred 
may still be incurred and irreversable in old age.

Genetics The genetic bases for VaD and VCI 
remain poorly understood in the scientific litera-
ture. The Notch 3 mutation on chromosome 19 
that leads to CADASIL is the most extensively 
studied contributor, though this accounts for a 
small minority (~4.6 per 100,000) of mostly 
early-onset VaD cases (Joutel et  al., 1996; 
Moreton, Razvi, Davidson, & Muir, 2014). The 
few genetic contributors that have been detected 
are often nonspecific to VaD, such as the APOE 
e4 genotype that is influential in AD, as well as 
the C677T polymorphism of the MTHFR gene 
related to homocysteine metabolism (Iadecola, 
2013; O’Brien & Thomas, 2015).

Pathology The many etiologies of VaD and VCI 
correspond to similarly heterogeneous pathologi-
cal and cognitive profiles. Individuals presenting 
with VCI typically have multiple sites of cerebro-
vascular damage (Gorelick et  al., 2011). VCI 
pathology includes cortical and subcortical 
infarcts, ischemic lesions, and microhemorrhages 
(Gorelick et al., 2011; O’Brien & Thomas, 2015).

AD pathology exists as a separate risk factor 
for vascular-related cognitive impairment and 
dementia. Amyloid-β acts as a vasoconstrictor 
which, when its aggregation has become patho-
logical, can interfere with cerebral microcircula-
tion and cerebrovascular autoregulation, as well 
as cause cerebral hemorrhages and infarcts 
(Gorelick et  al., 2011). Relatedly, AD and VaD 
share common risk factors that are harmful to the 
cerebrovascular system, such as hypertension, 
diabetes, obesity, and smoking. In CAA, which 
accompanies Alzheimer’s disease in 80% to 

100% of cases (and approximately 10–30% of 
unselected brains), the resulting hemorrhage is 
more likely to target areas seen in AD, including 
the temporal and parietal lobes.

Clinical presentation The particular source of 
cerebrovascular disease will determine the pat-
tern of cognitive deficits, as well as their onset 
and progression (Deramecourt et  al., 2012; 
O’Brien et al., 2003). When the etiology in VaD 
or VCI is due to infarcts, the initial impairments 
are often focal to the particular lesion. For exam-
ple, a left fronto-parietal stroke may incur diffi-
culties with language such as in Wernicke’s 
aphasia. Common cognitive signs of infarct- 
caused VaD and VCI include attentional difficul-
ties, disinhibition, aphasia, hemiparesis, and 
sensory impairment. Cognitive decline caused by 
multiple infarcts typically follows a stepwise 
progression, meaning the patient experiences 
periods of stabilization before continued decline 
as the result of new cerebrovascular incidents. 
However, it is important to note that this stepwise 
course is not always followed, with many cases 
displaying a more insidious and slowly progres-
sive course mimicking AD. An insidious onset of 
cognitive symptoms with a progressive decline is 
often associated with subcortical ischemic vas-
cular disease (O’Brien et al., 2003), although it 
may also be seen with cortical infarcts. 
Subcortical dementia is characterized by cogni-
tive slowing and executive dysfunction, includ-
ing impaired working memory and sustained 
attention (O’Brien & Thomas, 2015). Additional 
signs include motor abnormalities such as  gait 
disturbance (frontal or magnetic gait), inconti-
nence, and pseudobulbar affect. In the presence 
of a single infarct, the impairment may stabilize 
assuming further infarcts are avoided. This 
patient may still meet criteria for VaD, as the 
impairment need not be progressive.

 Medical Comorbidities Contributing 
to AD and VaD

As mentioned previously, Latinos have a higher 
prevalence of metabolic and vascular morbidity, 
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including T2DM and, more variably, 
hypertension. Both of these conditions are 
considered risk factors in the incidence of AD 
and VaD. A brief outline of the mechanisms by 
which these conditions are found to contribute to 
dementia incidence is now provided.

The presence of T2DM increases the risk of 
cerebrovascular disease, including white matter 
disease of the brain and infarcts, which in turn 
results in a higher likelihood of VaD (Bordier, 
Doucet, Boudet, & Bauduceau, 2014; Fitten 
et al., 2001). The relationship with AD pathol-
ogy is somewhat more controversial consider-
ing the lack of conclusive evidence from 
autopsy studies (Luchsinger, 2012; Starr & 
Convit, 2007). T2DM sets in motion different 
mechanisms that are theorized to prevent the 
clearing of amyloid-β (Aβ) and tau, two pro-
teins that are linked to AD and other neurode-
generative diseases. Excessive levels of insulin 
in the brain from hyperinsulinemia is thought to 
result in the excess deposits of these proteins. 
Chronic hyperinsulinemia in T2DM may also, 
over time, result in a reduction of insulin cross-
ing the blood-brain barrier, thus depriving insu-
lin to the receptors in the hippocampus and 
entorhinal cortex and resulting in Alzheimer’s-
like cognitive impairment. Furthermore, this 
process may result in the reduction of insulin-
degrading enzyme (IDE), which is a mecha-
nism for clearing AB. Lipid lipoprotein-related 
proteins (LRP) are also reduced in T2DM with 
the effect of impeding the clearance of AB 
(Bordier et  al., 2014; Claessens et  al., 2016; 
Luchsinger, 2012).

Hypertension, on the other hand, is a highly 
prevalent risk factor for dementia and stroke 
both in the U.S. and globally (Forouzanfar et al., 
2017; Nwankwo, Yoon, Burt, & Gu, 2013). U.S. 
Latinos are typically reported to have hyperten-
sion rates on par with non-Hispanic Whites, 
though U.S. Caribbean Latinos have been found 
to have elevated blood pressure relative  than 
Whites or other U.S. Latino populations (Fei 
et al., 2017; Pabon-Nau et al., 2010). Low socio-
economic status and degree of acculturation to 
the U.S. society, in addition to metabolic comor-
bidities, are variables that increase the risk pro-

file of cardiovascular morbidity such as 
hypertension among Latinos (Daviglus et  al., 
2012; Vega et al., 2009).

Hypertension is considered to be a risk factor 
for VaD and AD (Obisesan, 2009; Tzourio, 
2007). Chronic hypertension is most consis-
tently implicated in frontal and subcortical 
symptoms of late-life cognitive impairment and 
dementia, including deficits in attention, slowed 
speed of processing, and executive dysfunction 
(Matthews & Richter, 2003; O’Brien et  al., 
2003; Obisesan, 2009). Hypertension is thought 
to cause cognitive decline through microvascu-
lar changes, affecting both white and gray mat-
ter in the brain, due to reductions in blood flow 
and subsequent deprivation of oxygen and nutri-
ents over time. Such circulatory changes are 
considered to be part of normal aging but may 
be accelerated with chronic hypertension 
(Gąsecki, Kwarciany, Nyka, & Narkiewicz, 
2013). White matter changes are typically 
detected as white matter hyperintensities 
(WMH) on medical diagnostic imaging, with 
the frontal lobes being particularly vulnerable 
even over relatively short time frames (i.e., 
1  year; Raz et  al., 2012). Gray matter regions 
that appear particularly sensitive to hyperten-
sion in combination with advanced age include 
the prefrontal cortex, the hippocampus, and the 
inferior temporal and parietal cortices (Gąsecki 
et al., 2013).

 Frontotemporal Degeneration (FTD)

Prevalence Frontotemporal degeneration (FTD) 
is a progressive dementia with two major subdi-
visions, which are behavioral or frontal variant 
FTD (bvFTD), and three language-based variants 
that are conceptualized within the category of 
primary progressive aphasias (PPA): non-fluent 
or agrammatic, semantic, and logopenic. These 
clinical presentations share pathological similari-
ties, despite diverging in their clinical presenta-
tion. Prevalence statistics for FTD in Latinos 
were not found at the time of this review. Men 
and women appear to be equivalently at risk for 
developing FTD (Onyike & Diehl-Schmid, 
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2013). FTD is characterized by presenile onset, 
with 75–80% of cases occurring before the age of 
65 (Rabinovici & Miller, 2010).

Genetics Family history and autosomal domi-
nant cases in FTD are relatively common 
(McKhann, 2001). Although research is ongoing 
as to the genetic etiology, mutations on chromo-
somes 1, 3, 9, 16, and 17 and TDP-43 have been 
noted (McKhann et al., 2011; Neary et al., 1998; 
Rabinovici & Miller, 2010). The chromosome 17 
mutation, which regards the microtubule-associ-
ated protein tau (MAPT) of the chromosome, is 
accompanied by earlier onset of symptoms and a 
tendency toward more symmetric temporal lobe 
atrophy. Additionally, the progranulin (GRN) 
gene mutations on chromosome 17 have been 
implicated with both social-behavioral and lan-
guage impairments (e.g., anomia, word compre-
hension difficulty) in FTD and are implicated in 
Alzheimer’s disease among other dementias 
(Gorno-Tempini et al., 2011). The chromosome 9 
mutation is implicated in inherited behavioral 
variant frontotemporal dementia, which may be 
combined with motor neuron disease, and 
increases the likelihood of psychotic features.

Pathology A shared pathology has been found 
underlying both behavioral variant and PPA syn-
dromes. Pathology is categorized as either frontal 
lobe degeneration type, which comprises a non-
specific histology, or Pick type, in which astrocytic 
gliosis is exhibited (Neary et al., 1998). In the lat-
ter presentation, ballooned cells and inclusion 
bodies may or may not be present, although these 
were integral in the initial conceptualization of the 
disease (i.e., Pick disease; McKhann et al., 2001). 
FTD variants (behavioral, non-fluent, semantic, 
and logopenic) typically exhibit the tau-positive, 
ubiquitin/TDP- 43- positive FTD-type pathology, 
but amyloid- type pathology may also be found 
(Gorno-Tempini et al., 2011; Rabinovici & Miller, 
2010). Logopenic PPA is more typically found to 
have both AD- and tau-type pathologies.

The pattern of degeneration in FTD is pre-
dominantly localized in the frontal or temporal 
lobes (Gorno-Tempini et  al., 2011; Rascovsky 
et  al., 2011). In imaging-confirmed  behavioral 

variant FTD, the pathology affects the frontal 
lobes, is bilateral, and is typically symmetric. In 
non-fluent PPA, this pattern is asymmetric and 
affects the left frontotemporal lobes. More spe-
cifically, atrophy will be found within the poste-
rior fronto-insular region (e.g., inferior frontal 
gyrus, insula, premotor, and supplemental areas). 
In the semantic PPA  variant, atrophy is often 
more prevalent in the left hemisphere, though 
damage can present bilaterally with the ventral 
and lateral anterior temporal neocortex lobes 
most prominently affected. The bilateral nature 
of the lesions in the semantic variant have been 
found to correspond to cognitive deficits in both 
verbal and visual domains. Finally, in logopenic 
PPA, the atrophy is localized in the left temporo-
parietal junction of the posterior temporal, supra-
marginal, and angular gyri.

Clinical presentation The clinical profiles out-
lined in the latest consensus criteria (Gorno- 
Tempini et al., 2011; Rascovsky et al., 2011) for 
the FTD subtypes are described below. For pre-
cise diagnostic criteria, the reader is directed to 
these publications as the description herein is 
meant to provide only a general overview. As 
with other dementias, these profiles describe the 
most prominent symptoms typically at early to 
intermediate stages of the disease process.

Behavioral or frontal variant FTD is distin-
guished by an alteration is social or personal con-
duct which is prominent in the early stages of the 
disease when clinical signs are first present. 
Individuals may exhibit inappropriate or impul-
sive behaviors (e.g., swearing, angry outbursts, 
stealing) and display avolitional and apathetic 
tendencies (Rascovsky et al., 2011). Perseverative 
behaviors are also common (e.g., repetitive 
movements, stereotypy of speech), as is hyper-
orality and overeating. Neuropsychologically, 
patients present with a dysexecutive pattern of 
impairment in areas of attention, reasoning, and 
problem-solving, with relative sparing of mem-
ory, language, and visuospatial functioning. 
Memory impairments that do occur on neuropsy-
chological testing are most often attributed to 
frontal dysfunction and are characterized by dif-
ficulty with encoding and retrieval. Patients who 
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exhibit a more disinhibited and active presenta-
tion, rather than inactive and avolitional, may 
demonstrate less executive impairment, although 
they will likely be impaired in measures of selec-
tive attention (Neary et al., 1998).

The cognitive profile in non-fluent or agram-
matic PPA is characterized as agrammatism and 
apraxia of speech (Gorno-Tempini et al., 2011). 
Speech is effortful, halting, and with notable 
word-finding difficulties. Additional impairment 
may occur for comprehension when the content 
has complex syntax structure. Phonological and 
grammatical errors are often  present in speech, 
and difficulties with reading and writing may 
occur. Word comprehension and object knowl-
edge are intact. Impairment in other cognitive 
domains is absent, though behavioral changes 
may occur in later stages. In semantic variant 
PPA, the primary cognitive deficits are in word 
comprehension and confrontation naming. 
Patients may also exhibit impaired object knowl-
edge, especially for infrequent or unfamiliar 
items, and surface dyslexia or dysgraphia. 
Repetition and speech production are intact. In 
logopenic PPA, the hallmark clinical feature is 
impaired single-word retrieval and repetition. 
Patients may also exhibit phonemic paraphasias, 
that is, substitutions with a nonword that sounds 
similar.

 Lewy Body Dementias

Prevalence Lewy body dementias, under which 
are grouped dementia with Lewy bodies (DLB) 
and Parkinson’s disease dementia (PDD), repre-
sent a neurodegenerative disease class character-
ized by abnormal Lewy body formation (McKeith 
et al., 2017; Walker, Possin, Boeve, & Aarsland, 
2015). The pathological process in Lewy body 
dementias is the pathological aggregation and 
accumulation of alpha-synuclein protein within 
neurons. The outcome of this process are Lewy 
bodies, also called inclusion bodies, which can 
be found either cortically or subcortically, includ-
ing in the brain stem. DLB and PDD are increas-
ingly considered synonymous synucleinopathies 
with overlapping clinical and pathological crite-

ria (McKeith et al., 2017). Similar to FTD, preva-
lence statistics of LBD for Latinos were not 
available at the time of this review. Men have an 
increased risk for developing LBD (Savica et al., 
2014). The age of onset in DLB is typically 
50 years and older, and in PDD the typical range 
begins after 75  years of age (Vasconcellos & 
Pereira, 2015).

Genetics Lewy body dementias are typically 
sporadic, although an autosomal dominant pat-
tern can occur in rare cases with mutations in 
SNCA and LRRK2 (Walker et al., 2015). A study 
by Nervi et al. (2011) found DLB and core clini-
cal features to aggregate in families in their sib-
ling study of the U.S. Caribbean Latino families. 
The genetic bases for Lewy body dementias over-
all are poorly understood, though several genes 
are implicated (McKeith et al., 2017; Vasconcellos 
& Pereira, 2015). These include mutations of the 
alpha-synuclein (SNCA) and glucocerebrosidase 
(GBA) genes, the latter of which is somewhat 
overrepresented in these patients. Biomarkers 
typically associated with other dementias are rec-
ommended as part of the diagnostic process in 
Lewy body dementias as well, in particular 
amyloid-β and tau. This is both because of the 
commonly shared pathology with Lewy body 
dementias and other dementias, and also due to 
the high occurrence of misdiagnoses (e.g., with 
Alzheimer’s disease or frontotemporal dementias; 
McKeith et al., 2005, 2017; Walker et al., 2015).

Pathology The current international criteria 
(McKeith et  al., 2017) outlines the available 
biomarkers tests to assist in the diagnosis of 
DLB and PDD. Direct biomarkers of Lewy bod-
ies are not available, but several procedures can 
yield highly predictive results. These biomark-
ers include reduced dopamine active transporter 
(DAT) uptake in the basal ganglia or reduced 
uptake on single-photon emission computed 
tomography (SPECT) or positron emission 
tomographic (PET) scan, reduced uptake on 
metaiodobenzylguanidine (MIBG) myocardial 
scintigraphy, and findings congruent with rapid 
eye movement (REM) sleep behavior disorder 
on polysomnography. Supportive biomarkers 
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include absent medial temporal lobe atrophy on 
structural imaging such as computerized axial 
tomography (CAT) or magnetic resonance 
imaging (MRI), which will help to rule out the 
typical differential of Alzheimer’s disease; 
occipital hypometabolism and preserved poste-
rior or midcingulate metabolism on SPECT 
and/or PET scan, which relate to visual cortex 
pathology and will help to rule out tauopathy; 
and electroencephalogram (EEG) results that 
indicate a pre-alpha-dominant frequency.

Clinical presentation Clinically, DLB and 
PDD share many clinical features, with the main 
distinction being made in temporal course: in 
PDD, parkinsonism precedes cognitive symp-
toms by at least a year (Walker et al., 2015). Due 
to this overlap, we will include the latest interna-
tional consensus criteria for DLB (McKeith et al., 
2017), though the reader is reminded that PDD is 
largely represented in this description.

The essential clinical features in the diagnosis 
of DLB is cognitive impairment, for which the 
typical neuropsychological profile shows promi-
nent attentional, dysexecutive, and visual pro-
cessing deficits. Memory and object naming are 
likely to be spared earlier in the disease process. 
If this essential clinical feature has been met, 
patients are diagnosed with probable DLB if they 
meet two or more core clinical features, whether 
or not biomarkers are present, or if they have at 
least one clinical feature with one or more indica-
tive biomarker. Possible DLB is diagnosed in the 
presence of either one of the core clinical features 
only, or one or more indicative biomarkers in the 
absence of core clinical features.

The core clinical features include fluctuation 
in attention and arousal. This resembles delirium 
and can include episodes of disorientation, vari-
able or lapsing attention, incoherent speech, or 
altered consciousness. Patients may be drowsy or 
lethargic during the day. Visual hallucinations are 
the second core clinical feature, which occur in 
up to 80% of patients (McKeith et  al., 2017). 
These are well formed and typically feature ani-
mals, or people of short stature. Patients may not 
find the hallucinations to be disturbing, and in the 
earlier stages they are more able to distinguish 

them from reality. The next core feature is spon-
taneous parkinsonism. The final core clinical fea-
ture is REM sleep behavior disorder, in which 
atonia is lacking during the REM sleep phase 
causing the patient to “act out” dreams. This is 
usually ascertained by soliciting the account of a 
bed partner or questioning the patient if upon 
waking they have found that their position in the 
bed changes notably, bed linens or nearby objects 
are in disarray.

Severe neuroleptic sensitivity to antipsychotic 
medication is now considered a supportive clini-
cal feature since the 2005 criteria was published 
(McKeith et  al., 2017). This category includes 
symptoms that are commonly occurring in DLB 
but lack specificity. The motor and cognitive 
symptoms of patients with Lewy body disease 
can be exacerbated when prescribed antipsychot-
ics, such as for the commonly occurring visual 
hallucinations (Aarsland et  al., 2005). More 
recently, though, D2 receptor blocking antipsy-
chotics have become less prescribed, which has 
reduced the prevalence of this clinical sign 
(Walker et  al., 2015). Other supportive clinical 
features include alterations and sleep patterns 
(hypersomnia), hyposmia (i.e., reduced olfactory 
ability), and episodes of nonresponsiveness 
resembling syncope.

Summary Latinos are a diverse, large minority 
population within the U.S. with unique trends in 
dementia and medical comorbidities. In particu-
lar, a higher rate of metabolic and vascular disor-
ders places Latinos at a greater risk for 
cerebrovascular burden, which in turn is likely 
to  influence the prevalence of Alzheimer’s dis-
ease and vascular dementia in particular. 
Continued research is necessary to further under-
stand the specific genetic contributors of popula-
tions originating from Latin America in regard to 
dementia prevalence and course, as well as medi-
cal comorbidities. Important differences in 
social/cultural and biological variables exist 
between particular subgroups of Latinos, with the 
major divisions considered in the literature being 
between Latinos of Mexican or Caribbean origin. 
Socioeconomic variables such as poverty, access 
to quality healthcare, educational history, immi-
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gration history, English-language acquisition, 
and acculturation to the U.S. society are also 
important considerations in clinical practice 
when working with elderly Latinos in the context 
of neurodegenerative diseases  and medical 
comorbidities.

References

Aarsland, D., Perry, R., Larsen, J.  P., McKeith, I.  G., 
O’Brien, J. T., Perry, E. K., … Ballard, C. G. (2005). 
Neuroleptic sensitivity in Parkinson’s disease and 
parkinsonian dementias. The Journal of Clinical 
Psychiatry, 66(5), 633–637.

Alhola, P., & Polo-Kantola, P. (2007). Sleep deprivation: 
Impact on cognitive performance. Neuropsychiatric 
Disease and Treatment, 3(5), 553–567.

Allen, L.  H. (2008). Causes of vitamin B12 and folate 
deficiency. Food and Nutrition Bulletin, 29(2 Suppl), 
S20–S34; discussion S35–37. https://doi.org/10.1177/
15648265080292S105

Allen, L.  H. (2009). How common is vitamin B-12 
deficiency? The American Journal of Clinical 
Nutrition, 89(2), 693S–696S. https://doi.org/10.3945/
ajcn.2008.26947A

Alvarez, J., Jason, L. A., Olson, B. D., Ferrari, J. R., & 
Davis, M. I. (2007). Substance abuse prevalence and 
treatment among Latinos and Latinas. Journal of 
Ethnicity in Substance Abuse, 6(2), 115–141.

Alzheimer’s Association. (2016). 2016 Alzheimer’s dis-
ease facts and figures. Alzheimer’s & Dementia: 
The Journal of the Alzheimer’s Association, 12(4), 
459–509.

Barnes, D.  E., & Yaffe, K. (2011). The projected effect 
of risk factor reduction on Alzheimer’s disease preva-
lence. The Lancet. Neurology, 10(9), 819–828. https://
doi.org/10.1016/S1474-4422(11)70072-2

Bégin, M.  E., Langlois, M.  F., Lorrain, D., & 
Cunnane, S. C. (2008). Thyroid function and cog-
nition during aging. Current Gerontology and 
Geriatrics Research, 2008, 1–11. https://doi.org/ 
10.1155/2008/474868

Bernardin, F., Maheut-Bosser, A., & Paille, F. (2014). 
Cognitive impairments in alcohol- dependent subjects. 
Frontiers in Psychiatry, 5. https://doi.org/10.3389/
fpsyt.2014.00078

Blessman, D.  J. (2008). Chronic hepatitis C in the 
Hispanic/Latino population living in the United States: 
A literature review. Gastroenterology Nursing: The 
Official Journal of the Society of Gastroenterology 
Nurses and Associates, 31(1), 17–25. https://doi.
org/10.1097/01.SGA.0000310931.64854.5f

Bordier, L., Doucet, J., Boudet, J., & Bauduceau, B. (2014). 
Update on cognitive decline and dementia in elderly 
patients with diabetes. Diabetes & Metabolism, 40(5), 
331–337. https://doi.org/10.1016/j.diabet.2014.02.002

Campos, M., Edland, S.  D., & Peavy, G.  M. (2013). 
Exploratory study of apolipoprotein E ε4 genotype 
and risk of Alzheimer’s disease in Mexican Hispanics. 
Journal of the American Geriatrics Society, 61(6), 
1038–1040. https://doi.org/10.1111/jgs.12292

Centers for Disease Control and Prevention [CDC]. 
(2016). HIV among people aged 50 and over. Retrieved 
from https://www.cdc.gov/hiv/group/age/olderameri-
cans/index.html

Centers for Disease Control and Prevention [CDC]. 
(2017). HIV among Latinos. Retrieved from https://
www.cdc.gov/hiv/group/racialethnic/hispaniclatinos/
index.html

Chavez-Dueñas, N.  Y., Adames, H.  Y., & Organista, 
K.  C. (2014). Skin-color prejudice and within- 
group racial discrimination: Historical and current 
impact on Latino/a populations. Hispanic Journal 
of Behavioral Sciences, 36(1), 3–26. https://doi.
org/10.1177/0739986313511306

Chin, A. L., Negash, S., & Hamilton, R. (2011). Diversity 
and disparity in dementia: The impact of ethnoracial 
differences in Alzheimer’s disease. Alzheimer Disease 
& Associated Disorders, 25(3), 187–195. https://doi.
org/10.1097/WAD.0b013e318211c6c9

Claessens, D., Geijselaers, S. L. C., & Sep, S. J. S. (2016). 
Glycaemia, cognition, and type 2 diabetes. MaRBLe, 
2(0). Retrieved from http://openjournals.maastrich-
tuniversity.nl/Marble/article/view/296

Clark, C.  M., DeCarli, C., Mungas, D., Chui, H.  I., 
Higdon, R., Nuñez, J., … van Belle, G. (2005). Earlier 
onset of Alzheimer disease symptoms in latino indi-
viduals compared with anglo individuals. Archives of 
Neurology, 62(5), 774–778. https://doi.org/10.1001/
archneur.62.5.774

Clark, H., Surendera Babu, A., Harris, S., & Hardnett, 
F. (2015). HIV-related mortality among adults (≥18 
years) of various Hispanic or Latino subgroups—
United States, 2006–2010. Journal of Racial and 
Ethnic Health Disparities, 2(1), 53–61. https://doi.
org/10.1007/s40615-014-0047-x

Cohen, R.  A., Boland, R., Paul, R., Tashima, K.  T., 
Schoenbaum, E. E., Celentano, D. D., … Carpenter, 
C. C. (2001). Neurocognitive performance enhanced 
by highly active antiretroviral therapy in HIV-infected 
women. AIDS (London, England), 15(3), 341–345.

Cox, D.  J., Kovatchev, B.  P., Gonder-Frederick, L.  A., 
Summers, K. H., McCall, A., Grimm, K. J., & Clarke, 
W.  L. (2005). Relationships between hyperglycemia 
and cognitive performance among adults with type 1 
and type 2 diabetes. Diabetes Care, 28(1), 71–77.

Crimmins, E. M., Kim, J. K., Alley, D. E., Karlamangla, 
A., & Seeman, T. (2007). Hispanic paradox in bio-
logical risk profiles. American Journal of Public 
Health, 97(7), 1305–1310. https://doi.org/10.2105/
AJPH.2006.091892

Cummins, C. A., Erlyana, E., Fisher, D. G., & Reynolds, 
G. L. (2015). Hepatitis C infection among Hispanics 
in California. Journal of Addictive Diseases, 34(4), 
263–273. https://doi.org/10.1080/10550887.2015.10
74500

4 Treating Medical Comorbidities Associated with Dementia Among Latinos

https://doi.org/10.1177/15648265080292S105
https://doi.org/10.1177/15648265080292S105
https://doi.org/10.3945/ajcn.2008.26947A
https://doi.org/10.3945/ajcn.2008.26947A
https://doi.org/10.1016/S1474-4422(11)70072-2
https://doi.org/10.1016/S1474-4422(11)70072-2
https://doi.org/10.1155/2008/474868
https://doi.org/10.1155/2008/474868
https://doi.org/10.3389/fpsyt.2014.00078
https://doi.org/10.3389/fpsyt.2014.00078
https://doi.org/10.1097/01.SGA.0000310931.64854.5f
https://doi.org/10.1097/01.SGA.0000310931.64854.5f
https://doi.org/10.1016/j.diabet.2014.02.002
https://doi.org/10.1111/jgs.12292
https://www.cdc.gov/hiv/group/age/olderamericans/index.html
https://www.cdc.gov/hiv/group/age/olderamericans/index.html
https://www.cdc.gov/hiv/group/racialethnic/hispaniclatinos/index.html
https://www.cdc.gov/hiv/group/racialethnic/hispaniclatinos/index.html
https://www.cdc.gov/hiv/group/racialethnic/hispaniclatinos/index.html
https://doi.org/10.1177/0739986313511306
https://doi.org/10.1177/0739986313511306
https://doi.org/10.1097/WAD.0b013e318211c6c9
https://doi.org/10.1097/WAD.0b013e318211c6c9
http://openjournals.maastrichtuniversity.nl/Marble/article/view/296
http://openjournals.maastrichtuniversity.nl/Marble/article/view/296
https://doi.org/10.1001/archneur.62.5.774
https://doi.org/10.1001/archneur.62.5.774
https://doi.org/10.1007/s40615-014-0047-x
https://doi.org/10.1007/s40615-014-0047-x
https://doi.org/10.2105/AJPH.2006.091892
https://doi.org/10.2105/AJPH.2006.091892
https://doi.org/10.1080/10550887.2015.1074500
https://doi.org/10.1080/10550887.2015.1074500


84

Cysique, L.  A. J., Maruff, P., & Brew, B.  J. (2006). 
Variable benefit in neuropsychological function in 
HIV-infected HAART-treated patients. Neurology, 
66(9), 1447–1450. https://doi.org/10.1212/01.
wnl.0000210477.63851.d3

Daviglus, M.  L., Talavera, G.  A., Avilés-Santa, M.  L., 
Allison, M., Cai, J., Criqui, M.  H., … Stamler, 
J.  (2012). Prevalence of major cardiovascular risk 
factors and cardiovascular diseases among Hispanic/
Latino individuals of diverse backgrounds in the 
United States. JAMA, 308(17), 1775–1784. https://doi.
org/10.1001/jama.2012.14517

Davis, J.  D., & Tremont, G. (2007). Neuropsychiatric 
aspects of hypothyroidism and treatment reversibility. 
Minerva Endocrinologica, 32(1), 49–65.

de Benoist, B. (2008). Conclusions of a WHO tech-
nical consultation on folate and vitamin B12 defi-
ciencies. Food and Nutrition Bulletin, 29(2 Suppl), 
S238–S244. https://doi.org/10.1177/15648265080
292S129

Deramecourt, V., Slade, J. Y., Oakley, A. E., Perry, R. H., 
Ince, P. G., Maurage, C.-A., & Kalaria, R. N. (2012). 
Staging and natural history of cerebrovascular pathol-
ogy in dementia. Neurology, 78(14), 1043–1050. 
https://doi.org/10.1212/WNL.0b013e31824e8e7f

Doets, E.  L., van Wijngaarden, J.  P., Szczecińska, A., 
Dullemeijer, C., Souverein, O. W., Dhonukshe-Rutten, 
R. A. M., … de Groot, L. C. P. G. M. (2013). Vitamin 
B12 intake and status and cognitive function in elderly 
people. Epidemiologic Reviews, 35, 2–21. https://doi.
org/10.1093/epirev/mxs003

Dugbartey, A.  T. (1998). Neurocognitive aspects of 
hypothyroidism. Archives of Internal Medicine, 
158(13), 1413–1418. https://doi.org/10.1001/
archinte.158.13.1413

Ejaz, S. M., Khawaja, I. S., Bhatia, S., & Hurwitz, T. D. 
(2011). Obstructive sleep apnea and depression. 
Innovations in Clinical Neuroscience, 8(8), 17–25.

Etgen, T., Sander, D., Bickel, H., & Förstl, H. (2011). 
Mild cognitive impairment and dementia: The 
importance of modifiable risk factors. Deutsches 
Arzteblatt International, 108(44), 743–750. https://
doi.org/10.3238/arztebl.2011.0743

Farrer, L. A., Cupples, L. A., Haines, J. L., Hyman, B., 
Kukull, W.  A., Mayeux, R., … van Duijn, C.  M. 
(1997). Effects of age, sex, and ethnicity on the 
association between apolipoprotein E genotype and 
Alzheimer disease. A meta-analysis. APOE and 
Alzheimer Disease Meta Analysis Consortium. JAMA, 
278(16), 1349–1356.

Fei, K., Rodriguez-Lopez, J.  S., Ramos, M., Islam, N., 
Trinh-Shevrin, C., Yi, S. S., … Thorpe, L. E. (2017). 
Racial and ethnic subgroup disparities in hyperten-
sion prevalence, New York City health and nutrition 
examination survey, 2013–2014. Preventing Chronic 
Disease, 14. https://doi.org/10.5888/pcd14.160478

Fitten, L.  J., Ortiz, F., Fairbanks, L., Bartzokis, G., Lu, 
P., Klein, E., … Ringman, J.  (2014). Younger age of 
dementia diagnosis in a Hispanic population in south-

ern California. International Journal of Geriatric 
Psychiatry, 29(6), 586–593. https://doi.org/10.1002/
gps.4040

Fitten, L.  J., Ortiz, F., & Pontón, M. (2001). Frequency 
of Alzheimer’s disease and other dementias in a com-
munity outreach sample of Hispanics. Journal of the 
American Geriatrics Society, 49(10), 1301–1308.

Forouzanfar, M. H., Liu, P., Roth, G. A., Ng, M., Biryukov, 
S., Marczak, L., … Murray, C.  J. L. (2017). Global 
burden of hypertension and systolic blood pressure of 
at least 110 to 115 mm Hg, 1990–2015. JAMA, 317(2), 
165–182. https://doi.org/10.1001/jama.2016.19043

Franciscus, A. (2014). Hepatitis C and U.S.  Hispanics. 
Retrieved from https://npin.cdc.gov/publication/
hcsp-fact-sheet-hepatitis-c-and-us-hispanics

Gan, E. H., & Pearce, S. H. S. (2012). Clinical review: 
The thyroid in mind: Cognitive function and low 
thyrotropin in older people. The Journal of Clinical 
Endocrinology and Metabolism, 97(10), 3438–3449. 
https://doi.org/10.1210/jc.2012-2284

Ganguli, M. (2009). Depression, cognitive impairment 
and dementia: Why should clinicians care about 
the web of causation? Indian Journal of Psychiatry, 
51(Suppl 1), S29–S34.

Garrod, M. G., Green, R., Allen, L. H., Mungas, D. M., 
Jagust, W.  J., Haan, M.  N., & Miller, J.  W. (2008). 
Fraction of total plasma vitamin B12 bound to trans-
cobalamin correlates with cognitive function in 
elderly Latinos with depressive symptoms. Clinical 
Chemistry, 54(7), 1210–1217. https://doi.org/10.1373/
clinchem.2007.102632

Gąsecki, D., Kwarciany, M., Nyka, W., & Narkiewicz, 
K. (2013). Hypertension, brain damage and cogni-
tive decline. Current Hypertension Reports, 15(6), 
547–558. https://doi.org/10.1007/s11906-013-0398-4

González, H.  M., Haan, M.  N., & Hinton, L. (2001). 
Acculturation and the prevalence of depression in 
older Mexican Americans: Baseline results of the 
Sacramento Area Latino Study on Aging. Journal of 
the American Geriatrics Society, 49(7), 948–953.

González-Rodríguez, L.  A., Felici-Giovanini, M.  E., & 
Haddock, L. (2013). Thyroid dysfunction in an adult 
female population: A population-based study of Latin 
American Vertebral Osteoporosis Study (LAVOS)  - 
Puerto Rico site. Puerto Rico Health Sciences Journal, 
32(2), 57–62.

Gorelick, P.  B., Scuteri, A., Black, S.  E., Decarli, C., 
Greenberg, S.  M., Iadecola, C., … American Heart 
Association Stroke Council, Council on Epidemiology 
and Prevention, Council on Cardiovascular 
Nursing, Council on Cardiovascular Radiology 
and Intervention, and Council on Cardiovascular 
Surgery and Anesthesia. (2011). Vascular contribu-
tions to cognitive impairment and dementia: A state-
ment for healthcare professionals from the american 
heart association/american stroke association. 
Stroke, 42(9), 2672–2713. https://doi.org/10.1161/
STR.0b013e3182299496

S. C. Gable and M. K. O’Connor

https://doi.org/10.1212/01.wnl.0000210477.63851.d3
https://doi.org/10.1212/01.wnl.0000210477.63851.d3
https://doi.org/10.1001/jama.2012.14517
https://doi.org/10.1001/jama.2012.14517
https://doi.org/10.1177/15648265080292S129
https://doi.org/10.1177/15648265080292S129
https://doi.org/10.1212/WNL.0b013e31824e8e7f
https://doi.org/10.1093/epirev/mxs003
https://doi.org/10.1093/epirev/mxs003
https://doi.org/10.1001/archinte.158.13.1413
https://doi.org/10.1001/archinte.158.13.1413
https://doi.org/10.3238/arztebl.2011.0743
https://doi.org/10.3238/arztebl.2011.0743
https://doi.org/10.5888/pcd14.160478
https://doi.org/10.1002/gps.4040
https://doi.org/10.1002/gps.4040
https://doi.org/10.1001/jama.2016.19043
https://npin.cdc.gov/publication/hcsp-fact-sheet-hepatitis-c-and-us-hispanics
https://npin.cdc.gov/publication/hcsp-fact-sheet-hepatitis-c-and-us-hispanics
https://doi.org/10.1210/jc.2012-2284
https://doi.org/10.1373/clinchem.2007.102632
https://doi.org/10.1373/clinchem.2007.102632
https://doi.org/10.1007/s11906-013-0398-4
https://doi.org/10.1161/STR.0b013e3182299496
https://doi.org/10.1161/STR.0b013e3182299496


85

Gorno-Tempini, M.  L., Hillis, A.  E., Weintraub, S., 
Kertesz, A., Mendez, M., Cappa, S. F., … Grossman, 
M. (2011). Classification of primary progressive apha-
sia and its variants. Neurology, 76(11), 1006–1014. 
https://doi.org/10.1212/WNL.0b013e31821103e6

Griswold, K. S., Del Regno, P. A., & Berger, R. C. (2015). 
Recognition and differential diagnosis of psychosis 
in primary care. American Family Physician, 91(12), 
856–863.

Gurland, B.  J., Wilder, D.  E., Lantigua, R., Stern, Y., 
Chen, J., Killeffer, E. H., & Mayeux, R. (1999). Rates 
of dementia in three ethnoracial groups. International 
Journal of Geriatric Psychiatry, 14(6), 481–493.

Haan, M. N., Miller, J. W., Aiello, A. E., Whitmer, R. A., 
Jagust, W.  J., Mungas, D.  M., … Green, R. (2007). 
Homocysteine, B vitamins, and the incidence of 
dementia and cognitive impairment: Results from 
the Sacramento Area Latino Study on Aging. The 
American Journal of Clinical Nutrition, 85(2), 
511–517.

Haan, M.  N., Mungas, D.  M., Gonzalez, H.  M., 
Ortiz, T.  A., Acharya, A., & Jagust, W.  J. (2003). 
Prevalence of dementia in older latinos: The influ-
ence of type 2 diabetes mellitus, stroke and genetic 
factors. Journal of the American Geriatrics Society, 
51(2), 169–177.

Hardy, D. J., & Vance, D. E. (2009). The neuropsychol-
ogy of HIV/AIDS in older adults. Neuropsychology 
Review, 19(2), 263–272. https://doi.org/10.1007/
s11065-009-9087-0

Heaton, R. K., Ryan, L., & Grant, I. (2009). Demographic 
influences and use of demographically corrected 
norms in neuropsychological assessment. In I. Grant 
& K.  M. Adams (Eds.), Neuropsychological assess-
ment of neuropsychiatric and neuromedical disor-
ders (3rd ed., pp. 127–157). New York, NY: Oxford 
University Press.

Heinrich, T.  W., & Grahm, G. (2003). Hypothyroidism 
presenting as psychosis: Myxedema madness revis-
ited. Primary Care Companion to The Journal of 
Clinical Psychiatry, 5(6), 260–266.

Hinds, H. E., Johnson, A. A., Webb, M. C., & Graham, 
A.  P. (2011). Iron, folate, and vitamin B12 status 
in the elderly by gender and ethnicity. Journal of 
the National Medical Association, 103(9–10), 
870–877.

Hinton, C.  F., Harris, K.  B., Borgfeld, L., Drummond- 
Borg, M., Eaton, R., Lorey, F., … Pass, K. A. (2010). 
Trends in incidence rates of congenital hypothy-
roidism related to select demographic factors: Data 
from the United States, California, Massachusetts, 
New York, and Texas. Pediatrics, 125(Supplement 2), 
S37–S47. https://doi.org/10.1542/peds.2009-1975D

Horowitz, C.  R., Colson, K.  A., Herbert, P.  L., & 
Lancaster, K. (2004). Barriers to buying healthy foods 
for people with diabetes: Evidence of environmental 
disparities. American Journal of Public Health, 94(9), 
1549–1554. https://doi.org/10.2105/ajph.94.9.1549

Huckans, M., Seelye, A., Parcel, T., Mull, L., Woodhouse, 
J., Bjornson, D., … Hauser, P. (2009). The cognitive 
effects of hepatitis C in the presence and absence of 
a history of substance use disorder. Journal of the 
International Neuropsychological Society, 15(01), 69. 
https://doi.org/10.1017/S1355617708090085

Iadecola, C. (2013). The pathobiology of vascular demen-
tia. Neuron, 80(4), 844–866. https://doi.org/10.1016/j.
neuron.2013.10.008

Irwin, J., & Terrault, N. (2008). Cognitive impair-
ment in hepatitis C patients on antiviral therapy. 
Gastroenterology & Hepatology, 4(1), 65–67.

Jack, C. R., Knopman, D. S., Jagust, W. J., Shaw, L. M., 
Aisen, P.  S., Weiner, M.  W., … Trojanowski, J.  Q. 
(2010). Hypothetical model of dynamic biomarkers 
of the Alzheimer’s pathological cascade. The Lancet. 
Neurology, 9(1), 119–128. https://doi.org/10.1016/
S1474-4422(09)70299-6

Joutel, A., Corpechot, C., Ducros, A., Vahedi, K., 
Chabriat, H., Mouton, P., … Tournier-Lasserve, E. 
(1996). Notch3 mutations in CADASIL, a heredi-
tary adult-onset condition causing stroke and 
dementia. Nature, 383(6602), 707–710. https://doi.
org/10.1038/383707a0

Kang, H., Zhao, F., You, L., Giorgetta, C., Venkatesh, D., 
Sarkhel, S., & Prakash, R. (2014). Pseudo- demen-
tia: A neuropsychological review. Annals of Indian 
Academy of Neurology, 17(2), 147–154. https://doi.
org/10.4103/0972-2327.132613

Kirk, J. K., Passmore, L. V., Bell, R. A., Narayan, K. M. 
V., D’Agostino, R. B., Arcury, T. A., & Quandt, S. A. 
(2008). Disparities in A1C levels between Hispanic 
and non-Hispanic white adults with diabetes: A meta- 
analysis. Diabetes Care, 31(2), 240–246. https://doi.
org/10.2337/dc07-0382

Kodl, C. T., & Seaquist, E. R. (2008). Cognitive dysfunc-
tion and diabetes mellitus. Endocrine Reviews, 29(4), 
494–511. https://doi.org/10.1210/er.2007-0034

Kopelman, M. D. (2015). What does a comparison of the 
alcoholic Korsakoff syndrome and thalamic infarc-
tion tell us about thalamic amnesia? Neuroscience 
& Biobehavioral Reviews, 54, 46–56. https://doi.
org/10.1016/j.neubiorev.2014.08.014

Kuniholm, M.  H., Jung, M., Everhart, J.  E., Cotler, S., 
Heiss, G., McQuillan, G., … Ho, G.  Y. F. (2014). 
Prevalence of hepatitis C virus infection in US 
Hispanic/Latino adults: Results from the NHANES 
2007-2010 and HCHS/SOL studies. The Journal of 
Infectious Diseases, 209(10), 1585–1590. https://doi.
org/10.1093/infdis/jit672

Kwan, L. L., Bermudez, O.  I., & Tucker, K. L. (2002). 
Low vitamin B-12 intake and status are more preva-
lent in Hispanic older adults of Caribbean origin than 
in neighborhood- matched non-Hispanic whites. The 
Journal of Nutrition, 132(7), 2059–2064.

Lezak, M. D., Howieson, D. B., Bigler, E. D., & Tranel, 
D. (2012). Neuropsychological assessment (5th ed.). 
New York, NY: Oxford University Press.

4 Treating Medical Comorbidities Associated with Dementia Among Latinos

https://doi.org/10.1212/WNL.0b013e31821103e6
https://doi.org/10.1007/s11065-009-9087-0
https://doi.org/10.1007/s11065-009-9087-0
https://doi.org/10.1542/peds.2009-1975D
https://doi.org/10.2105/ajph.94.9.1549
https://doi.org/10.1017/S1355617708090085
https://doi.org/10.1016/j.neuron.2013.10.008
https://doi.org/10.1016/j.neuron.2013.10.008
https://doi.org/10.1016/S1474-4422(09)70299-6
https://doi.org/10.1016/S1474-4422(09)70299-6
https://doi.org/10.1038/383707a0
https://doi.org/10.1038/383707a0
https://doi.org/10.4103/0972-2327.132613
https://doi.org/10.4103/0972-2327.132613
https://doi.org/10.2337/dc07-0382
https://doi.org/10.2337/dc07-0382
https://doi.org/10.1210/er.2007-0034
https://doi.org/10.1016/j.neubiorev.2014.08.014
https://doi.org/10.1016/j.neubiorev.2014.08.014
https://doi.org/10.1093/infdis/jit672
https://doi.org/10.1093/infdis/jit672


86

Lin, K.-H., Lin, H.-Z., Lin, Y.-P., Meng, F.-C., Lin, F., 
Wu, H.-T., & Lin, G.-M. (2017). Obstructive sleep 
apnea and retinal microvascular characteristics: A 
brief review. Neuropsychiatry, 7(1), 12–21. https://doi.
org/10.4172/Neuropsychiatry.1000173

Lista, S., Dubois, B., & Hampel, H. (2015). Paths to 
Alzheimer’s disease prevention: From modifiable 
risk factors to biomarker enrichment strategies. The 
Journal of Nutrition, Health & Aging, 19(2), 154–
163. https://doi.org/10.1007/s12603-014-0515-3

Livney, M. G., Clark, C. M., Karlawish, J. H., Cartmell, 
S., Negrón, M., Nuñez, J., … Arnold, S.  E. (2011). 
Ethnoracial differences in the clinical characteris-
tics of Alzheimer’s disease at initial presentation at 
an urban Alzheimer’s disease center. The American 
Journal of Geriatric Psychiatry, 19(5), 430–439. 
https://doi.org/10.1097/JGP.0b013e3181f7d881

Lora, C.  M., Daviglus, M.  L., Kusek, J.  W., Porter, 
A., Ricardo, A.  C., Go, A.  S., & Lash, J.  P. (2009). 
Chronic kidney disease in United States Hispanics: A 
growing public health problem. Ethnicity & Disease, 
19(4), 466–472.

Loredo, J. S., Soler, X., Bardwell, W., Ancoli-Israel, S., 
Dimsdale, J. E., & Palinkas, L. A. (2010). Sleep health 
in U.S. Hispanic population. Sleep, 33(7), 996–997.

Luber, S. D., Brady, W. J., Brand, A., Young, J., Guertler, 
A. T., & Kefer, M. (1996). Acute hypoglycemia mas-
querading as head trauma: A report of four cases. The 
American Journal of Emergency Medicine, 14(6), 543–
547. https://doi.org/10.1016/S0735-6757(96)90094-7

Luchsinger, J.  A. (2012). Type 2 diabetes and cogni-
tive impairment: Linking mechanisms. Journal of 
Alzheimer’s Disease: JAD, 30(Suppl 2), S185–S198. 
https://doi.org/10.3233/JAD-2012-111433

Lustman, P.  J., & Clouse, R.  E. (2005). Depression in 
diabetic patients: The relationship between mood 
and glycemic control. Journal of Diabetes and 
its Complications, 19(2), 113–122. https://doi.
org/10.1016/j.jdiacomp.2004.01.002

Macey, P. M. (2012). Is brain injury in obstructive sleep 
apnea reversible? Sleep, 35(1), 9–10. https://doi.
org/10.5665/sleep.1572

Magreni, A., Bann, D. V., Schubart, J. R., & Goldenberg, 
D. (2015). The effects of race and ethnicity on thy-
roid cancer incidence. JAMA Otolaryngology  – 
Head & Neck Surgery, 141(4), 319–323. https://doi.
org/10.1001/jamaoto.2014.3740

Martin, P.  R., Singleton, C.  K., & Hiller-Sturmhöfel, 
S. (2003). The role of thiamine deficiency in alco-
holic brain disease. Alcohol Research & Health: The 
Journal of the National Institute on Alcohol Abuse and 
Alcoholism, 27, 134–142.

Matthews, K. D., & Richter, R. W. (2003). Binswanger’s 
disease: Its association with hypertension and obstruc-
tive sleep apnea. The Journal of the Oklahoma State 
Medical Association, 96(6), 265–268; quiz 269–270.

McCutchan, J. A., Wu, J. W., Robertson, K., Koletar, S. L., 
Ellis, R. J., Cohn, S., … Williams, P. L. (2007). HIV 
suppression by HAART preserves cognitive function 
in advanced, immune-reconstituted AIDS patients. 

AIDS, 21(9), 1109–1117. https://doi.org/10.1097/
QAD.0b013e3280ef6acd

McKeith, I. G., Boeve, B. F., Dickson, D. W., Halliday, 
G., Taylor, J.-P., Weintraub, D., … Kosaka, K. 
(2017). Diagnosis and management of dementia with 
Lewy bodies: Fourth consensus report of the DLB 
Consortium. Neurology, 89(1), 88–100. https://doi.
org/10.1212/WNL.0000000000004058

McKeith, I.  G., Dickson, D.  W., Lowe, J., Emre, M., 
O’Brien, J.  T., Feldman, H., … Consortium on 
DLB. (2005). Diagnosis and management of demen-
tia with Lewy bodies: Third report of the DLB 
Consortium. Neurology, 65(12), 1863–1872. https://
doi.org/10.1212/01.wnl.0000187889.17253.b1

McKhann, G.  M., Albert, M.  S., Grossman, M., Miller, 
B., Dickson, D., Trojanowski, J. Q., & Work Group on 
Frontotemporal Dementia and Pick’s Disease. (2001). 
Clinical and pathological diagnosis of frontotemporal 
dementia: Report of the work group on Frontotemporal 
Dementia and Pick’s Disease. Archives of Neurology, 
58(11), 1803–1809.

McKhann, G.  M., Knopman, D.  S., Chertkow, H., 
Hyman, B. T., Jack, C. R., Kawas, C. H., … Phelps, 
C.  H. (2011). The diagnosis of dementia due to 
Alzheimer’s disease: Recommendations from the 
National Institute on Aging-Alzheimer’s Association 
workgroups on diagnostic guidelines for Alzheimer’s 
disease. Alzheimer’s & Dementia: The Journal of the 
Alzheimer’s Association, 7(3), 263–269. https://doi.
org/10.1016/j.jalz.2011.03.005

McLeod, D.  S. A., Caturegli, P., Cooper, D.  S., Matos, 
P. G., & Hutfless, S. (2014). Variation in rates of auto-
immune thyroid disease by race/ethnicity in US mili-
tary personnel. JAMA, 311(15), 1563–1565. https://
doi.org/10.1001/jama.2013.285606

McNay, E.  C., & Cotero, V.  E. (2010). Mini-review: 
Impact of recurrent hypoglycemia on cognitive and 
brain function. Physiology & Behavior, 100(3), 234–
238. https://doi.org/10.1016/j.physbeh.2010.01.004

Mendez, M. F. (2012). Early-onset Alzheimer’s disease: 
Nonamnestic subtypes and type 2 AD. Archives 
of Medical Research, 43(8), 677–685. https://doi.
org/10.1016/j.arcmed.2012.11.009

Miller, J.  W., Green, R., Ramos, M.  I., Allen, L.  H., 
Mungas, D.  M., Jagust, W.  J., & Haan, M.  N. 
(2003). Homocysteine and cognitive function in 
the Sacramento Area Latino Study on Aging. The 
American Journal of Clinical Nutrition, 78(3), 
441–447.

Miller-Thomas, M. M., Sipe, A. L., Benzinger, T. L. S., 
McConathy, J., Connolly, S., & Schwetye, K. E. (2016). 
Multimodality review of amyloid-related diseases of 
the central nervous system. Radiographics, 36(4), 
1147–1163. https://doi.org/10.1148/rg.2016150172

Monaco, S., Mariotto, S., Ferrari, S., Calabrese, M., 
Zanusso, G., Gajofatto, A., … Dammacco, F. (2015). 
Hepatitis C virus-associated neurocognitive and neu-
ropsychiatric disorders: Advances in 2015. World 
Journal of Gastroenterology, 21(42), 11974–11983. 
https://doi.org/10.3748/wjg.v21.i42.11974

S. C. Gable and M. K. O’Connor

https://doi.org/10.4172/Neuropsychiatry.1000173
https://doi.org/10.4172/Neuropsychiatry.1000173
https://doi.org/10.1007/s12603-014-0515-3
https://doi.org/10.1097/JGP.0b013e3181f7d881
https://doi.org/10.1016/S0735-6757(96)90094-7
https://doi.org/10.3233/JAD-2012-111433
https://doi.org/10.1016/j.jdiacomp.2004.01.002
https://doi.org/10.1016/j.jdiacomp.2004.01.002
https://doi.org/10.5665/sleep.1572
https://doi.org/10.5665/sleep.1572
https://doi.org/10.1001/jamaoto.2014.3740
https://doi.org/10.1001/jamaoto.2014.3740
https://doi.org/10.1097/QAD.0b013e3280ef6acd
https://doi.org/10.1097/QAD.0b013e3280ef6acd
https://doi.org/10.1212/WNL.0000000000004058
https://doi.org/10.1212/WNL.0000000000004058
https://doi.org/10.1212/01.wnl.0000187889.17253.b1
https://doi.org/10.1212/01.wnl.0000187889.17253.b1
https://doi.org/10.1016/j.jalz.2011.03.005
https://doi.org/10.1016/j.jalz.2011.03.005
https://doi.org/10.1001/jama.2013.285606
https://doi.org/10.1001/jama.2013.285606
https://doi.org/10.1016/j.physbeh.2010.01.004
https://doi.org/10.1016/j.arcmed.2012.11.009
https://doi.org/10.1016/j.arcmed.2012.11.009
https://doi.org/10.1148/rg.2016150172
https://doi.org/10.3748/wjg.v21.i42.11974


87

Moreton, F. C., Razvi, S. S. M., Davidson, R., & Muir, 
K. W. (2014). Changing clinical patterns and increas-
ing prevalence in CADASIL. Acta Neurologica 
Scandinavica, 130(3), 197–203. https://doi.
org/10.1111/ane.12266

Moretti, R., Torre, P., Antonello, R.  M., Cattaruzza, T., 
Cazzato, G., & Bava, A. (2004). Vitamin B12 and 
folate depletion in cognition: A review. Neurology 
India, 52(3), 310–318.

Neary, D., Snowden, J. S., Gustafson, L., Passant, U., Stuss, 
D., Black, S., … Benson, D. F. (1998). Frontotemporal 
lobar degeneration: A consensus on clinical diagnostic 
criteria. Neurology, 51(6), 1546–1554.

Nervi, A., Reitz, C., Tang, M.-X., Santana, V., Piriz, A., 
Reyes, D., … Mayeux, R. (2011). Familial aggre-
gation of dementia with Lewy bodies. Archives of 
Neurology, 68(1), 90–93. https://doi.org/10.1001/
archneurol.2010.319

Nwankwo, T., Yoon, S.  S., Burt, V., & Gu, Q. (2013). 
Hypertension among adults in the United States: 
National Health and Nutrition Examination Survey, 
2011-2012. NCHS Data Brief, 133, 1–8.

O’Brien, J.  T., Erkinjuntti, T., Reisberg, B., Roman, 
G., Sawada, T., Pantoni, L., … DeKosky, S.  T. 
(2003). Vascular cognitive impairment. The Lancet. 
Neurology, 2(2), 89–98.

O’Brien, J.  T., & Thomas, A. (2015). Vascular demen-
tia. The Lancet, 386(10004), 1698–1706. https://doi.
org/10.1016/S0140-6736(15)00463-8

Obisesan, T. O. (2009). Hypertension and cognitive func-
tion. Clinics in Geriatric Medicine, 25(2), 259–288. 
https://doi.org/10.1016/j.cger.2009.03.002

Onyike, C. U., & Diehl-Schmid, J. (2013). The epidemiol-
ogy of frontotemporal dementia. International Review 
of Psychiatry, 25(2), 130–137. https://doi.org/10.3109
/09540261.2013.776523

Oscar-Berman, M., & Marinković, K. (2007). Alcohol: 
Effects on neurobehavioral functions and the brain. 
Neuropsychology Review, 17(3), 239–257. https://doi.
org/10.1007/s11065-007-9038-6

Pabon-Nau, L. P., Cohen, A., Meigs, J. B., & Grant, R. W. 
(2010). Hypertension and diabetes prevalence among 
U.S.  Hispanics by country of origin: The National 
Health Interview Survey 2000–2005. Journal of 
General Internal Medicine, 25(8), 847–852. https://
doi.org/10.1007/s11606-010-1335-8

Palloni, A., & Arias, E. (2004). Paradox lost: 
Explaining the hispanic adult mortality advantage. 
Demography, 41(3), 385–415. https://doi.org/10.1353/
dem.2004.0024

Parsons, T. D., Braaten, A. J., Hall, C. D., & Robertson, 
K.  R. (2006). Better quality of life with neuro-
psychological improvement on HAART. Health 
and Quality of Life Outcomes, 4, 11. https://doi.
org/10.1186/1477-7525-4-11

Rabinovici, G. D., & Miller, B. L. (2010). Frontotemporal 
lobar degeneration: Epidemiology, pathophysiology, 
diagnosis and management. CNS Drugs, 24(5), 375–398. 
https://doi.org/10.2165/11533100-000000000-00000

Rabinovici, G.  D., Seeley, W.  W., Kim, E.  J., Gorno- 
Tempini, M.  L., Rascovsky, K., Pagliaro, T.  A., … 
Rosen, H.  J. (2007). Distinct MRI atrophy patterns 
in autopsy-proven Alzheimer’s disease and fronto-
temporal lobar degeneration. American Journal of 
Alzheimer’s Disease and Other Dementias, 22(6), 
474–488. https://doi.org/10.1177/1533317507308779

Ramos, A.  R., Tarraf, W., Rundek, T., Redline, S., 
Wohlgemuth, W.  K., Loredo, J.  S., … González, 
H.  M. (2015). Obstructive sleep apnea and neuro-
cognitive function in a Hispanic/Latino population. 
Neurology, 84(4), 391–398. https://doi.org/10.1212/
WNL.0000000000001181

Ramos, M. I., Allen, L. H., Mungas, D. M., Jagust, W. J., 
Haan, M. N., Green, R., & Miller, J. W. (2005). Low 
folate status is associated with impaired cognitive 
function and dementia in the Sacramento Area Latino 
Study on Aging. The American Journal of Clinical 
Nutrition, 82(6), 1346–1352.

Rascovsky, K., Hodges, J.  R., Knopman, D., Mendez, 
M.  F., Kramer, J.  H., Neuhaus, J., … Miller, B.  L. 
(2011). Sensitivity of revised diagnostic criteria for 
the behavioural variant of frontotemporal dementia. 
Brain: A Journal of Neurology, 134(Pt 9), 2456–2477. 
https://doi.org/10.1093/brain/awr179

Raz, N., Yang, Y. Q., Rodrigue, K. M., Kennedy, K. M., 
Lindenberger, U., & Ghisletta, P. (2012). White mat-
ter deterioration in 15 months: Latent growth curve 
models in healthy adults. Neurobiology of Aging, 
33(2), 429.e1–429.e5. https://doi.org/10.1016/j.
neurobiolaging.2010.11.018

Redline, S., Sotres-Alvarez, D., Loredo, J., Hall, M., Patel, 
S. R., Ramos, A., … Daviglus, M. L. (2014). Sleep- 
disordered breathing in Hispanic/Latino individuals 
of diverse backgrounds. The Hispanic Community 
Health Study/Study of Latinos. American Journal of 
Respiratory and Critical Care Medicine, 189(3), 335–
344. https://doi.org/10.1164/rccm.201309-1735OC

Resta, F., Triggiani, V., Barile, G., Benigno, M., 
Suppressa, P., Giagulli, V.  A., … Sabbà, C. (2012). 
Subclinical hypothyroidism and cognitive dysfunc-
tion in the elderly. Endocrine, Metabolic & Immune 
Disorders Drug Targets, 12(3), 260–267.

Reynolds, E.  H. (2002). Folic acid, ageing, depres-
sion, and dementia. BMJ: British Medical Journal, 
324(7352), 1512–1515.

Ríos-Bedoya, C. F., & Freile-Salinas, D. (2014). Incidence 
of alcohol use disorders among Hispanic subgroups 
in the USA. Alcohol and Alcoholism (Oxford, 
Oxfordshire), 49(5), 549–556. https://doi.org/10.1093/
alcalc/agu032

Rivera Mindt, M., Byrd, D., Saez, P., & Manly, J. (2010). 
Increasing culturally competent neuropsychological 
services for ethnic minority populations: A call to 
action. The Clinical Neuropsychologist, 24(3), 429–
453. https://doi.org/10.1080/13854040903058960

Rizzi, L., Rosset, I., & Roriz-Cruz, M. (2014). Global 
epidemiology of dementia: Alzheimer’s and vascular 

4 Treating Medical Comorbidities Associated with Dementia Among Latinos

https://doi.org/10.1111/ane.12266
https://doi.org/10.1111/ane.12266
https://doi.org/10.1001/archneurol.2010.319
https://doi.org/10.1001/archneurol.2010.319
https://doi.org/10.1016/S0140-6736(15)00463-8
https://doi.org/10.1016/S0140-6736(15)00463-8
https://doi.org/10.1016/j.cger.2009.03.002
https://doi.org/10.3109/09540261.2013.776523
https://doi.org/10.3109/09540261.2013.776523
https://doi.org/10.1007/s11065-007-9038-6
https://doi.org/10.1007/s11065-007-9038-6
https://doi.org/10.1007/s11606-010-1335-8
https://doi.org/10.1007/s11606-010-1335-8
https://doi.org/10.1353/dem.2004.0024
https://doi.org/10.1353/dem.2004.0024
https://doi.org/10.1186/1477-7525-4-11
https://doi.org/10.1186/1477-7525-4-11
https://doi.org/10.2165/11533100-000000000-00000
https://doi.org/10.1177/1533317507308779
https://doi.org/10.1212/WNL.0000000000001181
https://doi.org/10.1212/WNL.0000000000001181
https://doi.org/10.1093/brain/awr179
https://doi.org/10.1016/j.neurobiolaging.2010.11.018
https://doi.org/10.1016/j.neurobiolaging.2010.11.018
https://doi.org/10.1164/rccm.201309-1735OC
https://doi.org/10.1093/alcalc/agu032
https://doi.org/10.1093/alcalc/agu032
https://doi.org/10.1080/13854040903058960


88

types. BioMed Research International, 2014. https://
doi.org/10.1155/2014/908915

Rodríguez-Torres, M., Ríos-Bedoya, C. F., Ortiz-Lasanta, 
G., Marxuach-Cuétara, A.  M., & Jiménez-Rivera, 
J.  (2008). Thyroid dysfunction (TD) among chronic 
hepatitis C patients with mild and severe hepatic fibro-
sis. Annals of Hepatology, 7(1), 72–77.

Russell, D., & Taylor, J. (2009). Living alone and depres-
sive symptoms: The influence of gender, physical 
disability, and social support among Hispanic and non-
Hispanic older adults. The Journals of Gerontology 
Series B: Psychological Sciences and Social Sciences, 
64B(1), 95–104. https://doi.org/10.1093/geronb/
gbn002

Sahoo, S., Mehra, A., & Grover, S. (2016). Acute hyper-
glycemia associated with psychotic symptoms in a 
patient with Type 1 Diabetes Mellitus: A case report. 
Innovations in Clinical Neuroscience, 13(11–12), 
25–27.

Salazar, R., Royall, D.  R., & Palmer, R.  F. (2015). 
Neuropsychiatric symptoms in community- dwell-
ing Mexican-Americans: Results from the Hispanic 
Established Population for Epidemiological Study of 
the Elderly (HEPESE) study. International Journal 
of Geriatric Psychiatry, 30, 300–307. https://doi.
org/10.1002/gps.4141

Samuels, M.  H. (2008). Cognitive function in 
untreated hypothyroidism and hyperthyroidism. 
Current Opinion in Endocrinology, Diabetes, and 
Obesity, 15(5), 429–433. https://doi.org/10.1097/
MED.0b013e32830eb84c

Sands-Lincoln, M., Grandner, M., Whinnery, J., Keenan, 
B. T., Jackson, N., & Gurubhagavatula, I. (2013). The 
association between obstructive sleep apnea and hyper-
tension by race/ethnicity in a nationally representative 
sample. The Journal of Clinical Hypertension, 15(8), 
593–599. https://doi.org/10.1111/jch.12144

Savica, R., Grossardt, B. R., Bower, J. H., Boeve, B. F., 
Ahlskog, J. E., & Rocca, W. A. (2014). Incidence of 
dementia with Lewy bodies and Parkinson disease 
dementia. JAMA Neurology, 70(11), 1396–1402. 
https://doi.org/10.1001/jamaneurol.2013.3579

Senzolo, M., Schiff, S., D’Aloiso, C.  M., Crivellin, 
C., Cholongitas, E., Burra, P., & Montagnese, S. 
(2011). Neuropsychological alterations in hepa-
titis C infection: The role of inflammation. World 
Journal of Gastroenterology, 17(29), 3369. https://doi.
org/10.3748/wjg.v17.i29.3369

Shanmugarajah, P.  D., Hoggard, N., Currie, S., 
Aeschlimann, D.  P., Aeschlimann, P.  C., Gleeson, 
D. C., … Hadjivassiliou, M. (2016). Alcohol-related 
cerebellar degeneration: Not all down to toxicity? 
Cerebellum & Ataxias, 3, 17. https://doi.org/10.1186/
s40673-016-0055-1

Singer, E. J., & Thames, A. D. (2016). Neurobehavioral 
manifestations of human immunodeficiency virus/
AIDS. Neurologic Clinics, 34(1), 33–53.

Sommerfield, A.  J., Deary, I.  J., & Frier, B.  M. (2004). 
Acute hyperglycemia alters mood state and impairs 

cognitive performance in people with type 2 diabetes. 
Diabetes Care, 27(10), 2335–2340.

Starr, V.  L., & Convit, A. (2007). Diabetes, sugar- 
coated but harmful to the brain. Current Opinion 
in Pharmacology, 7(6), 638–642. https://doi.
org/10.1016/j.coph.2007.10.007

Stranks, E.  K., & Crowe, S.  F. (2016). The cognitive 
effects of obstructive sleep apnea: An updated meta- 
analysis. Archives of Clinical Neuropsychology, 31(2), 
186–193. https://doi.org/10.1093/arclin/acv087

Substance Abuse and Mental Health Services 
Administration [SAMHSA]. (2013). Hispanic sub-
groups differ in rates of substance use treatment need 
and receipt. National survey on drug use and Health 
(NSDUH) Report, October 24, 2013. Retrieved 
from http://www.samhsa.gov/data/sites/default/files/
spot128-hispanic-treatment-2013/spot128-hispanic-
treatment-2013.pdf

Tang, M. X., Cross, P., Andrews, H., Jacobs, D. M., Small, 
S., Bell, K., … Mayeux, R. (2001). Incidence of AD 
in African-Americans, Caribbean Hispanics, and 
Caucasians in northern Manhattan. Neurology, 56(1), 
49–56.

Tang, M.  X., Stern, Y., Marder, K., Bell, K., Gurland, 
B., Lantigua, R., … Mayeux, R. (1998). The APOE- 
epsilon4 allele and the risk of Alzheimer disease 
among African Americans, whites, and Hispanics. 
JAMA, 279(10), 751–755.

Taylor, W.  D. (2014). Depression in the elderly. New 
England Journal of Medicine, 371(13), 1228–1236. 
https://doi.org/10.1056/NEJMcp1402180

Tzourio, C. (2007). Hypertension, cognitive decline, and 
dementia: an epidemiological perspective. Dialogues 
in Clinical Neuroscience, 9(1), 61–70.

U.S. Census Bureau. (2015). American Community Survey 
B03001 1-Year estimates: Hispanic or Latino origin 
by specific origin. Retrieved September 22, 2016.

Vasconcellos, L. F. R., & Pereira, J. S. (2015). Parkinson’s 
disease dementia: Diagnostic criteria and risk fac-
tor review. Journal of Clinical and Experimental 
Neuropsychology, 37(9), 988–993. https://doi.org/10.
1080/13803395.2015.1073227

Vega, W.  A., Rodriguez, M.  A., & Gruskin, E. (2009). 
Health disparities in the Latino population. 
Epidemiologic Reviews, 31, 99–112. https://doi.
org/10.1093/epirev/mxp008

Viña, J., & Lloret, A. (2010). Why women have 
more Alzheimer’s disease than men: Gender 
and mitochondrial toxicity of amyloid-beta 
peptide. Journal of Alzheimer’s Disease: JAD, 
20(Suppl 2), S527–S533. https://doi.org/10.3233/
JAD-2010-100501

Waclawski, E.  R. (2012). Hyperglycaemia and cogni-
tive function  – acute and chronic effects and work. 
Occupational Medicine (Oxford, England), 62(4), 
236–237. https://doi.org/10.1093/occmed/kqs017

Walker, Z., Possin, K.  L., Boeve, B.  F., & Aarsland, 
D. (2015). Lewy body dementias. The Lancet, 

S. C. Gable and M. K. O’Connor

https://doi.org/10.1155/2014/908915
https://doi.org/10.1155/2014/908915
https://doi.org/10.1093/geronb/gbn002
https://doi.org/10.1093/geronb/gbn002
https://doi.org/10.1002/gps.4141
https://doi.org/10.1002/gps.4141
https://doi.org/10.1097/MED.0b013e32830eb84c
https://doi.org/10.1097/MED.0b013e32830eb84c
https://doi.org/10.1111/jch.12144
https://doi.org/10.1001/jamaneurol.2013.3579
https://doi.org/10.3748/wjg.v17.i29.3369
https://doi.org/10.3748/wjg.v17.i29.3369
https://doi.org/10.1186/s40673-016-0055-1
https://doi.org/10.1186/s40673-016-0055-1
https://doi.org/10.1016/j.coph.2007.10.007
https://doi.org/10.1016/j.coph.2007.10.007
https://doi.org/10.1093/arclin/acv087
http://www.samhsa.gov/data/sites/default/files/spot128-hispanic-treatment-2013/spot128-hispanic-treatment-2013.pdf
http://www.samhsa.gov/data/sites/default/files/spot128-hispanic-treatment-2013/spot128-hispanic-treatment-2013.pdf
http://www.samhsa.gov/data/sites/default/files/spot128-hispanic-treatment-2013/spot128-hispanic-treatment-2013.pdf
https://doi.org/10.1056/NEJMcp1402180
https://doi.org/10.1080/13803395.2015.1073227
https://doi.org/10.1080/13803395.2015.1073227
https://doi.org/10.1093/epirev/mxp008
https://doi.org/10.1093/epirev/mxp008
https://doi.org/10.3233/JAD-2010-100501
https://doi.org/10.3233/JAD-2010-100501
https://doi.org/10.1093/occmed/kqs017


89

386(10004), 1683–1697. https://doi.org/10.1016/
S0140-6736(15)00462-6

Wang, C. (2013). The relationship between type 2 
diabetes mellitus and related thyroid diseases. 
Journal of Diabetes Research, 2013. https://doi.
org/10.1155/2013/390534

Warren, R.  E., & Frier, B.  M. (2005). Hypoglycaemia 
and cognitive function. Diabetes, Obesity 
and Metabolism, 7(5), 493–503. https://doi.
org/10.1111/j.1463-1326.2004.00421.x

Wen, X., Wang, N., Liu, J., Yan, Z., & Xin, Z. (2012). 
Detection of cognitive impairment in p atients with 
obstructive sleep apnea hypopnea syndrome using 
mismatch negativity. Neural Regeneration Research, 
7(20), 1591–1598. https://doi.org/10.3969/j.
issn.1673-5374.2012.20.010

Wenk, G.  L. (2003). Neuropathologic changes in 
Alzheimer’s disease. The Journal of Clinical 
Psychiatry, 64(Suppl 9), 7–10.

Woods, S.  P., Moore, D.  J., Weber, E., & Grant, I. 
(2009). Cognitive neuropsychology of HIV- asso-
ciated neurocognitive disorders. Neuropsychology 
Review, 19(2), 152–168. https://doi.org/10.1007/
s11065-009-9102-5

Wu, J. H., Haan, M. N., Liang, J., Ghosh, D., Gonzalez, 
H. M., & Herman, W. H. (2003). Diabetes as a pre-
dictor of change in functional status among older 
Mexican Americans: A population-based cohort study. 
Diabetes Care, 26(2), 314–319.

Yong, A.  W., Morris, Z., Shuler, K., Smith, C., & 
Wardlaw, J.  (2012). Acute symptomatic hypoglycae-
mia mimicking ischaemic stroke on imaging: A sys-
temic review. BMC Neurology, 12, 139. https://doi.
org/10.1186/1471-2377-12-139

4 Treating Medical Comorbidities Associated with Dementia Among Latinos

https://doi.org/10.1016/S0140-6736(15)00462-6
https://doi.org/10.1016/S0140-6736(15)00462-6
https://doi.org/10.1155/2013/390534
https://doi.org/10.1155/2013/390534
https://doi.org/10.1111/j.1463-1326.2004.00421.x
https://doi.org/10.1111/j.1463-1326.2004.00421.x
https://doi.org/10.3969/j.issn.1673-5374.2012.20.010
https://doi.org/10.3969/j.issn.1673-5374.2012.20.010
https://doi.org/10.1007/s11065-009-9102-5
https://doi.org/10.1007/s11065-009-9102-5
https://doi.org/10.1186/1471-2377-12-139
https://doi.org/10.1186/1471-2377-12-139


91© Springer Science+Business Media, LLC, part of Springer Nature 2020 
H. Y. Adames, Y. N. Tazeau (eds.), Caring for Latinxs with Dementia in a Globalized World, 
https://doi.org/10.1007/978-1-0716-0132-7_5

Functional Assessment in Latinos 
with Dementia: A Review of Tools 
and Cultural Considerations

Philip Sayegh and Catherine V. Piersol

Abstract
As the American elderly population continues 
to grow, so will the number of Latinos living 
with dementia. A critical aspect of dementia 
evaluation involves functional assessment, 
referring to the evaluation of the ability to 
carry out basic activities of daily living 
(ADLs) and instrumental activities of daily 
living (IADLs). Functional assessment bears 
relevance in numerous fashions, including 
safety and care planning, diagnostic conclu-
sions, treatment planning, and recommenda-
tions. A number of questionnaire- and 
performance-based measures exist to assess 
the capacity to execute ADLs and IADLs, 
each possessing their own unique strengths 
and limitations. However, a number of cul-
tural and linguistic influences can impact the 
validity of results from these measures, rang-
ing from language barriers to cultural beliefs 
about illness to shame and stigma, which can 
alter reporting styles on questionnaires or exe-
cution of tasks on performance-based mea-
sures. Moreover, the psychometric properties 
of these measures, as well as translated ver-

sions of these measures, need to be considered 
yet are often overlooked, calling into question 
the suitability of their use and findings among 
Latinos. This chapter reviews key issues per-
taining to the functional assessment of Latinos 
with dementia, including the general strengths 
and limitations of available measures, key cul-
tural and linguistic considerations, and clini-
cal and research recommendations to help 
improve the accuracy of the functional assess-
ment of Latinos with dementia.

Introduction

The U.S. Census Bureau, Population Division 
(2016) estimated that as of July 1, 2015, there 
were approximately 57 million Latino individuals 
living in the United States of America (USA), 
comprising about 17.3% of the total population. 
This estimate is projected to more than double by 
2060, as the predicted number of Latinos in the 
USA will be approximately 119 million, repre-
senting 28.6% of the population at that time (Colby 
& Ortman, 2015). It is anticipated that as the popu-
lation of Latinos residing in the USA continues to 
burgeon and age, so will the prevalence of demen-
tia among Latinos given that older age is a promi-
nent risk factor for dementia (e.g., Zarit & Zarit, 
2007) and that Latino Americans have been shown 
to be about 1.5 times as likely to have dementia 
than  their non-Latino White counterparts (e.g., 
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Alzheimer’s Association, 2016; Gurland et  al., 
1999). Therefore, a deeper and empirically 
informed understanding of dementia assessment 
procedures among this large and diverse ethnic 
group is sorely needed.

A critical aspect of the clinical evaluation of 
dementia pertains to the assessment of functional 
abilities, or functional assessment. Functional 
assessment involves the evaluation of a person’s 
ability to perform tasks that are required for liv-
ing. Healthcare professionals working with indi-
viduals with dementia must often measure a wide 
range of functional abilities, including basic activ-
ities of daily living (ADLs), such as oral hygiene, 
dressing, and grooming (Chisholm, Toto, Raina, 
Holm, & Rogers, 2014), and instrumental activi-
ties of daily living (IADLs), including money 
management (e.g., Loewenstein et al., 1989), tell-
ing time, using a calendar, and managing medi-
cations (e.g., Cullum et  al., 2001; Loewenstein 
et al., 1989). Clearly, accurate functional assess-
ment is needed to measure functional capacity 
that can directly assist in safety and care planning 
for individuals with dementia. In addition, a 
decline in the ability to independently execute 
important everyday activities (ranging from 
grooming and dressing to managing medications 
and finances) is related to cognitive deficits and is 
one of the key diagnostic criteria for major neuro-
cognitive disorder, often referred to as dementia, 
as noted in the Diagnostic and Statistical Manual 
of Mental Disorders (5th ed.; DSM-5; American 
Psychiatric Association, 2013). Nonetheless, the 
literature on best practices and cultural and lin-
guistic considerations for the functional assess-
ment of Latinos with dementia is limited. 
Research has demonstrated that information on 
patients’ functional abilities (obtained from an 
informant-report questionnaire) significantly pre-
dicted a clinical diagnosis of dementia to rela-
tively equivalent degrees across Latino and 
non-Latino White outpatients (Sayegh & Knight, 
2013a) and highlighted the key role of functional 
assessment in the dementia diagnostic process in 
Latinos. Therefore, a richer understanding of cul-
tural and linguistic influences on the functional 
assessment of Latinos with dementia is warranted 

to assist with improving diagnostic accuracy and 
assessment outcomes (e.g., treatment plans and 
recommendations, referrals for services and to 
other providers, emotional reactions of patients 
and relatives, and stigma).

The purpose of this chapter is to provide an 
overview of and describe the strengths and limi-
tations of both questionnaire- and performance- 
based measures of functional assessment and 
present key cultural and linguistic considerations 
that can influence the assessment process and 
results among Latinos. We conclude by providing 
recommendations regarding best practices and 
areas of future research regarding the functional 
assessment of Latinos with dementia.

 Questionnaire-Based Measures 
of Functional Abilities

 Brief Overview

Some of the most commonly used tools in the 
functional assessment of dementia include ques-
tionnaires that measure ADLs, IADLs, or a com-
bination of the two that can be filled out by 
patients themselves, family members, caregivers, 
certain healthcare professionals (e.g., nursing 
staff), and/or other knowledgeable informants. 
One commonly used questionnaire that measures 
only basic ADLs is the Katz Index of Independence 
in Activities of Daily Living (Katz ADL; Katz, 
Downs, Cash, & Grotz, 1970). The Katz ADL 
asks informants to rate patients as either indepen-
dent (1 point) or dependent (0 point) regarding 
their ability to carry out six ADLs (i.e., bathing, 
dressing, toileting, transferring, fecal and urinary 
continence, and feeding), with lower scores sug-
gestive of limited or reduced functional indepen-
dence. Similarly, the Barthel Index of Activities 
of Daily Living (Mahoney & Barthel, 1965) mea-
sures 10 basic ADLs (e.g., bathing, grooming, 
dressing, feeding, and toilet use) using an ordinal 
scale ranging from 0 to 1 or 0 to 3 (depending on 
the ADL being assessed), with lower scores 
 representative of higher levels of functional 
dependence.
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Other questionnaires of functional capacity 
measure only IADLs, such as the Lawton 
Instrumental Activities of Daily Living Scale 
(Lawton IADL; Lawton & Brody, 1969), which 
assesses eight domains of function. When the 
scale was first developed, women were scored on 
all eight areas of function (e.g., medication and 
finance management and ability to use the tele-
phone), whereas for men, the areas of food prepa-
ration, housekeeping, and laundering were 
excluded. At present, clinicians are encouraged 
to assess all eight areas and note whether any 
domains are not applicable for each individual 
client (Ward, Jagger, & Harper, 1998). Clients 
are scored according to their highest level of 
functioning in each category, resulting in a sum-
mary score that can range from 0 (low function, 
dependent) to either 8 or the highest number of 
items administered (high function, independent). 
The Functional Activities Questionnaire (FAQ; 
Pfeffer, Kurosaki, Harrah, Chance, & Filos, 
1982) is another frequently used scale that mea-
sures functional capacity pertaining to IADLs. 
Although healthcare professionals may complete 
this questionnaire, their responses to each item 
are based on information provided directly by a 
caregiver or other reliable informant. The FAQ 
assesses a total of 10 IADLs (e.g., traveling out 
of the neighborhood, preparing balanced meals, 
and medication and financial management) with 
response options ranging from 0 (normal) to 3 
(dependent) as well as not applicable (e.g., never 
did). Higher scores are suggestive of reduced 
functional capacity regarding IADLs.

Many questionnaire-based measures assess 
both ADLs and IADLs. For example, the Bayer 
Activities of Daily Living Scale (B-ADL; 
Hindmarch, Lehfeld, de Jong, & Erzigkeit, 1998) 
consists of 25 items answered by a caregiver or 
other knowledgeable informant. The first items 
assess patients’ ability to manage the ADLs and 
more complex IADLs and capacity for self-care, 
whereas other items evaluate specific tasks. The 
last set of items assesses cognitive abilities that 
are important for successfully executing ADLs. 
Respondents rate each ability on a 1 (never) to 10 
(always) scale, with lower scores indicative of 
higher levels of functional disability and depen-

dence. Similarly, the Blessed Dementia Scale 
(Blessed, Tomlinson, & Roth, 1968) is an 
informant- report clinical rating scale that mea-
sures both ADLs and IADLs with 22 items that 
measure changes in performance of everyday 
activities (8 items), self-care habits (3 items), and 
changes in personality, interests, and drives (11 
items). Ratings are based on behavior over the 
preceding 6  months. In addition, the Bristol 
Activities of Daily Living Scale (Bucks, Ashworth, 
Wilcock, & Siegfried, 1996) is a 20-item ques-
tionnaire designed to measure the ability of indi-
viduals with dementia to carry out ADLs and 
IADLs, such as dressing, preparing food, and 
using transport. Informants make severity judg-
ments that range from 0 (independence – no help 
required) to 3 (dependence  – unable even with 
supervision), producing a total score range of 
0–60. Respondents can choose to score an item 
as not applicable if the person with dementia 
never engaged in that activity before the onset of 
dementia.

The choice of whether to use questionnaires of 
functional capacity that tap only ADLs, IADLs, 
or both depends on various factors, such as the 
clinical presentation of the patient and referral 
question. For example, in cases of more advanced 
dementia with a referral question regarding abil-
ity for self-care, a measure of more basic ADLs 
may be more useful and informative. In contrast, 
among patients in the earlier stages of dementia 
referred for diagnostic clarification, it may be 
most appropriate to measure more complex activ-
ities such as IADLs to increase the chance of 
detecting any clinically meaningful functional 
decline that bears relevance in terms of diagnosis 
and treatment.

 Strengths

There are a number of strengths to the use of 
questionnaire-based measures of functional abili-
ties during the assessment of individuals with 
dementia, contributing to their frequent utiliza-
tion in clinical evaluations. Not only are they 
usually free or inexpensive, short, and relatively 
easy and quick for respondents to complete; they 
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also require minimal training, time, or effort on 
the part of the healthcare provider in terms of 
administration, scoring, or interpretation. These 
measures also have an additional advantage over 
another commonly used source of information, 
that of neuropsychological test performance. In 
terms of assessing and diagnosing dementia, the 
questionnaire-based measures of functional abili-
ties are comparatively less affected by patients’ 
premorbid ability, education level, and profi-
ciency in the culture’s dominant language as they 
can be for neuropsychological test performance 
(Jorm, 2004). Moreover, Malmstrom et al. (2009) 
stated that informant-report questionnaires 
reduce the potential for bias due to differences in 
education, culture, and language as they assess 
patients against their prior cognitive functioning 
instead of using norms that may lack validity for 
Latinos and individuals from other cultural and 
ethnic minority groups. They added that these 
measures have also been shown to perform at 
least as well at screening for dementia or other 
cognitive decline as conventional cognitive 
screening tests, such as the Mini-Mental State 
Examination (MMSE; Folstein, Folstein, & 
McHugh, 1975). Similarly, Erzigkeit et al. (2001) 
found that the B-ADL was as effective as or even 
superior to the MMSE in terms of identifying 
individuals with clinically manifest dementia 
symptoms. Finally, Malmstrom and colleagues 
also noted that informant-based questionnaires 
benefit from face validity because cognitive abili-
ties are evaluated with regard to the ability to 
carry out ADLs and IADLs. In short, these mea-
sures are getting directly at what healthcare pro-
viders are trying to measure, rather than abilities 
that are associated with executing ADLs and 
IADLs, such as cognitive abilities (often assessed 
through neuropsychological assessment).

 Limitations

Despite their numerous strengths, questionnaire- 
based measures of patients with dementia’s func-
tional abilities suffer from a number of limitations 
as well. For example, they generally display 
weaker face validity, replicability, and sensitivity 

to change than performance-based measures 
(Guralnik & Simonsick, 1993), which are dis-
cussed later in this chapter. They are also subject 
to more subjectivity and bias than standardized 
performance-based measures that require direct 
observation of the execution of ADLs and IADLs 
either in the home or healthcare setting (Harvey, 
Velligan, & Bellack, 2007). In addition, there 
may be environmental challenges to using 
questionnaire- based measures in that some hos-
pitals, skilled nursing facilities, and other health-
care settings do not have bathing facilities or 
toilets readily available, making assessment in 
these particular areas difficult. Furthermore, 
some nursing staff members help patients with 
dementia with ADLs simply to save time even 
when patients are capable of executing them 
autonomously (Wallace & Shelkey, 2007).

In addition, when completing the question-
naires themselves, individuals with dementia 
may lack insight into their true functional capac-
ity and tend to overestimate their functional 
capacity (e.g., Saper, 2003) or, in cases of more 
advanced dementia, may lack the cognitive skills 
or mental stamina necessary to accurately com-
prehend, respond to, and complete the question-
naires (Sheehan, 2012). Informant reports of 
patients’ functional abilities may be contami-
nated by other factors, such as the emotional 
state of the informant and the quality of the rela-
tionship between the patient and informant 
(Jorm, 2004). A whole host of informant-related 
characteristics can clearly impact responses, 
such as level of education, reading and health lit-
eracy, or even denial or minimization of func-
tional decline in patients associated with 
difficulty accepting or coping with the decline. 
Despite these limitations, Jorm suggested that 
using informant-based reports in combination 
with other sources of clinically relevant informa-
tion such as neuropsychological test perfor-
mance can increase the accuracy of the screening 
and diagnosing of dementia, as the informant 
reports provide information that is complemen-
tary to the other sources. More simply put, using 
both methods provides more clinically relevant 
information than using one method alone. These 
suggestions provide added importance for 
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Latinos for whom the use of neuropsychological 
test performance, as the primary basis for diag-
nosis, may be less valid (Sayegh, 2015). This is 
not to say that questionnaire-based measures of 
patients’ functional abilities do not suffer from 
cultural and linguistic limitations, which is dis-
cussed in further detail in the following 
sections.

 Cultural and Linguistic 
Considerations

Cultural values and beliefs about illness and dis-
ease can shape the way Latinos assign meaning 
to dementia symptoms (Dilworth-Anderson & 
Gibson, 2002), thereby potentially influencing 
symptom reporting. Accordingly, there are a 
number of important considerations pertaining to 
the potential influence of culture and language on 
questionnaire-based measures of functional abili-
ties among Latinos with dementia. For instance, 
willingness to report problems with self-care 
may be particularly strongly connected to fear of 
disclosing one’s dependence on others by older 
adults from certain groups such as those from 
Latino backgrounds (Talamantes & Sanchez- 
Reilly, 2010). Relatedly, culturally influenced 
values and beliefs about dementia, such as per-
ceptions of shame and stigma regarding demen-
tia, may limit symptom reporting by both the 
patients themselves and their informants (Sayegh 
& Knight, 2013b). Shame and stigma in the set-
ting of family-centered, collectivistic cultural 
values, often associated with individuals from 
Latino backgrounds, may serve as significant 
barriers to reporting on symptoms (such as a 
decline in functional abilities) because families 
may elect to keep such possibly embarrassing 
dementia-related symptoms as private as possible 
(Gallagher-Thompson, Solano, Coon, & Areán, 
2003). On the other hand, some studies have 
reported that Latino caregivers of individuals 
with dementia may be more sensitive to noncog-
nitive changes, such as functional decline as 
opposed to cognitive decline, as compared to 
their non-Latino counterparts (e.g., Ortiz, Fitten, 
Cummings, Hwang, & Fonseca, 2006), which 

could result in an emphasis on these kinds of 
symptoms.

Aspects of acculturation, such as English lan-
guage proficiency and level of immersion within 
the dominant culture, may also influence symp-
tom reporting. In their recently proposed 
Sociocultural Health Belief Model, Sayegh and 
Knight (2013b) posited that acculturation directly 
influences culturally influenced beliefs and accu-
rate (i.e., biomedical) knowledge about demen-
tia. For example, Latinos with lower acculturation 
levels may perceive and/or report on patients’ 
dementia symptoms differently than more accul-
turated Latinos or those from the dominant cul-
ture, which could clearly impact diagnostic 
validity. Taken together, these findings highlight 
the need for healthcare professionals who con-
duct functional assessments among Latinos with 
dementia to carefully reflect on and consider the 
potentially influential roles of various cultural 
and linguistic factors on the assessment process 
and results.

The level and quality of educational attain-
ment are also key considerations when conduct-
ing functional assessments with 
questionnaire-based measures administered to 
older adults and their informants. This consider-
ation is especially important when assessing 
older Latinos who have historically had less of a 
chance to progress in formal school settings. 
Care should be taken to consider the educational 
level and quality of patients who may not be 
familiar with the type of questions that are asked 
in many functional assessment questionnaires. 
Educational quality is not always tantamount to 
educational quantity and can be influenced by 
numerous factors, such as student–teacher ratio, 
teacher quality, and availability of specialized 
classes and resources (Rohit et al., 2007). While 
information regarding quantity of education 
(e.g., number of completed years of formal 
schooling and highest degree completed) gener-
ally can be easily and quickly assessed, quality 
of education is more difficult to quantify. 
However, there are different methods of assess-
ing quality of education that can be evalu-
ated  objectively (e.g., using published school 
rankings), directly from patients (e.g., via 
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 self-report questionnaires of educational quality, 
such as the one created by Baird, 2007), or by 
way of validated proxy measures (e.g., the Wide 
Range Achievement Test [4th Edition; Wilkinson 
& Robertson, 2006]: Word Reading subtest; 
Sayegh, Arentoft, Thaler, Dean, & Thames, 
2014). However, proxy measures that rely 
strongly on English language reading abilities 
may not be applicable to Latinos who are not 
monolingual English speakers, for example.

Another important yet often overlooked con-
sideration is the psychometric properties of 
many questionnaire-based measures that have 
not been specifically normed on or assessed 
among Latino populations. The measurement 
properties of questionnaires being administered 
to diverse groups need to be evaluated prior to 
administration and interpretation. Researchers 
have long challenged the cross-cultural equiva-
lence of standard scales and their items for use 
among diverse populations (e.g., Hui & 
Triandis, 1985). Specifically, they have 
expressed doubt about the ability to make 
meaningful comparisons across cultural groups 
when using measures that were not normed on 
the groups to whom they are being adminis-
tered (Chapleski, Lamphere, Kaczynski, 
Lichtenberg, & Dwyer, 1997).

Although very few studies, to our knowledge, 
have examined the cross-cultural psychometric 
properties of questionnaires of patient’s func-
tional abilities, one study by Erzigkeit et  al. 
(2001) found a one-factor structure for the B-ADL 
for separate samples of individuals with demen-
tia of varying severity in three European coun-
tries (the United Kingdom, Germany, and Spain) 
despite mean differences in scores. Specifically, 
all B-ADL items loaded on a factor they termed 
dementia severity, and they were not related to 
age, sex, education, or country. Their findings 
provided evidence for the invariance of the one- 
factor structure of the B-ADL across the three 
European countries and suggested that the mean 
differences in scores were likely meaningful and 
not due to measurement artifact. In addition, 
Sayegh and Knight (2014) examined the mea-
surement invariance of the FAQ across a sample 
of English-speaking Latino and non-Latino 

White outpatients and informants by conducting 
a multigroup confirmatory factor analysis. 
Although the patients on whom informants 
reported were assessed in English, the languages 
in which informants provided information for 
FAQ completion were not indicated. Similar to 
the Erzigkeit and colleagues study, results 
revealed that the FAQ had the same one-factor 
structure of dementia severity across both ethnic 
groups, indicating that this scale is likely func-
tioning similarly across groups and is measuring 
the same latent construct of dementia severity 
pertaining to IADLs. However, the authors did 
not find evidence for the scalar invariance of the 
scale, which suggests that ethnic group compari-
sons of the mean scores from this scale’s demen-
tia severity factor cannot be meaningfully made. 
The authors posited that language barriers among 
some Hispanic informants or the observed sig-
nificant differences in levels of education across 
groups may have made it more challenging for 
them to understand and convey patients’ func-
tional capacity. These studies highlight the sig-
nificance of carefully evaluating the psychometric 
properties of questionnaire-based measures when 
applying them to diverse groups lest erroneous 
conclusions and recommendations be made.

Lastly, there have been many successful 
attempts at translating and validating various 
questionnaire-based measures of functional 
abilities. It is critical that healthcare providers 
assessing Latinos with dementia use measures 
that have undergone careful translation and are 
accurately modified and tested for the Spanish 
(or other) language with the target population 
(Erkut, Alarcón, Coll, Tropp, & García, 1999). 
Doing so provides support for the psychometric 
equivalence of measures across diverse groups, 
thereby increasing the likelihood of the accu-
racy of functional assessment findings. A num-
ber of questionnaire- based measures have been 
translated and validated in different languages. 
For example, Folquitto et al. (2007) assessed the 
suitability of a version of the B-ADL translated 
into Brazilian Portuguese (Mapi Research 
Institute, 1999) in a Brazilian outpatient sample 
for discerning between healthy older adults and 
patients with dementia, as well as between mild 
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and moderate dementia cases. They reported 
that the Brazilian version of the B-ADL demon-
strated good applicability and high internal con-
sistency (Cronbach’s alpha  =  0.981) in their 
sample in that it successfully discriminated 
patients with mild to moderate dementia from 
healthy participants and distinguished partici-
pants based on various levels of cognitive 
impairment. The FAQ has also been translated 
for use among Brazilian older adults. The FAQ 
was translated and back- translated by Sanchez, 
Correa, and Lourenço (2011) and was subse-
quently evaluated for its psychometric proper-
ties for use in Brazil by the authors of the 
Brazilian FAQ themselves as well as more 
recently by additional researchers (e.g., Assis, 
de Paula, Assis, de Moraes, & Malloy- Diniz, 
2014; Dutra, Ribeiro, Pinheiro, Melo, & 
Carvalho, 2015). The overall results of these 
studies suggested that the adapted version of the 
questionnaire is largely a reliable and valid 
measure and is appropriate for functional assess-
ment in Brazilian older adults.

As an example involving the Spanish lan-
guage, the Activities of Daily Living Questionnaire 
(ADLQ; Johnson, Barion, Rademaker, 
Rehkemper, & Weintraub, 2004), an informant- 
report measure of functional abilities, was trans-
lated into Spanish and assessed for its 
psychometric properties (Gleichgerrcht, Camino, 
Roca, Torralva, & Manes, 2009). The ADLQ was 
adapted to Spanish through two translations from 
English to Spanish based on the original (i.e., 
English language) questionnaire, followed by 
two back-translations from Spanish to English. 
The results revealed that the Spanish version of 
the ADLQ (ADLQ-SV) had strong psychometric 
properties (e.g., strong internal consistency 
[Cronbach’s alpha = 0.88] and concurrent valid-
ity) for assessing functional capacity among indi-
viduals with dementia and can be appropriately 
administered to Spanish-speaking caregivers. 
Healthcare providers are encouraged to consult 
and seek out information on the availability, suit-
ability, and psychometric properties of translated 
questionnaires of functional abilities when 
assessing Latinos with dementia.

 Performance-Based Measures 
of Functional Abilities

 Brief Overview

Performance-based measures evaluate an indi-
vidual’s ability to execute both basic ADLs and 
IADLs. In a recent systematic review of assess-
ments of task performance, Wesson, Clemson, 
Brodaty, and Reppermund (2016) reviewed 21 
performance-based instruments that “used direct 
observation of complex task performance using 
everyday objects” (p. 337). They included single- 
domain, multi-domain, and global instruments in 
their review. Single-domain measures include the 
Hopkins Medication Schedule (Carlson, Fried, 
Xue, Tekwe, & Brandt, 2005) for medication 
management and the Financial Capacity 
Instrument (FCI; Marson et al., 2000) for finan-
cial management. Multi-domain instruments, in 
which two or more functional domains are 
assessed, include the Direct Assessment of 
Functional Skills (DAFS; Loewenstein et  al., 
1989; McDougall et  al., 2010), the Cognitive 
Performance Test (CPT; Burns, Mortimer, & 
Merchak, 1994), the Performance Assessment of 
Self-care Skills (PASS; Chisholm et  al., 2014; 
Rodakowski et al., 2014; Rogers & Holm, 1989), 
the Texas Functional Living Scale (TFLS; Cullum 
et al., 2001), the Independent Living Scales (ILS; 
Loeb, 1996), and the Executive Function 
Performance Test (EFPT; Baum et  al., 2008). 
Global instruments use specific activities to 
assess performance skills (e.g., problem-solving, 
paying attention, following directions) that can 
then be generalized to performance on other 
tasks. These instruments include the Assessment 
of Motor and Process Skills (AMPS; Fisher & 
Jones, 2010), the Large Allen Cognitive Level 
Screen, version 5 (ACLS-5; Allen et  al., 2007), 
and the Naturalistic Action Test (NAT; Schwartz, 
Segal, Veramonti, Ferraro, & Buxbaum, 2002).

Performance-based measures are typically 
administered either in unfamiliar, artificial set-
tings (e.g., clinic or skilled nursing facility) or in 
familiar, natural environments (e.g., personal 
residence or family’s residence). Each context 
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requires a potentially different set-up, materials, 
and instructions depending on the location. The 
benefit of administering performance-based mea-
sures in familiar, natural environments is the 
opportunity to use clients’ personal items, such 
as their toothbrush, kitchen utensils, and 
medication(s), when administering an assess-
ment in the home. For example, the PASS has 
both a clinic and home version. As with the 
EFPT, the home version of the PASS is designed 
to use the client’s kitchen, medication(s), and 
household supplies. In doing so, clients are famil-
iar with the items and the structure of the envi-
ronment, thereby increasing the ecological 
validity, that is, real-world meaningfulness, of 
results. When a performance-based instrument is 
implemented as an outcome measure, the setting 
in which the performance-based assessment is 
administered should be documented and repli-
cated at baseline (initial evaluation) and post-
treatment (discharge evaluation).

 Strengths

Performance-based assessment is likely less 
biased than indirect, cognitive testing. As previ-
ously noted, clients with dementia may have 
impaired insight, leading to the tendency for 
overestimation of their ability (e.g., Saper, 2003), 
whereas informants have been shown to both 
overestimate and underestimate the functional 
capacity of the person for whom they are caring 
(e.g., Doble, Fisk, & Rockwood, 1999) for a vari-
ety of factors. Moreover, the psychometric prop-
erties of self- and informant-report IADL 
measures have often been found to have poor to 
moderate quality, with the recommendation for 
additional examination (Sikkes, Lange-de Klerk, 
Pijnenburg, & Scheltens, 2009), and there is min-
imal research on the cross-cultural measurement 
equivalence of such measures (Sayegh & Knight, 
2014). Thus, the strength of using performance- 
based assessment to evaluate functional status in 
persons with dementia centers around the ability 
of the professional to directly observe and inter-
pret functional performance without relying on 
self- or informant-report, thereby allowing for 

identification of subtle changes in performance to 
which questionnaires may not be sensitive. For 
people with dementia, performance-based mea-
sures identify preserved capacities, or what the 
person “can do” under directed optimal condi-
tions (Glass, 1998). This objective information 
can be shared with the family and caregivers and 
interpreted appropriately so that caregivers can 
learn to both help manage as needed and strive to 
optimize the client’s performance in daily 
activities.

 Limitations

As discussed above, performance-based assess-
ment is often implemented in a contrived clinic 
environment, and performance ability is mea-
sured at a single point in time (Moore, Palmer, 
Patterson, & Jeste, 2007). Accordingly, assess-
ment findings may be influenced by fluctuations 
in effort, engagement, or mental status as well as 
the inability to use routine environmental cues or 
materials or compensatory strategies (e.g., 
Marson & Hebert, 2006). For these reasons, it has 
been argued that certain informant-report ques-
tionnaires are equally capable of detecting IADL 
decline in persons with mild cognitive impair-
ment relative to performance-based measures 
(e.g., Gold, 2012).

In addition, performance-based measures 
often require advance preparation by health pro-
fessionals and a relatively great deal of time to 
administer. The administration process can total 
30 or 45 minutes, which is typically much more 
time-consuming than self- or informant-based 
scales that can often be completed in 15 to 
20  minutes. In a fast-paced hospital, clinic, or 
other healthcare facility or practice, extended 
time to complete a performance-based measure 
may not always be feasible. Furthermore, the 
space, materials, and equipment necessary to 
adhere to standardized administration procedures 
may limit their use within the healthcare setting 
environment.

Finally, training and cost may place limits on 
the use of performance-based measures. 
Competency in the use of certain performance- 
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based measures may require either informal or 
formal training (with certification), and measures 
range from free to costly. For example, the EFPT 
is a public-domain instrument, and therefore, the 
User Manual, assessment forms, and additional 
resources are available for free download (http://
www.ot.wustl.edu/about/resources/executive-
f u n c t i o n - p e r f o r m a n c e - t e s t - e f p t - 3 0 8 ) . 
Occupational therapists can independently learn 
to administer and score the five sub-tasks of this 
functional assessment measure. Similarly, a vari-
ety of health professionals can independently 
learn to administer the TFLS, though this tool 
must be purchased (http://www.pearsonclinical.
com/products/100000222/texas-functional-liv-
ing-scale-tfls.quick.html). In contrast, the AMPS 
requires occupational therapists to attend a 5-day 
intensive training course and complete rater cali-
bration prior to administering the tool. Training 
courses are held in the USA and abroad, with cost 
ranging from U.S. $900 to $1500 (https://www.
innovativeotsolutions.com/content/amps/
courses/).

 Cultural and Linguistic 
Considerations

Culture is shaped by norms, values, and behavior 
patterns that guide thought and actions within the 
environment (e.g., Krefting, 1991). Cultural 
beliefs and norms may emerge through the per-
formance of daily activities and established hab-
its and routines (Bonder, Martin, & Miracle, 
2004). As such, assessing functional ability in 
Latino clients with dementia may best be 
achieved through performance-based measures 
that permit the consideration of culture-bound 
information and some customization while main-
taining standardization. In contrast, administer-
ing functional assessment measures that employ 
unfamiliar language and assess irrelevant culture- 
bound daily activities may limit optimal perfor-
mance and the validity and meaningfulness of 
results in many Latino clients with dementia 
(Paul, 1995).

There are performance-based functional 
assessment measures that promote cultural sensi-

tivity while adhering to standardization. The 
AMPS assessment protocol requires clients to 
plan and complete tasks of their choice using cul-
turally familiar objects. Similarly, of the 26 sub- 
tasks of the PASS, the occupational therapist is 
able to choose to administer only those that are 
relevant to the client, thereby increasing the 
validity of results by allowing for adaptation of 
administration based on consideration of possible 
cultural influences on performance. Moreover, 
for both of these instruments, the instructions to 
clients can be adjusted for language and content 
as deemed appropriate. These examples demon-
strate how cultural and linguistic factors may 
sometimes be considered by allowing for cultur-
ally appropriate modifications when administer-
ing certain performance-based assessments. 
However, the standardization of some measures, 
such as the CPT and DAFS, limits the integration 
of culturally relevant objects and cultural and lin-
guistic adaptation into the assessment procedure 
and interpretation process.

Healthcare professionals must make every 
effort to consider cultural and linguistic factors 
when assessing and interpreting clients’ func-
tional abilities. Among people with dementia, 
information about cultural values and routines 
are often understood by asking questions of fam-
ily members and other informal caregivers. It is 
the responsibility of the healthcare professional 
to consider and interpret if the cultural factors 
and linguistic features of an assessment are play-
ing a modifying role in the performance of the 
client. Ultimately, the objective of administering 
performance-based assessment measures is to 
determine clients’ optimal level of functioning 
within a safe environment.

 Recommendations

Research on the functional assessment of Latinos 
with dementia remains rather sparse. Nonetheless, 
several important conclusions can be gleaned 
from the extant literature. First, healthcare 
 professionals must strive to increase their multi-
cultural competency, thereby allowing them to 
make better-informed decisions regarding the 
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 functional assessment process among Latinos 
with dementia, including which measure(s) to 
use and how to most appropriately interpret find-
ings in the context of each individual client’s 
unique background. When selecting and inter-
preting results from functional assessment 
 measures, whether questionnaire- or perfor-
mance-based, clinicians should educate them-
selves on the measures’ reliability and validity, 
and in particular whether their psychometric 
properties have been examined both within and 
across Latino populations. For example, mea-
sures that have been normed on inpatients in an 
urban hospital in New  York City may not be 
applicable to patients hailing from a border com-
munity in rural South Texas, despite that both 
speak Spanish. Even within Latinos of similar 
English language proficiency, older adults who 
are more recent immigrants may construe items 
differently than their counterparts who have 
resided in the USA for longer (Talamantes & 
Sanchez-Reilly, 2010).

Moreover, as part of multicultural competency, 
we as healthcare professionals should be aware 
that we interpret patients’ understandings of their 
symptoms from our own ethnic and cultural back-
grounds (Kleinman, 1996). This may in part 
explain the finding from Zayas, Torres, and 
Cabassa (2009) that non-Latino White clinicians 
rated Latino psychiatric patients’ functional 
capacity and symptom severity as significantly 
worse than did the Latino clinicians. Probably 
based on sociocultural biases, healthcare profes-
sionals are likely influenced by dissimilar factors 
and create attributions of pathology differently, in 
addition to evaluating its magnitude in very dispa-
rate fashions (e.g., Malgady & Costantino, 1998).

Second, given the unique and shared strengths, 
limitations, and cultural considerations presented 
in this chapter that pertain to both questionnaire- 
and performance-based measures of functional 
abilities, it is recommended that both be used in 
combination if possible, especially when assess-
ing Latinos, and in line with the recommendation 
provided by Jorm (2004). Questionnaire-based 
measures are short, free or inexpensive, easy to 
administer and interpret, and face-valid, but are 
limited in part because they depend on the sub-

jective responses of patients and informants. 
Performance-based measures allow for a more 
direct and objective assessment of functional 
abilities but are more difficult to conduct in the 
healthcare setting and may not always directly 
reflect functional capacity in the home (e.g., 
Guralnik, Reuben, Buchner, & Ferrucci, 1995). 
Performance-based assessments administered in 
the home (e.g., Allen et  al., 2007; Baum et  al., 
2008; Rogers & Holm, 1989) are available; how-
ever, conditions for providing home healthcare 
services must be met (Vance, 2016).

As discussed, both types of measures require 
careful consideration of cultural and linguistic 
factors that could influence performance and 
interpretation of results. Combining information 
obtained from both self-report and performance- 
based measures has been demonstrated to aug-
ment prognostic value, particularly among 
high-functioning older adults (Reuben et  al., 
2004). Although it is not often practical or feasi-
ble to administer both types of measures, the 
choice of which measure or measures to adminis-
ter largely depends on factors such as training of 
and time constraints of the healthcare providers, 
coupled with the necessity for the most reliable 
and valid clinical information (Talamantes & 
Sanchez-Reilly, 2010). An interprofessional, 
team-based approach to functional assessment 
can promote the use of both types of measures, 
where, for example, the psychologist and occu-
pational therapist administer questionnaire- and 
performance-based assessments, respectively. In 
this scenario, results can be shared in order to 
develop the most effective treatment plan to 
achieve the best clinical outcomes.

Third, when healthcare providers and patients 
do not speak the same language, they are encour-
aged to either provide a timely referral to another 
qualified provider with proficiency in the patient’s 
language or seek a professional translator or 
interpreter. There may be important yet detrimen-
tal clinical outcomes due to deficient interpreta-
tion, such as missing pieces of clinical information 
obtained from patients and informants, as well as 
information conveyed to the patients and infor-
mants from the healthcare provider, and inade-
quate or incomplete patient and informant 
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psychoeducation (Talamantes & Sanchez-Reilly, 
2010). Other important problems associated with 
insufficient interpretation include the administra-
tion of needless testing or, on the other hand, fail-
ing to recognize important signs that would lead 
providers to conduct or order tests that are actu-
ally indicated or needed (Woloshin, Bickell, 
Schwartz, Gany, & Welch, 1995).

Finally, more research is sorely needed aimed at 
both developing new culturally and linguistically 
appropriate questionnaire- and performance- based 
measures of functional abilities and examining the 
cross-cultural psychometric properties of such 
existing measures among Latinos and other diverse 
groups. Such research would assist in helping 
healthcare professionals determine whether 
observed variations in functional capacity across 
individuals from diverse ethnic groups reflect real 
differences or simply measurement error from the 
tools used in the assessment (Talamantes & 
Sanchez-Reilly, 2010), which may likely be related 
to cultural and linguistic factors. Ideally, measures 
should be created concurrently in both English and 
Spanish, described as the “decentering technique” 
(Marin & Marin, 1991). This technique facilitates 
the incorporation of meaningful constructs for that 
particular culture rather than simply utilizing the 
translated constructs formerly developed that may 
be less culturally relevant (Talamantes & Sanchez- 
Reilly, 2010). Until research has accomplished 
these goals, healthcare professionals are encour-
aged to consider our recommendations in the inter-
est of best serving Latino patients with dementia 
and their caregivers.
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Abstract
Latino older adults may be at greater risk for 
dementia and depression. The barriers to ade-
quate healthcare clearly affect early diagno-
sis, treatment, and management of depression 
and dementia, a situation which becomes 
even more complicated when there is a pres-
ence of other comorbid health conditions. 
The relationship between depression and 
dementia, including the challenges associ-
ated with assessment and diagnosis for the 
Latino aging population, is highlighted in 
this chapter. Along with the focus on the 
Latino with dementia, a discussion is also 
provided regarding the role of the caregiver 
of the person with dementia and the chal-
lenges that Latino caregivers face. This chap-
ter concludes with recommendations for 
further research such as conducting longitu-
dinal studies that examine the impact of age, 
education, language, acculturation, and daily 
functioning on the progression of cognitive 
decline and dementia. The authors also com-
ment on the need for greater attention to 

Latino older adults’ emotional functioning, 
in general, and that of Latinos with dementia, 
in particular, as well as the needs of their 
caregivers.

 Introduction

It is well recognized that the number of older adults 
is steadily increasing in the United States (U.S.). 
By the year 2050, it is estimated that the overall 
aging population (65 years of age and older) will 
be 83 million (Ortman, Velkoff, & Hogan, 2014). 
Ortman et al. (2014) also note that the aging popu-
lation is clearly becoming much more ethnically 
and racially diverse. Demographic data indicate 
that the groups with the most growth since 2012 
continue to be Asians, American Indians and 
Alaska Natives, African Americans, Latinos, 
Native Hawaiians, and other Pacific Islanders, 
while the rate of growth for non-Hispanic Whites 
is much smaller. Moreover, Latinos are among the 
fastest-growing segment of this population. For 
instance, in 2012 the aging Latino population, 65 
and older, was at 7%, and demographic projections 
indicate that by 2060 it is expected to grow to 
approximately 22% (U.S. Department of Human 
Health Services, 2017).

With the unprecedented growth in the Latino 
aging population, more attention is directed at 
capturing their overall health status. For example, 
Carson et  al. (2011) found that Latino older 
adults had a higher incidence of lifetime risk for 
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developing hypertension compared to Whites, 
while other authors such as Angel, Kahlert, and 
Whitfield (2006) observed that Latinos have 
higher rates of diabetes which often contribute to 
health complications and disabilities. In addition, 
concerns about mental illness such as depression 
and its relationship to both cognitive decline and 
diabetes among Latino older adults are at the 
forefront (Katon et  al., 2012). Together, these 
health problems of hypertension and diabetes 
will have a significant impact on healthcare, fam-
ilies, and communities.

The primary purpose of this chapter is to dis-
cuss the interplay between depression and 
dementia in older Latino adults. Specifically, this 
chapter begins by describing depression in older 
adults and by outlining several health factors that 
may exacerbate mood disorders, such as diabetes 
which is a common illness among the Latino 
population. In addition, we explain the chal-
lenges associated with accurately diagnosing 
depression in the Latino population, as well as 
provide a brief description of commonly used 
assessment measures. We also discuss caring for 
a family member with depression and dementia 
and describe some of the challenges that their 
caregivers face. Finally, we provide recommen-
dations that emphasize a culturally competent 
treatment approach including a familiarity of the 
psychosocial factors and diverse worldview per-
spectives that exist between and within older 
adult Latino subgroups.

 Depression and Older Latino Adults

Depression in older adults is considered com-
mon; however, it is not a normal part of the aging 
process. Often referred to as “depression in late 
life,” depression has been linked to cognitive and 
functional impairment, chronic medical prob-
lems (e.g., diabetes, cardiovascular disease, 
hyperthyroidism, hypothyroidism), and stressful 
life events such as the loss of a loved one, reduced 
financial resources, and lack of social support 
(APA, 2014; Bowen & Ruch, 2015; Fiske, 
Wetherell, & Gatz, 2009). More importantly, 
Fiske et al. (2009) highlight the complex interplay 

of physical illness, psychosocial risk factors, 
neurological disorders, and possible predisposi-
tions (e.g., genetic) that make diagnosis and 
treatment extremely challenging. Furthermore, 
older adults may present symptoms of depression 
differently such as complaints about pain, loss of 
appetite, fatigue, sleeplessness, memory difficul-
ties, and hopelessness rather than depressed 
mood (Kok & Reynolds, 2017).

With respect to Latino older adults, some risk 
factors may be similar to those of other ethnic 
and racial groups such as low socioeconomic 
status; however, there are unique factors that may 
exacerbate depression such as the acculturation 
process (Chavez-Korell, Benson-Florez, Rendon, 
& Farías, 2014) and the long-term effects of trau-
matic life events associated with the migration 
experience (Weisman et  al., 2005). Along these 
lines, Liang, Xu, Quiñones, Bennet, and Ye 
(2011) examined depressive symptoms, over 
time, among a large sample of African Americans, 
Latinos, and White middle-age and older adults 
and found not only that Latinos were more 
likely to report elevated depressive symptoms 
but also that these symptoms were persistently 
high over time.

 Impact of Acculturation

The role of acculturation and its impact on psy-
chological and physical well-being have been 
widely studied (Berry, 2003). Acculturation is the 
multidimensional process of an individual or a 
group of people in adapting to a new culture and 
its values. Acculturation can be conceptualized as 
a bidirectional interaction between the individual 
and the environment in which changes in values, 
behaviors, and beliefs can occur over time (Berry, 
2003). This adaptation process, especially for 
recent immigrants, may lead to considerable 
strain known as acculturative stress (Berry & 
Annis, 1974). The process may significantly vary 
among immigrants and generations which may 
result in acculturation “gaps” within families 
(Szapocznik et al., 1986). These gaps may create 
family conflicts and amplify stressors associated 
with the adaptation process. In fact, González, 
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Haan, and Hinton (2001) found that depressive 
symptoms were highest among the least 
 acculturated older adults. They speculated that 
the language barrier, as well as lack of knowledge 
about mainstream U.S. culture, greatly influences 
psychological well-being.

For Latinos, acculturation is also a process of 
attitudinal and behavioral changes as a result of 
coming into contact with a new cultural envi-
ronment (Marín, 1992, 1993). The possibility 
that acculturation toward mainstream U.S. cul-
ture may affect cognitive functioning in older 
Latino adults is supported by Farias, Mungas, 
Hinton, and Haan’s (2011) study in which they 
found that acculturation toward American culture 
and being tested in English were significantly 
related to lower global cognitive functioning in a 
sample of 639 Latinos, age 60 and older. Equally 
important, they also found that older age was 
associated with a faster rate of cognitive decline 
over time.

 Barriers to Medical Care Faced 
by Older Latinos

Older Latino adults face numerous challenges to 
affordable and quality healthcare services. The 
National Hispanic Council on Aging (2012) 
reported that approximately 5% of Latino older 
adults were uninsured compared to 1% of the 
general older population in this country. 
Moreover, for those who have chronic health 
conditions and are seeking healthcare, Latino 
older adults more often report having difficulty 
not only making appointments but also waiting 
longer to be seen by providers (Shirey & Summer, 
2003). Recent data from the Kaiser Family 
Foundation (2013) revealed that Latinos with 
healthcare insurance were nearly 50% more 
likely to receive medical care and roughly twice 
as likely to get preventive care. Unfortunately, a 
proposed repeal in 2017 to the Affordable Care 
Act (Sorrell, 2012) by the current governmental 
administration may have a detrimental impact on 
access to healthcare. This may accentuate the 
barriers in place for Latino older adults seeking 
Medicare and/or Medicaid and potentially limit 

lifesaving health services (e.g., health screenings, 
annual physicals).

Not only do these external barriers prevent 
access, but personal beliefs about illness can also 
result in some Latinos not seeking healthcare ser-
vices. For instance, Ortiz and Fitten (2000) found 
that Latino older adults who had cognitive 
impairment reported that a significant barrier for 
them was the belief that memory loss was a nor-
mal part of aging, thus delaying diagnosis and 
treatment. Other significant barriers consistently 
reported in the literature (e.g., Farias et al., 2011) 
include low socioeconomic status and limited or 
no English language proficiency.

 Dementia and Depression

Trujillo et  al. (2016) describe dementia as a 
“neurodegenerative condition characterized by 
the deterioration in cognitive abilities, memory, 
and daily functioning (e.g., bathing, eating, and 
dressing)” (p.1–2), and it is not uncommon for 
individuals with dementia to exhibit behaviors 
such as mood and personality changes, aggres-
sion, and wandering. Likewise, the severity of 
dementia and its progression make it difficult to 
treat. Some studies have shown that Latinos may be 
at greater risk for dementia due to certain biologi-
cal factors and health conditions (Chin, Negash, & 
Hamilton, 2011), and other studies have con-
cluded that the rates of dementia may be higher 
for Latinos in comparison with other ethnic 
groups (Sloan & Wang, 2005; Valle, Garrett, & 
Velaquez, 2013; Weisman et al., 2005).

An added dimension to consider for individuals 
who have dementia is that they are often diagnosed 
with depression (Hansen & Cabassa, 2012; Rapp 
et  al., 2011). Specific to Latinos, Hinton, Haan, 
Geller, and Mungas (2003) found that in their sam-
ple of older adults diagnosed with dementia, at 
least 30% showed significantly higher scores for 
depression, irritability, anxiety, aggression, apathy, 
and disinhibition compared to those who were 
cognitively impaired and were not demented. 
Furthermore, there is evidence to support the claim 
that depression is often present before cognitive 
decline starts to occur, especially among  ethnically 
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and racially diverse older adults (Simões et  al., 
2016; Zahodne, Stern, & Manly, 2014).

 Challenges of Screening 
for Depression and Dementia

As previously noted earlier, depression in older 
adults has been associated with dementia and 
other chronic physical conditions making diag-
nosis and treatment complex. One of the greater 
challenges is accurately screening for both 
dementia and depression in Latino adults. A vari-
ety of factors have been identified as contributing 
to the problem of an inaccurate diagnosis such as 
low levels of formal education, literacy levels, 
socioeconomic status, limited English language 
proficiency, and unfamiliarity with the assess-
ment process (Early et al., 2013). Another com-
plicating factor is that Latinos may distrust the 
medical establishment due to past experiences 
with discrimination and lack of culturally sensi-
tive treatment approaches. Thus, Latino older 
adults may refuse to undergo any type of physical 
exam, as well as screening for dementia and/or 
for psychological conditions such as depression 
(Jimenez, Cook, Bartels, & Alegría, 2013). As a 
result, opportunities for early detection and the 
management of illness may be at stake.

One of the major challenges in accurately 
measuring depression and cognitive functioning 
centers on whether or not existing assessment 
tools are culturally and linguistically sensitive, as 
well as reliable and valid for use with Latinos. 
For example, cultural and language differences in 
the conceptualization of illness, meaning, and 
expression of depressive symptoms (Aguilar- 
Gaxiola, Kramer, Resendez, & Magaña, 2008; 
Canino & Alegría, 2009; Santiago-Rivera, 
Benson-Flórez, Santos, & Lopez, 2015) have 
been emphasized as contributing to misdiagno-
sis. In support of this perspective, Lewis- 
Fernández, Das, Alfonso, Weissman, and Olfson 
(2005) provide a case illustration in which an 
older adult female of Mexican heritage described 
her symptoms of depression as suffering from 
nervios [nerves], feeling sofocada [out of breath], 
and having headaches and heart palpitations. 

Because of the somatic focus of the symptoms, 
the initial assessment centered on potential car-
diac and respiratory health conditions rather than 
a possible mood problem. Similarly, certain 
words in the Spanish language may more accu-
rately describe depression. For instance, Noguera 
et al. (2009) set out to explore which Spanish lan-
guage terms better described depressed mood in 
a sample of Latino adults receiving cancer treat-
ment and found that they preferred to use the 
term desanimado [discouraged] rather than the 
term deprimido which is considered the literal 
translation of “depressed” in English. These find-
ings suggest that accurately screening for depres-
sion must take into consideration the specific 
meaning and connotation of words in the Spanish 
language. In addition, accurately diagnosing 
dementia and other forms of cognitive decline 
can be problematic for older Latino adults 
because lower level of education and limited 
English language proficiency are confounding 
variables that influence neurological tests results 
(Ortiz, Fitten, Cummings, Hwang, & Fonseca, 
2006; Weissberger, Salmon, Bondi, & Gollan, 
2013).

 Measures of Depression
Despite these challenges, a number of assess-
ments commonly used to screen for depression in 
Latinos are the (1) Beck Depression Inventory-II 
(BDI; Beck, Ward, Mendelson, Mock, & 
Erbaugh, 1961), (2) Patient Health 
Questionnaire-9 (PHQ-9; Spitzer, Kroenke, & 
Williams, 1999), and (3) the Center for 
Epidemiologic Studies Depression Scale (CES- 
D; Radloff, 1977). More importantly, assess-
ments such as the Geriatric Depression Scale 
(GDS; Yesavage et al., 1983) have received con-
siderable attention as reliable screening tools for 
diagnosing depression in older adults who are 
experiencing cognitive decline. All of these 
assessment tools have published psychometric 
properties available for both the Spanish and 
English versions.

The Beck Depression Inventory-II (BDI-II; 
Beck, Steer, & Brown, 1996) is a well-established 
and widely used screening instrument for depres-
sion. It is a 21-item, self-report measure  assessing 
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a variety of symptoms occurring in the 2 weeks 
prior to the actual assessment. Each item is rated 
on a scale from 0 (no depressive symptoms) to 3 
(severe depressive symptoms), and the total range 
of scores is 0–63. With respect to interpreting the 
scores, 0–13 indicates minimal depression, 
14–19 indicates mild depression, 20–28 indicates 
moderate depression, and 29–63 indicates severe 
depression. There is considerable evidence indi-
cating that the BDI-II has sound psychometric 
properties for both the English and Spanish ver-
sions. Specifically, Wiebe and Penley (2005) 
found that the English version had a reliability 
coefficient of 0.89 for the English version and a 
0.91 coefficient for the Spanish version in a sam-
ple of college students. Moreover, results of an 
earlier study of older Mexican Americans and 
Whites, with an average age of 70, showed that 
the English version had an internal consistency 
coefficient of 0.80 (Gatewood-Colwell, 
Kaczmarek, & Ames, 1989). Novy, Stanley, 
Averill, and Daza (2001) reported internal con-
sistency coefficients of 0.94 for each of the 
English and Spanish versions in a diverse sample 
of bilingual Latinos from various countries of 
origin (i.e., Mexico, South America, Central 
America, Cuba, Puerto Rico), ranging in age 
from 18 to 75. In essence, there is sufficient evi-
dence demonstrating the BDI-II’s utility in accu-
rately screening for depression among Latinos, in 
general. In another study, Segal, Coolidge, Cahill, 
and O’Riley (2008) examined the psychometric 
properties of the BDI-II in a sample of younger 
(17–29 years of age) and older (55–90 years of 
age) adults. For purposes of this discussion, we 
note that their findings concerning the older 
adults showed good internal reliability (i.e., how 
well all the items consistently measure the same 
general construct of depression) on the BDI-II. 
Specifically, the internal reliability alpha was 
0.86 for the older adult group. Moreover, this 
study showed strong, significant, and positive 
correlations with the Center for Epidemiologic 
Studies Depression Scale (CES-D; Radloff, 
1977; r = 0.69), and the depression subscale of 
the Coolidge Axis II Inventory (CATI: Coolidge, 
2004; Coolidge & Merwin, 1992; r = 0.66) dem-
onstrated solid convergent validity (i.e., how the 

inventory correlates with other psychometrically 
sound measures of depression). In addition, the 
researchers note that there were no significant 
cross-sectional differences of age and gender on 
BDI-II scores; however, they acknowledge the 
lack of adequate ethnic diversity in their sample, 
particularly in the older adult group. As such, the 
results indicating no ethnic differences must be 
interpreted with caution. Nonetheless, a strength 
of this study is that it focused on a nonclinical 
community sample of older adults. However, and 
in summary, more research is needed to explore 
the use of the BDI-II with Latino older adults 
who are experiencing cognitive decline.

A popular measure that has been widely used 
with ethnic and racial minorities is the Patient 
Health Questionnaire-9 (PHQ-9; Spitzer et  al., 
1999). Overall, there is substantial evidence 
showing that it has good internal reliability with 
an alpha coefficient ranging from 0.86 to 0.89 
(Kroenke, Spitzer, & Williams, 2001). The 
PHQ- 9 is designed to measure the extent to 
which a variety of symptoms associated with 
depression are present such as anhedonia (lack 
of pleasure), difficulties sleeping and concen-
trating, changes in appetite, suicidal thoughts, 
and fatigue. Each item is rated on a 4-point scale 
from 0 (not at all) to 3 (nearly every day); the 
total range of scores is 0–27. With respect to the 
interpretation of scores, 0–4 indicates none or 
minimal symptoms present, 5–9 indicates mild 
depression, 10–14 indicates moderate depres-
sion, 15–19 indicates moderately severe depres-
sion, and 20–27 indicates severe depression 
(Kroenke & Spitzer, 2002).

Donlan and Lee (2010) used the Spanish ver-
sion of the PHQ-9 (Diez-Quevado, Rangil, 
Sanchez-Planell, Kroenke, & Spitzer, 2001) with 
a sample of Mexican migrant farmworkers and 
found that the measure had good internal consis-
tency reliability (α = 0.92) and composite reliabil-
ity (α = 0.88) (i.e., the extent to which the items, 
as a whole, consistently measure the construct of 
depression). More recently, the factor structure of 
the same Spanish version of the PHQ-9 revealed 
that the internal consistency is good for the full 
scale (α = 0.89) which is consistent with other 
empirical findings (Familiar et  al., 2015). 
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Finally, there is evidence to support that the 
PHQ-9 is a reliable measure of depression for 
older Latino adults, ranging in age from 65 to 97 
(Chavez-Korell et al., 2014).

As noted earlier, the CES-D is another mea-
sure that is commonly used in clinical, nonclini-
cal, and community samples, as well as 
adolescents and adults ranging in ages (e.g., 
15–96). The utility of the CES-D 10-item scale 
has been examined as a reliable measure of 
depression in older adults (e.g., Andresen, 
Malmgren, Carter, & Patrick, 1994). With respect 
to its usefulness in accurately screening for 
depression among Latino older adults, the 
10-item measure has been shown to be a more 
sensitive screening tool for depression among a 
Puerto Rican sample of older adults with a speci-
ficity rate of 70% (Robison, Gruman, Gaztambide, 
& Blanks, 2002). In a more recent study consist-
ing of a large (N = 15,487) and diverse sample of 
Latinos, consisting of Dominicans, Central 
Americans, Cubans, Mexican Americans, Puerto 
Ricans, and South Americans, González et  al. 
(2016) found that the CES-D 10-item measure 
showed acceptable internal consistency 
(Cronbach’s alpha = 0.80 to 0.86). Although the 
ages ranged from 18 to 76 in this large sample, 
ideally there was a representative subsample of 
older adults given that the data are derived from 
the Hispanic Community Health Study/Study of 
Latinos (HCHS/SOL) and for which households 
were randomly selected from various communi-
ties in four distinct geographic areas (i.e., Bronx, 
New  York; San Diego, California; Chicago, 
Illinois; Miami, Florida).

The Geriatric Depression Scale (GDS; 
Yesavage et al., 1983) is another measure used to 
screen for depression in older adults, especially 
for those with mild to moderate dementia. An 
advantage of using this measure is that it consists 
of a forced choice format of yes or no responses, 
thus making it easier for older adults with cogni-
tive impairment to respond. There are a 30-item 
and a 15-item versions of the GDS, and their 
validity and reliability have been supported 
through clinical and research endeavors (Kørner 
et  al., 2006; Lopez, Quan, & Carvajal, 2010). 
There has been growing interest in using the 

GDS, especially the 15-item measure, with the 
Latino older adult population. While the results 
of earlier studies are mixed for the Spanish ver-
sion of the GDS, Reuland et al. (2009) found sen-
sitivities ranging from 76% to 89% and 
specificities ranging from 64% to 98% indicating 
that the measure appears to be valid and reliable. 
Lucas-Carrasco (2012) reported acceptable inter-
nal consistency of the GDS (Cronbach’s 
α  =  0.81). In sum, the Spanish version of the 
GDS has significant clinical relevance in reliably 
assessing depression in older adults who have 
dementia.

 Neuropsychological Assessment 
and Dementia

It is well recognized that neuropsychological 
assessments play a vital role in the diagnosis of 
cognitive deterioration in older adults because of 
their greater breadth and depth as compared to 
screening devices alone. Appropriately assessing 
the initial stages of dementia and its progression 
are key in developing effective strategies to man-
age the disease. As mentioned earlier, cultural 
and language differences may influence the per-
formance on cognitive measures, rendering an 
inaccurate diagnosis (Siedlecki et al., 2010). This 
is particularly relevant for older Latino adults 
who are often predominantly Spanish language 
speakers and are more likely to be less accultur-
ated to mainstream U.S. culture (Ortiz et  al., 
2006).

In an effort to address concerns about the util-
ity of diagnostic measures for cognitive impair-
ment among Latino older adults, the Spanish and 
English Neuropsychological Assessment Scales 
(SENAS; Mungas, Reed, Crane, Haan, & 
González, 2004; Mungas, Reed, Marshall, & 
González, 2000) was developed. SENAS is 
designed to assess cognitive abilities in older 
adults, and it consists of 16 scales measuring 
such areas as verbal and nonverbal conceptual 
thinking, object naming, verbal and visual atten-
tion span, and verbal comprehension. Mungas 
et  al. (2004) reported its sound psychometric 
properties, as well as noted that the various scales 
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in both the Spanish and English versions corre-
spond well, thus reducing measurement bias.

Similarly, the Consortium to Establish a 
Registry for Alzheimer’s Disease (CERAD) 
Neuropsychological Battery (Morris et al., 1989) 
consists of measures that assess specific aspects 
of cognitive functioning such as verbal fluency, 
naming pictures, and word recognition and recall. 
The Spanish version of the battery is a promising 
measure that can assist in assessing cognitive 
deficits related to neurodegenerative diseases 
(Fillenbaum, Kuchibhatla, Henderson, Clark, & 
Taussig, 2007). Although this chapter is not 
intended to describe neuropsychological tests in 
detail, it is important to acknowledge the prog-
ress made in developing such measures to 
improve the assessment of cognitive decline in 
Latino older adults.

 Medications

There continue to be significant racial and ethnic 
disparities in the use of medications to treat 
dementia. In particular, studies have consistently 
found that African American and Latinos are less 
likely to be prescribed anti-dementia medication 
compared to non-Hispanic Whites for a variety of 
reasons such as lack of access to appropriate 
healthcare and prescription drug insurance cover-
age, as well as cultural bias in testing for demen-
tia (Zukerman et  al., 2008). Xiong, Filshtein, 
Beckett, and Hinton (2015) investigated the prev-
alence of antipsychotic drug use (i.e., medica-
tions to treat behavioral problems such as 
aggression and anxiety) among community- 
dwelling African American, Latinos, and non- 
Hispanic Whites diagnosed with dementia and 
neuropsychiatric symptoms. They found that 
Latinos were more likely to be taking antipsy-
chotic medication compared to non-Hispanic 
Whites, especially among those with severe 
dementia. Even more striking, Latinos reported 
higher neuropsychiatric symptoms than African 
Americans and non-Hispanic Whites, indicating 
that the higher the symptoms, the greater the like-
lihood of psychotic medication use. It is impor-
tant to note that this type of medication is often 

prescribed to manage problematic behaviors such 
as agitation and hallucinations, but has known 
side effects such as drowsiness, dizziness, low 
blood pressure, and vomiting (NIMH, 2016). 
These side effects can be particularly trouble-
some for an older adult who may already have 
other serious health conditions.

 Caring for a Family Member 
with Dementia

As noted earlier in this chapter, dementia is a pro-
gressive disease, and the individual’s ability to 
independently perform basic daily activities 
diminishes over time, requiring regular care by 
someone. Demographic trends indicate that the 
Latino caregiver is most often an adult female, is 
younger in age, and has more children at home 
compared to non-Latino Whites (Gallagher- 
Thompson, Solano, Coon, & Areán, 2003). 
According to Koerner, Shirai, and Pedroza 
(2013), the driving forces for what they refer to 
as a “pattern of care provision” among Latinos 
are cultural beliefs and values about family loy-
alty, described as familismo, as well as language 
and economic barriers that limit access to ser-
vices, and a different understanding of the etiol-
ogy of dementia and other mental illnesses such 
as depression. As a result of these forces, a Latino 
family member is more likely to care for an aging 
family member. Although the role of caregiver 
may be, to an extent, a rewarding one, there are a 
variety of challenges that often create stress and 
strain within the family.

The daily care of someone with dementia 
alone or in combination with other health issues 
can be considerably stressful and overwhelming. 
For example, mental health problems such as 
high anxiety and depression and low life satisfac-
tion have been linked to the stress experienced by 
Latino caregivers (Losada et al., 2015; Weisman 
et al., 2005). In an effort to tease apart possible 
contributing factors to caregiver depression, 
Hinton et  al. (2003) investigated the extent to 
which the intensity of neuropsychiatric symp-
toms commonly exhibited by individuals with 
dementia (i.e., depression, irritability, anxiety, 
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aggression, apathy, inappropriate elation, disinhi-
bition, hallucinations, delusions, aberrant motor 
activity) was related to depression in a sample of 
Latino caregivers who were primarily women 
and found that the more intense the patient’s 
symptoms, the greater the depressive symptoms 
in the caregiver. More importantly, they found 
that caregivers who were caring for a spouse had 
higher depression scores. Other contributing fac-
tors to “caregiver burden” include reduced social 
support, poor coping strategies and quality of 
life, as well as physical health problems (Herrera, 
Lee, Nanyonjo, Laufman, & Torres-Vigil, 2009; 
Trujillo et al., 2016).

If a caregiver is experiencing physical and 
mental health issues, how are they able to offer 
quality care to an individual who has dementia 
and who might be depressed as well? This is not 
an insignificant question. In a recent study in 
which a number of focus groups were conducted 
consisting of Spanish-speaking caregivers, 
Turner et al. (2015) identified important themes 
that provide insight on how they coped and man-
aged the behavior problems of a person with 
dementia. The participants reported that accept-
ing the individual’s illness was critical and that 
expressing love and being patient and flexible 
made the caregiver’s role manageable. 
Conversely, some of the themes that were of 
major concern were not having the support of 
other family members, unresponsive providers, 
and the inability to maintain a much-needed 
income. As noted by Turner et  al. (2015), the 
caregiver plays a vital role in the lives of indi-
viduals with dementia; therefore, it is especially 
important to provide them with supportive inter-
ventions such as training in effective coping strat-
egies, psychoeducation, and, in some instances, 
treatment for depression if necessary.

Some progress has been made in developing 
interventions that are culturally and linguistically 
appropriate. One such approach is the use of foto-
novelas (i.e., a story with pictures) that depict 
ways to use coping strategies that lead to effec-
tive stress management (Gallagher-Thompson 
et al., 2015). Another example showing promis-
ing results are the positive effects of both 
Cognitive-Behavioral Therapy (CBT) and 

Acceptance and Commitment Therapy (ACT) for 
reducing depressive symptoms and anxiety 
among caregivers (Losada et al., 2015).

 Future Directions

As discussed in this chapter, depression, especially 
late in life, is related to significant cognitive 
decline. This is particularly relevant given research 
findings suggesting that Latinos are significantly 
more likely than non-Hispanic Whites to experi-
ence increases in depressive symptoms over time 
(Liang et  al., 2011). Furthermore, dementia is 
associated with higher rates of depression among 
older adults (Snowden et al., 2015).

Since studies show that depression is common 
in older Latino adults who have dementia and 
other health conditions such as diabetes, an inte-
grated behavioral health framework of care, espe-
cially in community health facilities, could be 
beneficial. Snowden et al. (2015) make a similar 
recommendation by stating that “… community- 
based interventions for treatment of dementia 
will need to be prepared to address depression 
and may need to include high levels of collabora-
tion between nurse managers and physicians in 
order to significantly improve depressive symp-
toms” (p. 902). Likewise, another consideration 
is the need to continue conducting longitudinal 
studies that would help identify factors that may 
contribute to cognitive decline and dementia. It 
has been suggested (Snowden et  al., 2015) that 
looking at such factors as age, education, lan-
guage, acculturation, and daily functioning over-
time would not only further our understanding of 
its progression but also help to improve overall 
healthcare services. Similarly, more research is 
needed to further the understanding of depression 
in older adults, of how it is manifested, and of 
ways to treat it. This includes investigating psy-
chosocial and behavioral treatment approaches 
other than the standard use of medications to help 
alleviate symptoms. Along this line of reasoning, 
more research is needed to identify which neuro-
psychological tests are better suited to predict 
dementia in Latinos. Such efforts include 
 examining which assessments are good predictors 
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of cognitive decline such as for Alzheimer’s 
disease (e.g., Weissberger et al., 2013), as well as 
furthering our understanding of the validity of 
tests that have been translated from English to 
Spanish (Siedlecki et  al., 2010). Such attempts 
are commendable, and it is critically important to 
continue such efforts.

In closing, the older Latino adult population 
will continue to grow, demonstrating the need for 
culturally competent healthcare providers. 
Knowledge of the American Psychological 
Association’s (2014) guidelines for psychologi-
cal practice with older adults along with its 
guidelines for Multicultural Competency in 
Geropsychology (APA, 2009) and consideration 
of the impact of specific psychosocial issues in 
the treatment of Latino older adults such as lan-
guage needs, acculturative stress, and familismo 
are essential to effective treatment. In addition, 
familiarity with the assessments for depression 
and dementia described in this chapter will help 
reduce cultural bias, misdiagnosis, and ineffec-
tive treatment of older Latino adults. Finally, 
continuing to develop interventions for caregiv-
ers that are culturally appropriate and that focus 
on increasing social support, reducing stress, and 
treating health conditions is critically important.
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Abstract
This chapter reviews common neuropsychiat-
ric symptoms, their expression among Latinx 
individuals with dementia, and their effect on 
caregiver burden in this population. As the 
understanding of dementia syndromes has 
progressed, increasing attention has been 
devoted to the neurological, psychiatric, and 
affective symptoms that commonly accom-
pany neurodegeneration. Most large- scale 
studies have shown that at least one symptom 
or syndrome can be identified in almost all 
individuals diagnosed with dementia. These 
symptoms impose significant burden on care-
givers and on the healthcare system.

 Introduction

As medicine and healthcare continue to advance 
in the United States and worldwide, the pro-
portion of the population classified as elderly 

(i.e., age 65 and older) is rapidly increasing, 
with a concurrent increase in individuals diag-
nosed with dementia. Furthermore, within the 
United States, Latinxs1 continue to account for 
more of the nation’s overall population growth 
than any other ethnic group (Krogstad, 2017), 
and the Latinx population is projected to com-
prise 18% of the older population by 2050 
(www.aoa.gov/prof/Statistics/statistics.aspx). 
Although there remains a lack of adequate 
research on presentation, diagnosis, and treat-
ment of dementia within the Latinx popula-
tion—an endeavor which is complicated in part 
by the considerable heterogeneity of this popu-
lation—the current chapter seeks to provide an 
overview of the nature of neuropsychiatric 
symptom presentation in individuals with 
dementia, with a specific focus on Latinx indi-
viduals. This discussion will particularly 
emphasize those symptoms which most nega-
tively impact caregivers and will subsequently 
turn to how these symptoms can be best man-
aged by treatment providers and caregivers.

1 The term Latinx is used throughout the chapter to include 
the broad range of gender identities present among people 
of Latin American descent (see Santos, 2017).
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 Neuropsychiatric Symptom 
Presentation in Dementia

Although changes in cognitive function—which 
are the hallmark of dementia syndromes—are 
typically the primary focus of concern among 
individuals with neurodegenerative conditions, 
the accompanying neuropsychiatric symptoms 
also significantly affect patient quality of life and 
are often the most distressing feature for families 
and caregivers. Most individuals with dementia 
or mild cognitive impairment (MCI) exhibit these 
behavioral and psychological symptoms. While 
many of these symptoms are not exclusive to 
dementia and occur in the general population, 
they are seen more frequently in individuals with 
dementia (Savva et  al., 2009). Some cross- 
sectional prevalence estimates have approximated 
the occurrence of neuropsychiatric symptoms at 
80% in dementia and 50% in MCI (Lyketsos 
et  al., 2002; Rozzini et  al., 2008). The Cache 
County Study found the 5-year point prevalence 
of at least one neuropsychiatric symptom (i.e., 
the proportion of individuals with dementia who 
exhibit at least one symptom during the 5 years 
of that study) to be a staggering 97% (Steinberg 
et  al., 2008). The MAASBED Study found a 
similar 2-year point prevalence of 95% (Aalten, 
de Vugt, Jaspers, Jolles, & Verhey, 2005). These 
studies reflect the consistent finding in the 
literature that virtually all individuals with 
dementia will at some point experience or exhibit 
neuropsychiatric symptoms.

In the limited literature that focuses on neuro-
psychiatric symptoms among Latinxs, most stud-
ies appear to have found increased rates of 
neuropsychiatric symptoms overall in Latinxs as 
compared with non-Latinxs (Chen, Borson, & 
Scanlan, 2000; Hinton, Haan, Geller, & Mungas, 
2003; Ortiz, Fitten, Cummings, Hwang, & 
Fonseca, 2006; Sink, Covinsky, Newcomer, & 
Yaffe, 2004). Sink et al. (2004) found the overall 
prevalence of dementia-related behaviors (i.e., 
overt behaviors such as agitation or psychotic 
symptoms, but not including depression or other 
internalized symptoms) to be higher among 
Latinxs. In their multiethnic sample, 46% of 
White participants exhibited at least four such 

behaviors, while 61% of Black and 57% of Latinx 
participants also did. One study indicated that 
among individuals with dementia, Latinxs are 
less likely than Whites to experience depression 
or apathy (Hargrave, Stoeklin, Haan, & Reed, 
2000), but this finding appears to be in the 
minority.

In community samples without cognitive 
impairment, a wide variety of predictors of 
neuropsychiatric symptoms has been identified; 
however, many of these predictors do not seem to 
generalize to the dementia population. Even 
within a given dementia etiology, symptom 
presentation often differs between individuals. 
Although neurodegeneration itself can sometimes 
be the causative factor, this is not always the case, 
and the symptoms may or may not correspond to 
the neuroanatomical or neurochemical changes 
associated with the dementia syndrome. There 
are also likely contributions from baseline 
personality characteristics (von Gunten, Pocnet, 
& Rossier, 2009); for example, a systematic 
review of 18 studies suggested a positive 
relationship between premorbid neuroticism and 
overall challenging behavior, particularly 
aggression (Osborne, Simpson, & Stokes, 2010).

To account for the elevated incidence of neuro-
psychiatric symptoms among individuals with 
dementia, investigators have developed a broad 
range of specific explanatory models or more 
complex biopsychosocial models. For example, 
the Progressively Lowered Stress Threshold 
model (Smith, Gerdner, Hall, & Buckwalter, 
2004) states that the progression of dementia 
reduces the individual’s tolerance to stress and 
makes traditional environmental triggers more 
stressful and threatening. Within this model, 
reducing or ameliorating the triggering stimuli 
will help prevent or reduce the behavioral symp-
toms that otherwise result from them. More com-
plex models, such as that summarized by Kales 
and colleagues (2015), posit that the neurodegen-
erative changes alter the way the individual inter-
acts with his or her environment (including 
caregivers, social circles, and other environmental 
stressors) and also increase their vulnerability to 
stress in the context of these relationships. This 
heightened vulnerability to environmental stress, 
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in turn, leads to the expression of neuropsychiat-
ric symptoms.

As suggested above, neuropsychiatric symp-
toms impose substantial burden on patients and 
their families. For example, the presence of such 
symptoms is associated with an increased risk of 
hospitalization and increased financial concerns 
(Ayalon, Gum, Feliciano, & Arean, 2006; 
Lyketsos et al., 1997; Yaffe et al., 2002). Studies 
also seem to confirm that in both White and 
Latinx samples, individuals who experience 
more neuropsychiatric dementia symptoms also 
experience more significant functional disability 
(Hinton, Farias, & Wegelin, 2008), with the 
strongest associations, between symptom reports 
and functional disability, being with psychotic 
symptoms, depression, anxiety, and agitation. 
Importantly, neuropsychiatric symptoms also 
account for much of the decreased quality of life 
experienced not only by the patient but by the 
family and/or caregiver(s) as well. Caregivers, in 
general (including those caring for individuals 
with ailments other than dementia), experience a 
poorer sense of well-being, lower self-efficacy, 
and more extreme feelings of depression and 
stress when dealing with a care recipient with 
prominent neuropsychiatric symptoms. Multiple 
studies have observed that caregivers for 
individuals with dementia who had higher 
neuropsychiatric symptom burden experienced 
poorer mental health themselves (e.g., Brodaty, 
Woodward, Boundy, Ames, & Balshaw, 2014; 
Conde-Sala et al., 2014). These factors all render 
it important to identify and treat these symptoms 
as early as possible. Additionally, from the 
standpoint of the provider, identification of 
behavioral symptoms can potentially improve the 
accuracy of diagnostic classification and in turn 
help identify proper treatment and 
recommendations.

Given the allocentric nature of the Latinx fam-
ily and community, the implications from such 
explanatory and biopsychosocial models high-
light the necessity for culturally responsive care 
for Latinxs with dementia and their caregivers. 
Neurodegenerative processes that increase vul-
nerability to stress within family and/or caregiver 
relationships should be given special consider-

ation for the Latinx population, as Latinxs are 
more likely to rely on family members for care-
giving, as opposed to using outside palliative, 
hospital, or psychiatric care, and often depend on 
extended family and social networks to coordi-
nate health-related decision-making for their 
family members. Given the connection between 
heightened vulnerability to relational stress as a 
result of dementia symptoms and the subsequent 
expression of additional neuropsychiatric symp-
toms and worsening mental health of caregivers, 
it is important for psychiatrists, the medical com-
munity, and the mental health profession to rec-
ognize the specific impact relational stress can 
have on Latinxs with dementia, their caregivers, 
and their family members. For example, interper-
sonal conflicts can trigger a range of symptoms, 
expressed through cultural idioms of distress, in 
Latinx families. Respeto, a cultural strength of 
Latinx family systems, involves the reliance on 
authority within the family (determined by a hier-
archical family structure in which elders and par-
ents are often the decision-makers). For those 
unfamiliar with respeto, professionals may seem 
perplexed by the involvement of family members 
in decisions regarding all aspects of care, includ-
ing when to hospitalize or when to include medi-
cation in treatment. Thus, it is best for practitioners 
to utilize respeto within the healthcare profession 
when working with Latinxs with dementia and 
professionals. In addition, the consideration of 
other Latinx cultural values, including familismo 
and personalismo, should ideally be incorporated 
into treatment to help reduce relational stress and 
develop respectful and successful therapeutic 
alliances with Latinx families and patients.

 Assessment of Neuropsychiatric 
Symptoms in Dementia

Neuropsychiatric symptoms are often evaluated 
using structured interviews or questionnaires, 
such as the Neuropsychiatric Inventory (NPI; 
Cummings et al., 1994). The NPI uses information 
from a caregiver or other collateral informants to 
assess symptoms within 12 domains: depression, 
euphoria, anxiety, apathy, agitation, delusions, 
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hallucinations, disinhibition, irritability, motor 
behaviors, nighttime behaviors, and appetite/
eating changes. These tend to be the classes of 
neuropsychiatric symptoms that most commonly 
appear in the dementia literature as well. In a 
study comparing NPI scores in Latinx and White 
individuals with dementia, Ortiz et  al. (2006) 
found that the total NPI score was more than 50% 
higher in Latinxs. The study also noted that the 
most prevalent symptoms reported in Latinxs 
with dementia were apathy and anxiety disorders, 
whereas among Whites, depression was the 
second most common. However, other studies 
investigating neuropsychiatric symptoms in 
patients with dementia have indicated that 
depression was most common among Latinxs 
(Hinton et al., 2003).

In light of the broad range of neuropsychiatric 
symptoms that occur in dementia, some 
investigators have attempted to cluster the 
symptoms into factors or groups. Some classify 
them as “positive,” reflecting the presence of 
atypical behaviors such as aggression, or 
“negative,” such as apathy, reflecting the absence 
of typical behaviors or personality characteristics. 
As summarized by van der Linde, Dening, 
Matthews, and Brayne (2014), the most common 
groupings in the research literature tend to be 
affective symptoms, psychosis, hyperactivity, 
and euphoria. Only those groupings and domains 
most salient to caregivers will be discussed here.

 Depression

Depression is arguably the most extensively 
researched neuropsychiatric symptom of 
dementia as it is seen with some frequency across 
a wide variety of dementia etiologies, including 
Alzheimer’s disease (AD), vascular dementia, 
Lewy body dementia (LBD), frontotemporal 
dementia (FTD), and Parkinson’s disease 
dementia (PDD). Additionally, Lyketsos et  al. 
(2002) identified depression as the most common 
neuropsychiatric symptom among individuals 
with MCI, as it occurred in 20% of their 
MCI  sample. Comparatively, depression was 
somewhat more prevalent among individuals 

with dementia (32%). Sink et al. (2004) found the 
same rate among White individuals, but they 
noted an increased prevalence (46%) among 
Latinxs. Over a 5-year period, 77% of participants 
with dementia in one study exhibited at least 
some signs of depression (Steinberg et al., 2008).

Depression is a well-established risk factor for 
dementia. In a Framingham Heart Study cohort, 
not only did participants who were depressed at a 
baseline assessment have a 50% increased risk of 
developing dementia during the ensuing 17 years 
but the relationship was dose dependent: the risk 
of eventual dementia increased with severity of 
depression (Saczynski et  al., 2010). When 
adjusting for medical comorbidities, the risk of 
developing AD or vascular dementia may not be 
increased for individuals with past history of 
depressive symptoms, but it was doubled (AD) or 
more than tripled (vascular dementia) for those 
who continued to experience depressive 
symptoms in late life (Barnes et  al., 2012). 
Causative theories have included the contributions 
of neuroanatomical or neurochemical changes 
related to chronic depression, as well as the 
adverse neurological effect of limited or reduced 
physical and social activity that is often seen in 
individuals who experience depression. 
Interestingly, depression has been shown to 
manifest differently in the context of a dementia 
syndrome. For example, individuals with 
depression and dementia tend to be less decisive 
and more ruminative; however, they also tend to 
experience less sleep disturbance and less 
frequent feelings of worthlessness than those 
with depression but without dementia (Lyness 
et al., 1997; Zubenko et al., 2003).

 Apathy

Apathy is commonly defined as a lack of emo-
tion, an absence of interest, or amotivation. 
Clinically, it is often misclassified or misdiag-
nosed as depression or as a symptom of depres-
sion (Landes, Sperry, & Strauss, 2005). It is fairly 
easy for laypersons to confuse it with anhedonia 
experienced as a symptom of depression, but 
apathy has been demonstrated to be an 
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independent neuropsychiatric symptom (Levy 
et al., 1998). In one study, only about one-quarter 
of individuals who met criteria for either apathy 
or dementia could be diagnosed with both 
syndromes (Starkstein, Ingram, Garau, & 
Mizrahi, 2005), and approximately half of 
individuals with dementia and apathy do not have 
depression (Tagariello, Girardi, & Amore, 2009). 
In addition, manifestations of depression and 
apathy tend to differ over the course of a dementia 
syndrome, with one study suggesting that 
whereas affective symptom reporting tends to 
dissipate with more advanced dementia, 
amotivation tends to increase (Spalletta et  al., 
2004).

Even when controlling for depression, apathy 
has been shown to be independently associated 
with poor cognitive test performance (Levy et al., 
1998; Onyike et al., 2007; Starkstein et al., 2005) 
and may serve as an early marker that can predict 
cognitive decline (Onyike et  al., 2007; Vicini 
Chilovi et  al., 2009). One study found the 
presence of apathy to confer an approximately 
50% increase in mortality risk for geriatric 
inpatients (Hölttä et al., 2012). In addition, apathy 
is quite prevalent even in earlier stages of 
dementia, occurring in 15–17% of individuals 
with MCI (Lyketsos et  al., 2002; Onyike et  al., 
2007). It has also been found to be a risk factor 
for conversion from MCI to dementia, whereas 
individuals with depression may demonstrate a 
reduced likelihood of conversion (Vicini Chilovi 
et al., 2009).

Regarding prevalence, apathy has been found 
to be present in about 30% of community samples 
with AD, 60% of outpatients with AD, and 
30–50% of people with other dementia syndromes 
(van Reekum, Stuss, & Ostrander, 2005). It was 
easily the most common neuropsychiatric 
symptom in the Medical Research Council 
Cognitive Function and Ageing Study, occurring 
in 50% of that study’s dementia sample (Savva 
et al., 2009). Of the various dementia syndromes, 
there is a particularly strong relationship to 
depression in individuals with AD, whereas 
apathy in FTD renders the individual less likely 
to be depressed; apathy in such individuals is 
instead concurrent with impulsive and compulsive 

behaviors (Chow et  al., 2009). Apathy has also 
been found to be highly correlated with agitation 
symptoms (ibid). Apathy is often rated as the 
most severe of all neuropsychiatric symptoms 
(Steinberg et  al., 2008) and has been found to 
significantly impact caregiver burden (e.g., 
Terum et al., 2017).

 Anxiety

Anxiety symptoms occur in roughly half of indi-
viduals with dementia diagnoses (McCurry, 
Gibbons, Logsdon, & Teri, 2004; Steinberg et al., 
2008) and have been found to be the third most 
common neuropsychiatric symptom type across 
all dementia etiologies (e.g., Terum et al., 2017); 
anxiety symptoms are highly comorbid with 
depression. Anxiety has been found to be more 
common in vascular dementia than in AD 
(Ballard et  al., 2000). One study found that 
among elderly Latinxs with dementia, anxiety 
was experienced by approximately 34% (Hinton 
et al., 2003). Although there is an overall lack of 
research investigating the nature of specific neu-
ropsychiatric symptoms in Latinx individuals 
with dementia, the culture-bound syndrome 
ataque de nervios, which is a term often used 
among Latinxs of Caribbean descent to describe 
an array of psychological symptoms often associ-
ated with anxiety, suggests that anxiety may be 
perceived and experienced differently in Latinxs 
with dementia and their caregivers. The extent to 
which differences may be experienced may also 
vary with level of acculturation. Regardless of 
how anxiety may be manifested or perceived, the 
presence of patient anxiety has been shown to 
significantly impact caregiver burden (Terum 
et al., 2017).

 Psychosis

Up to 50% of individuals with AD develop psy-
chotic symptoms at some point during the dis-
ease process (Jeste & Finkel, 2000). Delirium can 
also cause psychosis and other neuropsychiatric 
symptoms in older adults (Hodgson, Gitlin, 
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Winter, & Czekanski, 2011). In general, it is 
important to evaluate whether psychotic symp-
toms are a characteristic of the dementia syn-
drome or instead a sign of an incipient delirium 
resulting from medication side effects, nutritional 
deficiency, environmental factors, and/or an 
underlying treatable medical condition. Psychotic 
symptoms (delusions and hallucinations) tend to 
be equally prevalent across ethnic backgrounds 
(Hargrave et al., 2000), although one study found 
Latinxs to be at higher risk for hallucinations, 
which occurred in 53% of Latinxs vs. 42% of 
White participants (Sink et al., 2004).

 Hallucinations

Hallucinations may occur in as many as 15% of 
individuals diagnosed with dementia (Savva 
et al., 2009). Visual hallucinations are a hallmark 
symptom of LBD and also occur in PDD. These 
hallucinations are complex and most typically 
characterized by well-formed visions of anony-
mous people; less frequently, they comprise ani-
mals or disembodied/floating faces or heads 
(Mosimann et  al., 2006). Dorsal and ventral 
visual pathways of the brain have been impli-
cated, which suggests parietal and occipital lobe 
involvement (ibid). Unlike those hallucinations 
typically experienced by individuals with pri-
mary psychiatric disorders, hallucinations in 
LBD and PDD are less frequently experienced as 
frightening. However, hallucinations were found 
to be among the three neuropsychiatric symp-
toms most strongly correlated with caregiver bur-
den among caregivers of Argentinian individuals 
with probable AD (Allegri et  al., 2006). 
Hallucinations have been found to occur in 42% 
of White individuals with dementia, 57% of 
Black individuals with dementia, and 53% of 
Latinxs with dementia (Sink et al., 2004).

 Delusions

Delusions are reasonably common in dementia, 
occurring in one-third of individuals with AD 
(Mizrahi, Starkstein, Jorge, & Robinson, 2006). 
In AD, these delusions tend to occur in response 

to anosognosia, or a lack of awareness of one’s 
own deficits. For example, one may forget hav-
ing relocated an item; and, when it cannot be 
found in the place he or she expects, the pre-
sumption is that someone has stolen it. This 
belief can become deeply ingrained, particu-
larly if the individual also has significant perse-
verative tendencies. Delusions of grandiosity 
can also occur in the setting of expansive mood 
(Mizrahi et  al., 2006). Misidentification delu-
sions, which involve an enduring belief that a 
person, place, or object has been altered, can 
occur in AD but are more commonly seen in 
LBD, occurring in about half of patients with 
the latter disease (Ballard et  al., 1999). One 
such delusion, Capgras syndrome, is the belief 
that a familiar person has been replaced with a 
duplicate. It is more commonly experienced in 
primary psychiatric disorders but does occur in 
dementia syndromes as well, particularly in 
LBD but also AD and vascular dementia (ibid). 
Reduplicative paramnesias are characterized by 
a belief that a familiar location, usually one’s 
house, has been duplicated and exists in two 
distinct locations. Other misidentification delu-
sions include the “phantom boarder” delusion, 
which entails a belief that a stranger is living in 
one’s home, and Fregoli syndrome, which 
involves a belief that a persecuting individual is 
able to assume the identities of different people 
whom one encounters. Some individuals with 
LBD also experience “television misidentifica-
tions,” or the belief that characters on television 
are instead actually present in the individual’s 
home; these delusions have been associated 
with particularly poor visuoperceptual func-
tioning (Mori et  al., 2000). Misidentification 
syndromes have been associated with discon-
nection of the brain’s temporal and limbic areas 
from the frontal lobes, particularly when later-
alized in the right hemisphere, potentially 
resulting in a disrupted sense of familiarity of 
the recalled person or place (Alexander, Stuss, 
& Benson, 1979). Delusions in dementia have 
also been associated with functional changes in 
the parietal lobe (Starkstein, Vazquez, & 
Petracca, 1994).

Given the breadth of research related to para-
noia and the way it may manifest in dementia 
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patients, it is important for practitioners to 
consider possible psychogenic causes vs. true 
neuropsychiatric symptoms in the Latinx 
population when examining whether symptoms 
are pathological. For example, healthy cultural 
suspicion, experienced by people of color and 
specifically undocumented immigrants, may be 
misinterpreted as paranoia in Latinxs with 
dementia. Given aggressive immigration laws, 
undocumented Latinxs with dementia—or 
caregivers and/or family members with 
undocumented status—may avoid the medical 
system, appear noncompliant, or be preoccupied 
with the safety of their family members. It is 
recommended that professionals working with 
Latinxs remain mindful of the ways that the 
medical community can inadvertently place 
undocumented Latinxs in danger and that 
practitioners be able to distinguish legitimate 
fears immigrants may have when encountering 
the medical system.

 Disinhibition

Behavioral disinhibition is considered one of the 
hallmark signs of behavioral variant FTD 
(bvFTD) and is, in many cases, among the first 
noticeable signs of this neurodegenerative 
condition. Although often not displayed until the 
moderate stages in other types of dementia, 
disinhibition may also occur in individuals with 
AD, vascular dementia, and other 
neurodegenerative conditions. One study found 
that among elderly Latinxs with dementia living 
in the United States, disinhibition was experienced 
by approximately 32% (Hinton et al., 2003). An 
Argentina-based study of individuals with 
probable AD and their caregivers found a 
significant correlation between disinhibition and 
caregiver burden (Allegri et  al., 2006); an 
association of disinhibition and increased 
caregiver burden has similarly been found in 
studies from other countries, including Japan 
(Kazui et  al., 2016) and Korea (Shim, Kang, 
Kim, & Kim, 2016). In a Hong Kong-based 
study, researchers found that among individuals 
with AD, disruptive behaviors, including 

disinhibition as well as agitation/aggression, 
irritability, and aberrant motor behaviors, were 
the strongest predictors of depression and 
experienced burden in caregivers (Cheng, Kwok, 
& Lam, 2012). These authors noted that the rate 
of disruptive behaviors reported by Asian 
caregivers was higher than those reported by 
caregivers in Western-based studies and surmised 
that this may be partially attributable to the 
emphasis on harmony and consequently reduced 
tolerance of such behaviors in Asian societies; 
this notion, which has also been used to describe 
differing rates of various childhood psychiatric 
conditions across cultures, suggests that 
differences may also exist not only between 
Latinx and majority Western populations but also 
within different Latinx groups.

 Aggression/Agitation/Irritability

Agitation encompasses a range of disruptive 
behaviors that include yelling, attention-seeking 
behavior, and resisting assistance or intervention. 
Aggression can be verbal or physical. In one 
study, behavioral agitation was observed in 30% 
of individuals with dementia (Lyketsos et  al., 
2002). Furthermore, another study found 
agitation and wandering to be the most prevalent 
symptoms seen in Latinxs with dementia, with 
agitation occurring in 48% (similar to the 45% 
rate seen in White participants) and wandering 
occurring in 63% (greater than the 58% found in 
White individuals) of participants (Sink et  al., 
2004). Irritability has been observed in roughly 
30% of all individuals with dementia, at a rate 
approximately double that seen in the general 
population (Savva et  al., 2009), and has been 
noted as a core characteristic of the behavioral 
variant of FTD (Edwards-Lee et  al., 1997). 
“Combativeness” was found in 37% of Latinxs, 
30% of Black participants, and 24% of White 
participants with dementia (Sink et  al., 2004). 
Although not always related, agitation or 
irritability can reflect depression when exhibited 
by individuals with dementia (Lyketsos et  al., 
1999). Aggression has been suggested to occur in 
individuals who have intact dopamine-releasing 
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nuclei, but experience damage to serotonin- 
releasing nuclei in the brain (Victoroff, Zarow, 
Mack, Hsu, & Chui, 1996).

Sundowning is an increase in agitation as the 
day passes. This phenomenon, which is 
experienced by as many as two-thirds of 
individuals with dementia, has often been 
associated with a disturbance in the circadian 
rhythm that occurs in dementia (Volicer, Harper, 
Manning, Goldstein, & Satlin, 2001). The 
severity of this phenomenon is moderated by a 
variety of environmental, social, and cognitive 
factors. As one may expect, agitation and 
aggression often place a strain on the relationship 
with caregivers and are frequently the proximal 
precipitants of placement in an inpatient or 
nursing care setting (Yaffe et al., 2002).

 Sleep Disturbances

Sleep disturbances are very common in demen-
tia, which is unsurprising given the likelihood 
that neurodegeneration would affect regions of 
the brain that regulate daily rhythms such as 
sleep. In the Cardiovascular Health Study, while 
sleep disturbance was not the most prevalent neu-
robehavioral symptom among people with cogni-
tive impairment, it was rated to be the most 
clinically significant symptom for individuals 
with MCI and the second most significant for 
individuals with dementia (Lyketsos et al., 2002). 
It has also, though, been noted to be comparably 
prevalent in the general population (Savva et al., 
2009). Prospectively, sleep disturbance and 
sleep-disordered breathing increase the risk of 
dementia. Interestingly, there is a significant 
association between genetic risk for AD and 
obstructive sleep apnea (OSA; Gottlieb et  al., 
2004), which further buttresses the apparent 
association between OSA and dementia. Rapid 
eye movement (REM) sleep behavior disorder, or 
excessive motor activity while dreaming, has a 
strong relationship with LBD and PDD, which 
develop in about half of individuals initially 
diagnosed with an idiopathic REM sleep behavior 
disorder; the sleep behavior can predate the onset 

of dementia by as many as 10–12 years (Postuma 
et  al., 2009). In AD, anxiety and agitation can 
lead to frequent nighttime awakenings and 
wandering behavior (McCurry et  al., 2004). 
These nighttime behaviors, in turn, interfere with 
caregivers’ daily functioning and increase 
caregiver burden which can accelerate nursing 
home placement (Teri et al., 1999).

 The Impact of Neuropsychiatric 
Symptoms on Caregiver Burden 
in the Latinx Population

Hinton and colleagues (2003) evaluated the 
nature of the relationship between 
neuropsychiatric symptoms in Latinxs with 
dementia and caregiver depression. Greater 
overall neuropsychiatric symptom expression in 
that study was associated with greater caregiver 
depression; this association was particularly 
strong when affective symptoms and apathy were 
displayed, when the patient was younger and at 
an earlier dementia stage (i.e., MCI), and when 
the caregiver was a spouse. Latinx caregivers 
have been found to frequently attribute symptoms 
to a cause other than the dementia process 
(Hinton, Chambers, & Velásquez, 2009). A 
variety of attributions were endorsed in that 
study, but the most common non-dementia causes 
of neuropsychiatric symptoms were thought to be 
medical conditions and interpersonal factors. 
Depression, for example, was rated as stemming 
from the dementia by only 11% of caregivers of 
individuals who had dementia with depression.

 Management of Neuropsychiatric 
Symptoms in Dementia 
and the Role of the Caregiver

Although no cure has yet been developed for 
any of the known neurodegenerative condi-
tions, intervention to address associated neuro-
psychiatric symptoms can significantly improve 
patient quality of life and reduce the burden for 
caregivers (e.g., Ayalon et al., 2006). Although 
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primary care physicians or other prescribing 
providers may prescribe any of a number of 
medications to help minimize neuropsychiatric 
symptoms, such can also be managed via 
behavioral and/or environmental interventions, 
many of which may be implemented by a care-
giver directly. These interventions may be 
grouped into three categories, including unmet 
needs interventions, which are based on the 
idea that neuropsychiatric symptoms in demen-
tia serve to express an unmet need; learning 
and behavioral interventions, which presume 
that neuropsychiatric symptoms represent inad-
vertently reinforced behaviors and aim to ame-
liorate these maladaptive patterns of 
reinforcement; and/or environmental vulnera-
bility and reduced stress-threshold interven-
tions, which assume that neuropsychiatric 
symptoms emerge as the result of an individu-
al’s inability to cope with aspects of his or her 
environment (Ayalon et al., 2006). Although a 
systematic review of such interventions sug-
gests that there is insufficient research to 
strongly support any single treatment, the avail-
able research appears encouraging regarding 
the potential efficacy of several of these types 
of interventions (Ayalon et  al., 2006). For 
example, one study examined in this review 
suggested that simply providing hearing aids 
was effective in reducing problem behaviors in 
a group of individuals with mild to moderate 
AD (Palmer, Adams, Bourgeois, Durrant & 
Rossi, 1999), and another found that bright 
light therapy reduced agitation in a group of 
individuals with moderate to severe dementia 
(Lovell, Ancoli-Israel, & Gevirtz, 1995). 
Interventions geared toward changing maladap-
tive reinforcement patterns through use of 
behavioral functional analysis, contingency 
management, and caregiver training also 
showed promise for being efficacious in reduc-
ing agitation and aggression, as well as wander-
ing (e.g., Bakke et  al., 1994; McCallion, 
Toseland, & Freeman, 1999).

In addition to interventions targeting the 
patient, which may assist in improving patient 
quality of life as well as reducing caregiver bur-

den by minimizing behaviors experienced as 
problematic, interventions which aim to reduce 
caregiver burden by directly addressing 
caregiver- related factors may also hold prom-
ise. For example, Trapp et al. (2015) sought to 
investigate the role of resilience, optimism, and 
sense of coherence (i.e., the degree to which 
one believes she/he can understand, manage, 
and derive meaning from a challenging life 
event) on mental and physical health-related 
quality of life (HRQOL) among 130 caregivers 
of dementia patients in Mexico and Argentina. 
This study found that these strengths collec-
tively accounted for 58.4% of the variance in 
caregiver mental HRQOL.  The authors con-
cluded that interventions geared toward build-
ing these strengths in caregivers may assist in 
reducing the sense of burden among 
caregivers.

By integrating culturally responsive, 
strengths- based treatments for both Latinx 
dementia patients and their caregivers, interper-
sonal stress, caregiver burden, and complex 
neuropsychiatric symptoms can be better man-
aged. For example, involving Latinx families as 
an active part of the treatment process (as 
opposed to solely the primary caregiver) incor-
porates the cultural values of familismo and res-
peto in treatment. Throughout treatment, it is 
important that the professional gather the fami-
ly’s perspective on the patient’s current neuro-
psychiatric symptoms and incorporate any 
additional or traditional Latinx values and cus-
toms (i.e., espiritismo, personalismo, and tradi-
tional Latinx folk healing methods) into the 
patient’s intervention, based on each Latinx 
family’s unique heritage, belief systems, and 
worldview. As was demonstrated in previously 
mentioned studies, simple therapies that 
enhance communication and bring comfort to 
the patient should be considered within a spe-
cific Latinx family framework. In addition, care-
giver and family education about the patient’s 
current behavioral symptoms may help Latinx 
families work together to implement behavioral, 
medical, and culturally congruent practices at 
home to ease relational distress.
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 Conclusion

Although cognitive changes tend to be the pri-
mary focus in discussions of neurodegenerative 
conditions, the extant literature suggests that the 
accompanying neuropsychiatric symptoms may 
exert the most significant impact on patients and 
caregivers. The interventions focused on 
addressing these symptoms may, therefore, result 
in the biggest improvements in quality of life. 
Despite this, research on the nature of and 
interventions for neuropsychiatric symptoms 
among Latinx individuals with dementia is 
lacking. As noted above, the perceptions of such 
symptoms among caregivers and the extent to 
which such symptoms may impact caregiver 
quality of life are likely to vary based on a number 
of factors, such as the region from where an 
individual or family originally hails, immigration 
status, religious and/or spiritual beliefs, and the 
degree to which the individual and family have 
acculturated to the majority culture. Therefore, 
studies which include assessment of these and 
other related factors are likely to be of most 
utility in gathering an understanding of how 
dementia and associated symptoms are 
manifested, explained, and experienced by 
individuals of different cultures; in turn, this 
understanding is critical for informing 
development of effective treatments. Particularly 
given the increasing numbers of older Latinx 
individuals, including those with dementia, both 
within the United States and worldwide, this area 
of research is becoming increasingly important 
and relevant in ensuring proper assessment and 
treatment for the proliferating diverse patients 
entrusting health professionals with their care.
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Abstract
This chapter aims to provide a conceptual 
framework from which to approach common 
behavioral issues and placement concerns 
faced by Latino families who care for family 
members who have dementia, while also pro-
viding practical information regarding psy-
chosocial interventions based on the available 
research findings and theory. First, the authors 
provide up-to-date research findings related to 
dementia in Latino families. Second, there is a 
discussion of existing models that address the 
various behavioral issues and placement prob-
lems these families face, as well as options 
available for dementia care services. Third, 
the authors discuss Latino values and 
strengths, as well as the intersection of various 

cultural and societal contributions to the chal-
lenges faced by these families, including cul-
ture, gender, race, power and privilege, and 
access to resources. Fourth, community psy-
chology, liberation psychology, and mujerista 
psychology are introduced as important back-
drops for understanding and serving these 
families. The chapter concludes with strate-
gies for researchers, clinicians, and others to 
consider, as well as future directions.

 Introduction

The purpose of this chapter is to increase knowl-
edge, awareness, and skills as related to the com-
mon behavioral issues and placement concerns 
faced by Latino families when caring for family 
members who have dementia. The chapter pres-
ents a conceptual framework and practical infor-
mation regarding psychosocial interventions, 
with attention to Latino lived experience, as well 
as relevant empirical studies and theory. In order 
to underscore the complexities being discussed, a 
case example and reflective check-ins are uti-
lized. To accomplish the above- noted goals, the 
chapter provides both conceptual and practical 
information. First, an up-to-date introduction of 
the various dementia-related behavioral issues 
and placement roadblocks faced by Latino fami-
lies will be discussed; this is explained with 
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 non-stigmatizing and culturally relevant language 
to address the target population. Second, this 
chapter discusses the existing dementia care ser-
vice options, along with a proposed model for 
conceptualizing service options. Third, Latino 
values and a Latino worldview are highlighted, 
along with the intersectionality of various cultural 
and societal contributions to the challenges faced 
by these families, including culture, gender, 
race, power and privilege, and access to 
resources. Fourth, the authors introduce commu-
nity psychology, liberation psychology, and 
mujerista psychology as important backdrops 
for understanding and serving these families. 
Lastly, practical examples of strategies that can 
be utilized by researchers, clinicians, and others 
working with these families are discussed.

The material and topics discussed are best under-
stood in the context of a case example that allows 
for and includes questions for reader reflection. 
Therefore, the chapter begins with the following 
case example and includes reflective “checkpoints” 
(i.e., steps along the way), during which readers can 
reflect on the examples and their broader applicabil-
ity to caring for Latinos with dementia.

 The Case of Pilar

Pilar is a 76-year-old Puerto Rican woman. She 
is slim, of medium height, and trigueña [a person 
with olive skin] (Adames & Chaves-Duenas, 
2017a) and wears her dark hair short. She was 
born in Puerto Rico and has six living brothers 
and sisters. She has five adult children and ten 
grandchildren; her closest child lives 3  hours 
away. She is divorced. She has many nieces and 
nephews. She owns her home and lives alone, but 
is next door to one of her sisters and brother-in- 
law; her sister often stays with her overnight. 
Another sister lives 10 minutes away. Her nieces 
and nephews live in various parts of the United 
States (U.S.) and Puerto Rico. Her primary lan-
guage is Spanish, although she speaks some 
English as well. She has a history of hypertension 
which is well controlled with medication. She 
tends to have a sensitive stomach, and she makes 
aloe vera juice to remedy it. She also experiences 
pain from arthritis which she manages via the use 

of herbal ointments and creams. She has always 
loved to travel, to meet new people, and has 
enjoyed cooking, telling jokes to her family and 
close friends, giving advice, hosting family get- 
togethers, and gardening. She also has been very 
active in her church; she identifies herself as 
Catholic. She especially enjoys traveling to and 
from Puerto Rico and various U.S. mainland 
states where some of her children live. She com-
pleted eighth grade and has worked a wide range 
of blue-collar jobs throughout her life. She raised 
her children without a partner’s financial or 
emotional support. She currently receives a small 
social security retirement check, as well as the 
financial support of her children. She receives 
her medical care through Medicare. She has 
always viewed herself as independent and hard- 
working. Others have viewed her as amorosa, 
pero con caracter fuerte [loving but has a strong 
personality] and somewhat of a “control freak.”

Six years ago, Pilar began to occasionally 
become disoriented when out and about on her 
own, although she had driven a car and taken 
public transportation for much of her adult life. 
Her family found this somewhat problematic, but 
despite one child being in the healthcare field, 
they did not perceive a need for a healthcare 
evaluation. Rather, they explained these experi-
ences as her personality and “getting older.” 
They suggested she not travel very far and that 
she keep her cell phone with her at all times. 
Several times, she got “lost” and called for 
“help” but could not explain where she was – the 
kindness of others helped her communicate to her 
family where they should pick her up. The situa-
tion worsened as her symptoms increased; Pilar’s 
family was unaware that they might be one of 
many Latino families whose loved one was living 
with dementia.

Reader Reflection: What are your initial 
thoughts and emotional reactions to Pilar 
and her family? What is your potential role 
in their lives  – as a clinician, researcher, 
administrator, activist or advocate, law-
maker, teacher, or supporter?
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 Latinos in the United States 
and Dementia

The Latino population in the United States contin-
ues to thrive. From Latin American novelas 
adapted to create prime-time television series to 
Lin-Manuel Miranda’s Hamilton, to our elected 
leaders, and to our workforce, Latinos are core to 
the fabric of the United States (U.S.). According to 
Colby and Ortman (2014), by the year 2060, those 
whose ethnicity is identified as Hispanic (using 
U.S. Census Bureau identifiers which typically 
capture and encompass the Latino population) will 
comprise 29% of the U.S. population. As such, 
attention to this large and traditionally underserved 
community is warranted. Moreover, there is a sub-
group of Latinos that are also in need of urgent 
attention  – Latino families living with dementia 
(LFLD). Of note, the authors propose the use of 
the term and associated acronym, Latino families 
living with dementia (LFLD), to discuss the needs 
of these families; this stems from a desire to use 
non- stigmatizing language that is based in core 
Latino values to be discussed later in the chapter.

As previously outlined, Pilar’s family is a 
Puerto Rican (Latino) family living in the United 
States. Like many Latino families, they are an 
integral part of the United States. In Pilar’s case, 
three of her children were full-time employees of 
various private businesses and nonprofit organi-
zations in the United States. Pilar herself worked 
numerous blue-collar jobs in her primary state of 
residence prior to retiring. Several of her grand-
children were living in the United States. Pilar’s 
father and daughter both served in the U.S. Armed 
Services (Army). Many of her siblings, cousins, 
nieces, nephews, grand-nieces/grand- nephews, 
and other family members comprise a part of the 
fabric noted above. Now, they are also a LFLD.

According to the medical model, dementia is 
not solely associated with older age. Further, it 
varies in etiology and presentation. However, 
there are many commonalities among the 
dementias, including cognitive and behavioral 
changes and functional decline. As related to 
Latinos, there is increasing evidence that this 
group has higher prevalence and incidence rates 

of dementia, as compared to other groups 
(Alzheimer’s Association, 2010; Clark et  al., 
2005; Fitten et  al., 2014). The Alzheimer’s 
Disease Facts and Figures (Alzheimer’s 
Association, 2010) special report on ethnicity 
and race indicates that Hispanics have a higher 
probability of developing dementia than both 
African-Americans and non-Latino Whites. As 
compared to non-Latino Whites, estimates indi-
cate that older Hispanics are one-and-one- half 
times more likely to develop dementia. This 
difference remains in younger groups as well – 
that is, Hispanics aged 65–74 are at least three 
times more likely than non-Latino Whites to 
have cognitive impairment. Additionally, sev-
eral studies have found that Latinos are likely to 
develop dementia significantly earlier than 
other ethnic/racial groups, and this is the case 
despite adjusting for other variables. For exam-
ple, Clark et al. (2005) found that Latinos had 
symptom onset of dementia an average of 
6.8  years earlier than Anglo patients. Fitten 
et al. (2014) found that despite subtype, geno-
type, gender, dementia severity, years of educa-
tion, and history of chronic medical problems, 
Hispanics were younger at the time of diagno-
sis than non-Latino Whites. Given that these 
findings could not be accounted for by other 
variables, Fitten et  al. (2014) recommend fur-
ther studies. An additional study on dementia 
prevalence rates in a specific Latino subgroup 
found that Puerto Rican military veterans had a 
higher probability of being diagnosed with 
dementia as compared to mainland U.S. mili-
tary veterans (Carrión-Baralt, Suárez-Pérez, 
Del Río, Moore, & Silverman, 2010). Further, 
they found that Puerto Rican military veterans 
also had higher prevalence rates of cardiovas-
cular risk factors most strongly associated with 
dementia. Taken together, these incidence and 
prevalence findings further highlight the impor-
tance of providing attention to Latino families 
living with dementia.

Reader Reflection: What are your 
thoughts on addressing the healthcare 
needs of Latinos in the United States?
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Furthering the need for attention to this group, 
Latinos also appear to have higher rates and/or 
likelihood of neuropsychiatric symptoms (e.g., 
behavioral and/or affective psychiatric symptoms 
associated with dementia; Ortiz, Fitten, 
Cummings, Hwang, & Fonseca, 2006; Sink, 
Covinsky, Newcomer, & Yaffe, 2004). For exam-
ple, Sink et al. (2004) found that Latinos had a 
significantly higher likelihood than non- Latino 
Whites, of experiencing specific symptoms, such 
as hallucinations, unreasonable anger episodes, 
combativeness, and wandering. These higher 
rates of neuropsychiatric symptoms may further 
complicate dementia care; on the other hand, 
they may be an indicator that more targeted/tai-
lored supports in terms of caregiving and inter-
vention are required in order to address the needs 
of this population.

In a systematic review of the incidence and 
prevalence literature, Mehta and Yeo (2016) found 
that there are differences in dementia rates even 
among Hispanic subgroups in the United States. 
More specifically, dementia incidence rates for 
Hispanics from the Caribbean were significantly 
higher than those for Mexican- Americans. In this 
same study, the differences persisted when 
Caribbean Hispanics were compared to Japanese-
Americans and non-Latino Whites. Therefore, 
they concluded that ethnic subgroups merit tar-
geted research studies; given these findings, this 
appears to be particularly important for Latinos.

Another important finding in dementia care 
among Latinos is that related to use and/or ini-
tiation of pharmacological intervention. This is 
important as a better understanding of this issue 
may lead to consequent targeted interventions 
that can help address behavioral concerns and 
quality of life. While Latino families have a pat-
tern of greater use and/or initiation of pharma-
cological interventions than other ethnic/racial 
minorities, such as Blacks (Carrión-Baralt et al., 
2010; Xiong, Filshtein, Beckett, & Hinton, 
2015), both Latino and Black families have fast 
discontinuation rates, as compared to White 
families (Thorpe et  al., 2016). Premature dis-
continuation of psychopharmacological agents 
could negatively impact quality of life for both 
the person with dementia and caregivers, in 

terms of poor management of symptoms and 
consequent emotional distress, unsafe behav-
iors, and access to care facilities and external 
supports, as some may require some stabiliza-
tion of symptoms for admission/acceptance in a 
program or for receipt of a service. On the other 
hand, it is also possible that an understanding of 
the reasons for higher discontinuation rates may 
lead to better psychosocial interventions (vs. 
psychopharmacological) that respect the prefer-
ences of the LFLD.

The findings thus far related to dementia in 
Latinos provide significant support for the notion 
that this ethnic group warrants further attention. 
The available research literature is limited and 
tends to examine Latino dementia issues as 
though Latinos are a homogeneous group. 
Although Latinos are a heterogeneous group 
based on key aspects such as country of origin, 
there are strong commonalities among the differ-
ent Latino groups based on shared cultural val-
ues. This can help address this important area of 
need for Latino families living with dementia 
(LFLD): caregiving issues associated with caring 
for a person with dementia. An approach that 
considers the available information while also 
acknowledging an awareness of inherent differ-
ences, particularly those related to sociopolitical 
histories, is strongly encouraged (see Adames & 
Chavez-Dueñas, 2017b, 2017c). In this chapter, it 
is proposed that increasing knowledge about and 
exposure to this population, and to frameworks 
that are consistent with empowerment and prom-
ulgation of social change, can serve the purpose 
of advancing care for this population.

 Dementia Common Behavioral 
Problems

Four years ago, Pilar started accusing others of 
not giving her what she paid for or providing the 
correct change. She also started asking questions 
repeatedly. Her family found this annoying but 
attributed it to her “strong personality” or that 
she was “just old.” They criticized her for these 
behaviors, alternating with joking about them as 
a part of getting older.
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Two years ago, her family realized she was 
losing weight and was probably not eating as 
much as before. They grew concerned about a 
possible medical problem leading to loss of 
appetite; her sister began to prepare, provide, 
and monitor all of her meals to ensure good 
health. She was also evaluated by a primary care 
physician who noted that she was pretty healthy 
for her age and maybe a bit grumpy and 
forgetful – “maybe a little senile.” He prescribed 
medications to “help her” – that she’d feel better, 
be less grumpy, and eat more now. Her family 
considered that she was aging and had a strong 
personality – and this was probably normal, they 
told each other. Pilar started her medications. 
She was feeling better; her family agreed.

There are numerous problems associated with 
dementia, often referred to in the literature as 
“behavioral and psychological symptoms of 
dementia” (BPSD); and these can be difficult to 
manage, become financially stressful, and have a 
negative impact on the caregiver, as well as for 
the person with dementia (Buhr & White, 2006). 
These can be conceptualized as being the result 
of neurobiological factors, in conjunction with 
vulnerabilities including unmet basic needs (e.g., 
hunger or thirst), caregiving issues, or environ-
mental triggers (Kales, Gitlin, & Lyketsos, 2015). 
While the onset and course of any predominant 
cognitive and behavioral problems will vary 
based on type of dementia (e.g., Alzheimer’s 
dementia, dementia with Lewy bodies, fronto-
temporal dementia, vascular dementia), there is 
research to suggest that regarding behavioral 
problems, families find themselves needing to 
manage several common ones. People with 
dementia can experience difficulties with agita-
tion, depression, apathy, repetitive questioning, 
psychosis, aggression, sleep problems, wander-
ing, and other inappropriate behaviors (Finkel, 
Costa e Silva, Cohen, Miller, & Sartouis, 1996).

Pilar stopped taking her medications within the 
year. She quickly deteriorated, presenting with agi-
tation, labile mood frequently alternating between 
tearfulness and anger, aggressive behaviors, wan-
dering behaviors, and frequent accusations toward 
family members. She misplaced things often. These 

behaviors were in addition to getting lost, repeat-
ing questions, and apparent poor eating habits. 
She now told dirty jokes to strangers and not just at 
family get- togethers. The family went back to the 
physician who indicated she had some symptoms 
of dementia – he noted they were “mild.”

Approaches to interventions can involve tar-
geting the person with dementia, targeting care-
givers, and targeting the environment. Brodaty 
and Arasaratnam (2012) note support for non-
psychopharmacological intervention for persons 
with dementia living in the community that 
involves family caregivers and thus targets both 
the person with dementia and the caregivers. In 
some studies, the environment is also targeted. In 
their meta-analysis which involved the review of 
23 trials, Brodaty and Arasaratnam (2012) found 
that non-pharmacological (or psychosocial) 
interventions that include the family caregiver 
may have comparable effects to pharmacological 
intervention. Further, non-pharmacological 
interventions may have a unique effect. The 
authors of the meta-analysis note that not only 
might the behavioral and psychological prob-
lems of the person with dementia be reduced but 
the caregiver’s negative reactions may also be 
reduced. They found that a pattern emerged in 
terms of the interventions; that is, they noted that 
9–12 sessions over 3–6  months were opti-

Reader Reflection: What are your beliefs 
and attitudes about aging? Are your beliefs 
and attitudes solely medically/scientifically 
informed, or do you hold beliefs and atti-
tudes that are also informed by your own 
familial, cultural, spiritual, or societally 
based perspectives?

Reader Reflection: What other conditions, 
if any, could explain or account for these 
behaviors? How might family members 
understand distinctions such as “mild” 
dementia?
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mal  when offered to the  person with dementia 
and family caregiver, with these occurring in the 
home with follow-up via telephone. They also 
note that these were multiple-component inter-
ventions; that is, they utilized more than one 
strategy or technique for the intervention. These 
strategies or techniques included skills training, 
education, activity planning and environmental 
redesign, enhancing caregiver support, and self-
care techniques for caregivers. Based on their 
findings, they recommend the use of non-phar-
macological interventions that include tailored, 
multicomponent interventions, as well as peri-
odic follow-up.

Similarly, in their review of a variety of 
dementia care issues for a community-dwelling 
population, Kales et al. (2015) also note the ben-
efits of intervention at the caregiver level. They 
specifically note that tailored interventions that 
help the caregiver develop strategies for problem-
solving are critical; that is, helping caregivers 
identify and address modifiable causes of symp-
toms is effective in reducing behavioral prob-
lems. Some examples they highlight are 
modifiable causes such as unmet needs or sen-
sory deficits such as hunger, fear, and need for 
eyeglasses or hearing aids. As per Kales, Gitlin, 
and Lyketsos (2014), there are a number of strate-
gies that include education and support, stress 
management skills, and problem-solving for 
behavioral problems. Others include improving 
communication, reducing complexity of the envi-
ronment, and simplifying tasks for the person 
with dementia. There is strong support for multi-
ple-component interventions, and they appear to 
provide significant benefit to caregivers (Belle 
et  al., 2006: Brodaty & Arasaratnam, 2012). 
Given the unique cultural aspects, prevalence and 
incidence rates of dementia, and high discontinu-
ation rates of pharmacological interventions 
among Latinos, tailored multicomponent non-
pharmacological interventions with follow-up 
may be especially important for Latino families 
living with dementia, especially for those who 
are community dwelling.

Latino families tend to prefer home-based 
and/or community-based care and may be likely 
to perceive dementia-related behavioral 
difficulties as a normal part of aging; however, 

they also can experience high levels of distress 
and behavioral difficulties (Luchsinger et  al., 
2015); thus, preventive measures may be another, 
and perhaps best, approach for this population. 
Rather than allowing problems to increase in 
severity, it may be helpful to provide outreach, 
education, and support early on in dementia care. 
However, if, culturally, Latinos perceive the 
psychological and behavioral problems of 
dementia as “normal aging,” these perceptions 
can limit planned actions of coping with and 
addressing the problems. If, from the onset, an 
understanding about the reason for the behaviors 
is acknowledged, it may make it easier to react in 
ways that may be more timely and helpful. 
Measures found to be appropriate for use with 
Latino populations, in order to assess and monitor 
behavioral changes, may be utilized to help begin 
the process. While an exhaustive review of 
assessment measures is beyond the scope of this 
chapter, the Behavioral Checklist is one measure 
that has been found to be appropriate for use with 
Latinos (Cox & Monk, 1996).

 Existing Models of Dementia Care

Unfortunately, for Pilar and her family, they still 
did not know much about the difficulties they 
were having, about dementia, or about how to 
face these difficulties. Her sister was exhausted, 
and her children felt stressed and minimized the 
seriousness of the functional problems. But one 
day, one of Pilar’s young grandchildren asked for 
a cup of water, and Pilar inadvertently served 
him soap instead. The family decided they would 
need to hire a señora [a woman who would help 
care for her] to assist Pilar.

Reader Reflection: What models of care 
are you familiar with that are culturally 
congruent for Latino families? To what 
degree and at what stage might Latinos 
look to governmental or other institutions 
to seek care for their family members with 
dementia?
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 Three Basic Dementia Care Models: 
Internal, External, and Hybrid

In the United States, the term “dementia care 
model” is frequently used to describe service 
type. For example, adult day services (ADS) are 
considered one model of care, while long-term 
residential care (LTC) is considered another. 
Similarly, a distinction is made between informal 
and formal caregivers. The authors suggest that 
models of dementia care need not be limited to or 
based on service type alone, rather that the 
approach to care be defined in terms of cultural 
congruency. We propose that there be three basic 
and overarching models of care for Latino 
families who are caring for family members with 
dementia, including (a) internal, (b) external, and 
(c) hybrid. While several service type models 
related to dementia care exist, Latino families 
have historically been more oriented toward 
internal models of dementia care and/or, at 
minimum, have delayed institutionalization of 
the person with dementia (Mausbach et  al., 
2004). It is often, when common behavioral 
problems overwhelm their internal resources, 
that Latino families may be willing to explore 
other options, with a preference for a hybrid 
model over an external model.

Internal model The internal model of care 
involves Latino families and their family mem-
ber who has dementia receiving their care via 
culturally congruent mechanisms. Based on this 
model, individuals with dementia receive their 
care while living at home with family (this 
includes non-blood kin), with the majority of 
assistance for activities of daily living and other 
needs provided by kin. This may also include 
traditional and culturally specific care, such as 
services from a religious or spiritual guide and 
folk healing interventions. This is often most 
consistent with Latino family preferences and 
values and can be most comfortable and famil-
iar to the families. However, this can also lead 
to significant caregiver stress because of the 
additional care burden; and in the changing and 
challenging social systems, it may be difficult 
to provide care in this way in the long term due 

to the demands of modern life, including work, 
limited finances, and other diminishing 
resources.

External model For those receiving care via 
an external model, there is a significant shift, as 
Latino families receive care and support pri-
marily from systems, services, and approaches 
that are external to their cultural values and/or 
traditions. In this situation, the person with 
dementia lives apart from other members of the 
Latino family. This may include an assisted liv-
ing program or a long-term care or skilled nurs-
ing facility. Thus, the person with dementia 
receives a majority of their day-to-day assis-
tance and support from non-kin. However, kin 
likely also provide some degree of support, 
especially in an assisted living facility. Members 
of the Latino family who are not identified as 
the person with dementia may also receive care 
and support via approaches that are external to 
them, such as participating in a support group 
or other clinical interventions. This approach is 
less consistent with traditional Latino values 
and may be perceived as directly in opposition 
to the norms and expectations of the Latino 
family. On the other hand, for Latino families 
who may have decreasing resources, this may 
be beneficial, especially if the adjunctive ser-
vices of support are culturally congruent. 
However, if they are not culturally congruent, 
this approach may lead to additional stressors 
and difficulties.

Hybrid model The third model is a hybrid 
model of care wherein significant supports from 
both internal and external approaches to dementia 
care are in place. This may include the Latino 
family and the person with dementia living 
together, but having a visiting nurse or companion 
or housekeeper assist with caretaking duties or 
household tasks. Another possibility is that of the 
person with dementia participating in adult day 
services while living with other members of the 
Latino family. The hybrid model may also consist 
of respite visits, stays, and care when the Latino 
family caregivers are out of town or otherwise 
need assistance. This approach may be of most 
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interest to Latino families who may be struggling 
to care for the person with dementia. Providers 
working with Latino families may wish to explore 
this option. However, oftentimes, the lack of 
financial resources can become a barrier to this 
type of care if they are not provided by public 
services.

With the señora attending to her needs, Pilar 
was now going to be in safe hands while her chil-
dren and other family members worked and took 
care of errands and other life activities. However, 
each week or two, a new señora quit, indicating 
that Pilar was “impossible.” Several of Pilar’s 
family members, including her sister who pro-
vided the majority of the day-to-day support, 
were confident that their prayers would be 
heard; they fasted weekly and asked for prayers 
and healing and strength from their church con-
gregation. However, it did not matter if she 
hailed from a home health agency or was a pri-
vate referral – all the señoras would quit. All of 
Pilar’s children lived quite a distance away 
given traffic and had full schedules with jobs and 
families, and her sister was exhausted and highly 
anxious on a daily basis. Pilar seemed angry fre-
quently and resisted attempts to help her. Her 
children got into arguments with her, chastising 
her for not “complying” with their requests and 
recommendations. They thought she was being 
difficult, even though they acknowledged a diag-
nosis of “a little” or mild dementia. They weren’t 
sure what to do about these behaviors, and they 
were incredibly frustrated. They didn’t know 
what steps to take next.

 Attributions and Placement

Latino families who care for a family member 
with dementia have been identified as having a 
wide range of attributions or explanations for 
dementia-related symptoms. These include 
dementia itself, medical conditions such as dia-
betes, interpersonal family conflicts or loss, 
mental illness (e.g., nervios [nerves] or locura 
[being “crazy”]), premorbid personality, stress, 
and the normal aging process (Ayalon, 2013; 

Connell, Scott Roberts, & McLaughlin, 2007; 
Gray, Jimenez, Cucciare, Tong, & Gallagher- 
Thompson, 2009; Hinton, Chambers, & 
Velasquez, 2009; Mahoney, Cloutterbuck, 
Neary, & Zhan, 2005). However, Latino fami-
lies are also more likely than other groups to 
attribute symptoms to something other than 
dementia. This may have negative consequences 
and can lead to conflict about (a) whether the 
person with dementia has control over symp-
toms and/or (b) help-seeking; therefore, this has 
the potential to increase stress and burden 
(Hinton et al., 2009).

Latino families appear to have more informal 
care at home and more hours of informal care 
(Weiss, Gonzalez, Kabeto, & Langa, 2005) when 
compared to both non-Latino White and African- 
American groups. Additionally, Hispanic caregiv-
ers are less likely to place their relative in a care 
facility than non-Latino Whites (Schulz et  al., 
2004). However, there are factors that may serve 
as predictors of placement  – including living 
alone, more functional and cognitive impairment, 
having at least one behavioral problem, higher 
burden levels, and older caregiver age.

Cox and Monk (1996) highlight dementia- 
related challenges among Hispanics, including 
distrust of outsiders, acceptance of stress as a 
normal and expected part of the familial role, and 
resistance to sharing familial problems with 
outsiders or admitting that care is too demanding. 
In fact, many Latino families may find that 
expressing or acknowledging associated distress 

or difficulties is unacceptable, as caring for elders 
with grace is culturally expected. And perhaps 
somewhat consistent with these cultural beliefs, 
long-term care staff appear to be in need of 
education and training, despite their status as 
formal caregivers (Ayalon, Arean, Bornfeld, & 

Reader Reflection: How might Pilar’s 
family’s approach to care be conceptual-
ized and described in terms of the proposed 
three models of dementia care?
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Beard, 2009). Fortunately, the Vital Outcomes 
Inspired by Caregiver Engagement (VOICE) 
Dementia Care Training Program, which is a 
multi-component intervention, has shown 
evidence of improvements in knowledge, 
attitudes, and self-efficacy among formal 
caregivers (Karlin, Young, & Dash, 2016).

Pilar’s family met with their physician once 
again, hoping to receive different medications 
that would help. The nurse spoke with Pilar’s 
family and noticed that Pilar’s sister appeared 
tearful and less energized than usual; he also 
noticed one of Pilar’s daughters appeared a bit 
irritable and short. He made it a point to talk 
with them a little more than the other family 
members. He concluded that while they were 
probably experiencing some caregiver stress, 
what he noticed was probably related to Latina 
women tending to be “dramatic.” By the end of 
the visit, he was certain of this, as Pilar’s family 
expressed confusion, disbelief, and perceived 
insult when the White nurse and White physician 
indicated that Pilar’s mild dementia had wors-
ened and it was time to “place” her in a “nursing 
home.” The clinicians highlighted that this move 
would allow each of them to get some relief as 
well. The family refused to go back to the physi-
cian. However, there was a wait to see another 
physician, so they found a physician from the 
Dominican Republic whom they thought might be 
able to help them.

 Culturally Sensitive Interventions 
for Behavioral Concerns

Researchers have identified several approaches 
to addressing behavioral problems, including 
ones that aim to be culturally sensitive, as well 
as some specifically targeting the Latino popula-
tion. Kales et al. (2014) outline and summarize 
one such approach developed by a panel of 
national experts and comprised of various disci-
plines: the Describe, Investigate, Create, and 
Evaluate (DICE) approach. While this approach 
does include consideration of need for pharma-
cological intervention, it strongly encourages 

the use of tailored non-pharmacological inter-
ventions. The approach is aimed at addressing 
behavioral problems related to dementia with 
various strategies and in a tailored way. This tai-
loring can lend itself well to cultural sensitivity. 
Describing (describe step) and contextualizing 
the behavior is identified as the first step, while 
investigating (investigate step) the possible 
underlying causes of behavior is the second step. 
This includes patient factors, caregiver factors, 
environmental factors, and cultural factors. 
Using the create step, collaboration is with the 
care team and caregivers to develop and imple-
ment a plan to manage the most distressing 
symptoms. Lastly, evaluate involves assessing 
whether the intervention was effective, as well 
as any side effects. Of note, the DICE approach 
also assists in determining whether psychotropic 
medications are warranted. For example, if 
when describing or investigating it is deter-
mined that the behavior presents a safety issue, 
psychotropic intervention may be considered. 
While this approach is not specific to the Latino 
population, it does include caregivers in a col-
laborative way and involves assessing cultural 
context and factors that can be important in 
working to create a plan. In other words, the 
same plan is not applied to all families with a 
specific behavioral concern.

Another example of a culturally sensitive tool, 
which is specific to Latinos, is Gallagher- 
Thompson et  al.’s (2015) fotonovela. Based on 
the identification of a clinical need to address 
stress and depression in Latino dementia caregiv-
ers who may also have low health literacy and 

Reader Reflection: How do you under-
stand and explain the family’s reaction? 
Consider your role in working with  families 
living with dementia. How do you approach 
the topic of placement or need for increased 
level of care with families? What might you 
need to consider in working with Latino 
families?
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less accurate knowledge of dementia, they devel-
oped a pictorial tool called a fotonovela to teach 
(a) coping skills for caregiver stress and (b) self-
assessment of depression and (c) to encourage 
improved utilization of available resources. The 
fotonovela entitled Together We Can! Facing 
Memory Loss as a Family is a 16-page “picture 
book,” available in Spanish and English, that has 
a dramatic storyline wherein Latino actors depict 
specific challenging scenes designed to illustrate 
key skills for managing difficult behaviors. The 
actors demonstrate the use of adaptive coping 
strategies, asking for help from other family 
members, and managing stress. The results of the 
study demonstrated that the fotonovelas designed 
for caregiver stress significantly reduced depres-
sive symptoms as compared to the usual caregiver 
stress interventions, such as informational mate-
rials and brochures. A significant decrease in 
level of stress due to memory and behavioral 
problems was also reported. The caregivers using 
the fotonovela reported that the fotonovela was 
more helpful and that they referred to it more 
often than the usual interventions of informa-
tional materials. It appears as though culturally 
tailored fotonovelas can be an effective tool for 
Latino caregivers given their high unmet needs 
for assistance and various existing barriers in 
accessing resources.

 Intersecting Cultural and Social 
Factors

 Collectivist Versus Individualist 
Worldviews

A relationship exists between a collectivist orien-
tation and Latino family cultural values toward 
dementia care. According to Triandis (1995), 
Hispanics are more collectivist in their social ori-
entation as compared to a traditional, U.S. Anglo-
majority culture which is represented by a more 
individualist orientation. Collectivism and indi-
vidualism are complex constructs; however, at its 
core, collectivism prioritizes the needs of the in-
group, which may include family, ethnic group, 
and religious group, among others (Oyserman, 

Coon, & Kemmelmeier, 2002). Individualism is 
described as the opposite since it focuses on the 
individual rather than the community needs; fur-
thermore, individuals are independent from each 
other (Oyserman et al., 2002). The conversation 
below highlights these worldview differences of 
collectivism and individualism and underscores 
how important care discussions can be hampered 
because of the differences. For example, Pilar’s 
sister may feel confused and not heard, and the 
White physician on call may feel frustrated that 
she is not receiving the information she needs to 
know.

Physician: How are you doing?
Pilar’s Sister: We are there…battling…in the 

struggle.
Physician: Okay, how are her dementia 

symptoms affecting you… Are 
you sleeping and eating okay?

Pilar’s Sister: In our house, there is no sleep-
ing because she wakes up at 
night, but you can be sure that 
we have good nutrition.

Physician: How is she doing – is she having 
any new problems? I need to 
hear about her difficulties now.

The conversation above likely reflects a mis-
match in worldviews on the collectivistic- 
individualistic continuum (Kernahan, 
Bettencourt, & Dorr, 2000). For many providers 
and researchers, especially those who hold pri-
marily non-collectivist cultural views, their 
research questions, illness conceptualization, 
health assessment, and clinical intervention may 
often be based on a predominantly individualistic 
worldview. This may be incongruent with Latino 
family experiences and their approaches to facing 
dementia. Therefore, this chapter draws attention 
to and embraces a conceptualization that is 
overtly based on the idea that Latinos have cul-
tural roots in collectivist cultures. This means 
that a problem or difficulty or illness is not solely 
an individual one with potential impact on one 
another; rather, dementia is a Latino family con-
cern. When working with or attempting to address 
the needs of Latino families, a shift in conceptu-
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alization is strongly encouraged beginning with 
considered use of word and language choices. 
Using Pilar’s family as an example, providers 
will want to respond accordingly when Pilar’s 
sister uses “we” language, as this is an indicator 
regarding her worldview. In the example below, 
this physician notices how Pilar’s sister uses lan-
guage and adapts her questions accordingly, pro-
moting further discussion.

Physician: How are you doing?
Pilar’s Sister: We are there…battling…in the 

struggle.
Physician: Okay, I can tell you are in this 

together. Tell me about any worries in terms of 
symptoms. Any problems with sleep or 
appetite?

Pilar’s Sister: In our house, there is no sleep-
ing because she wakes up at night, but you can 
be sure that we are having good nutrition.

Nurse: Alright, neither of you is getting much 
sleep, but nutrition is not a problem – you both 
eat well. What other behaviors or difficulties 
are you all experiencing?

Pilar’s Sister: Lately, we’ve been not well. 
We’ve been arguing too much. She has been 
quite argumentative with me – she accuses me 
of stealing her cosmetics and mail. That’s why 
we are here…to see if you can prescribe some 
medication to help us with this.

While a shift away from an individualistic 
conceptualization to a collectivistic one is 
deemed important, this chapter also highlights 
several values and guiding frameworks as being 
critical when attempting to address the needs of 
Latino families.

 Values

Despite the heterogeneity among Latinos, there 
are shared cultural values that unite this group 
and that impact perspectives and current status of 
dementia care among Latino families. In 
exploring how Latino families confront dementia, 
it is imperative to contextualize the challenges as 
well as the strengths within the Latino culture 
and consider social factors that impact this 

process. As previously highlighted, Latino 
families mostly hold a collectivist worldview 
where facing dementia is not viewed as an 
individual process, but rather a process that 
includes family members and non-kin 
relationships. In the spirit of this broader concept 
of collectivism, despite the many differences 
among Latinos, there are several cultural values 
commonly shared by Latino communities that 
are critical to consider in health research, as well 
as in health prevention and intervention. These 
values include familismo, compadrazco, 
marianismo, machismo, respeto, personalismo, 
simpatía, and fatalismo.

A key value is familismo – the idea that the 
family is of utmost importance (Turner et  al., 
2015) and a strong sense of commitment to fam-
ily functioning as the main system of support 
(Montoro-Rodríguez, Small, & McCallum, 
2006). This centrality on family fosters connec-
tions and decisions that are made around family 
values. Historically, Latino families have had 
multiple generations living in the same house-
hold, often with at least one woman available 
for caregiving and home-oriented duties at all 
times. However, as social resources shrink and 
globalization increases (i.e., family members 
may be more dispersed geographically), more 
Latino families will be less represented in 
household environments that support full-time 
caregiving for a person with dementia. These 
now non-traditional Latino configurations may 
be in conflict with the value of familismo, which 
has been found to exist even in third-generation 
Latinos, despite a decline due to generational 
changes (Landale, Oropesa, & Bradatan, 2006).

When discussing familismo, it is important to 
note that within Latino communities, the 
extended family is considered the nuclear family 
(i.e., there is no distinction between extended and 
nuclear). Additionally, the family includes 
individuals who are not blood relatives. Part of 
this extended family are compadres and 
comadres – individuals who become part of the 
family despite no blood relationship. The value 
of compadrazco (Montoro-Rodríguez et  al., 
2006) refers to extending family relation 
responsibilities (including care for family 
members) to non-kin individuals. This mainly 
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focuses on godparents, neighbors, or individuals 
with whom the family shares a relationship.

In addition to the above-noted values, Latino 
families have a strong sense of respeto, 
personalismo, and simpatía (Castellanos & 
Gloria, 2016), which influence family dynamics. 
Respeto refers to respecting authority and 
seniority, including deference to adults, especially 
to those from their families. This means that 
within Latino families there is a hierarchy. 
Personalismo is the value of treating others with 
dignity and that each person has their value. 
Simpatía refers to the focus on relationships and 
kindness. These values impact how Latino 
families perceive the task-oriented, “business- 
like,” and formal culture of providers in the 
healthcare system. Latino families tend to value 
“formal friendliness,” handshakes, and manifest 
displays of confidence. Without simpatía, 
engagement and satisfaction with care could 
decrease.

All the values briefly outlined above impact 
how Latino families manage the diagnosis and 
care of a relative with dementia. Equally 
important, these also influence how family 
members relate to healthcare professionals, the 
help they seek, how they talk to and with 
providers, and the relationship with home and 
day care service workers and long-term care 
staff, among others. Thus, for Latino families, 
this can become a complex challenge to navigate 
when non-Latino providers are working with 
Latino families living in United States and/or 
when research and intervention approaches do 
not consider the critical issues of culture.

In considering Latino culture, the concept of 
fatalismo (Hovey & Morales, 2006) is one that 
impacts how Latino families might interpret 
symptoms and understand and accept a diagnosis 
and how care is delivered in general. Fatalismo is 
the idea that personal events or life situations are 
explained by a higher power and/or have a 
purpose and that may be immutable. This has the 
potential to impact the acceptance process and 
could increase denial and avoidance. Research 
findings reflect a range of common attributions 
related to symptoms of dementia, including 
normal signs of aging, family tragedies, emotional 

distress, migration, and other narratives (Turner 
et  al., 2015). According to a National Hispanic 
Council on Aging (NHCOA; 2013) study, Latino 
families often hold misconceptions regarding the 
etiology of Alzheimer’s disease; these include 
attributions of dementia due to long-standing 
personality traits, stress, and “thinking too 
much.”

In Latino families living with dementia, the 
value of familismo is often present right alongside 
marianismo. Together, they serve as a guide for 
families when making decisions regarding the 
care and responsibility for Latinos with dementia. 
Marianismo is a value wherein society assigns 
roles and attitudes for women who are reflective 
of attributes commonly considered associated 
with the Virgin Mary – saintly and sacrificial. In 
fact, it is often a woman in the family – a daughter, 
sister, or daughter-in-law  – who provides the 
majority of the caretaking for a family member 
with dementia. Given that in many Latino 
communities women are the primary caregivers 
(Luchsinger et al., 2015), the responsibility line/
path often is as follows, in descending order: wife 
> daughter >sister > female family > comadres or 
non-kin women. When this order or responsibility 
is not available or functional, men may be 
considered for participation in primary 
caretaking. It should be noted that male gender 
also plays an important role within Latino 
families, especially due to machismo and 
caballerismo. Machismo is a strong pride in 
masculinity, and this is embedded in the overall 
culture. In Latino culture, machismo has both 
negative and positive connotations, as being 
“macho” or hypermasculinity might mean having 
an overbearing attitude toward others, especially 
females, but this may also refer to protective, 
decisive, and gentleman-like behaviors. 
Caballerismo focuses on an emotional connection 
and social responsibility (Arciniega, Anderson, 
Tovar-Blank, & Tracey, 2008). Although 
machismo and caballerismo have similar cultural 
roots, these differ in the sense that machismo is 
perceived as negative since it is centered on 
dominance and caballerismo is perceived as 
positive as it focuses on nurturing (Pardo, 
Weisfeld, Hill, & Slatcher, 2012). Overall, there 
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is a tendency wherein males have power over 
women and characteristics associated with the 
social construct of being a male, such as being 
strong and directive, are preferred.

 Language and Acculturation

Latino families encounter a wide range and 
unique set of challenges when facing dementia. 
Acculturation, language, and generational dif-
ferences interact with family dynamics; and the 
family cultural dynamics affect how family 
members interact with the healthcare system. 
One of the barriers faced by this community 
may be language proficiency as there may be 
different levels of language proficiency among 
members of a family, with wide variations of 
the following: some speaking English and a 
native language, others speaking English only, 
and yet others having limited English language 
skills. Regarding language, there is also the 
possibility that dementia will first impact the 
language skills in the person’s acquired/second 
language. This has the potential for major reper-
cussions, especially when the Latino with 
dementia lives in an English language-based 
residential program or is treated by English-
speaking providers.

Regarding level of acculturation, because 
some members of the family may be more 
acculturated than others, this has the potential to 
impact values and belief systems, as well as a 
family’s lifestyle. It is important to account for 
generational differences, especially when 
working with older Latinos who have younger 
caregivers. Older generations of Latinos may 
have a stronger sense of familismo than younger 
generations; therefore, in younger generations, 
familismo may extend to nuclear family more so 
than to the “extended” family (Landale, Oropesa, 
& Bradatan, 2006). Younger generations, who are 
often more acculturated, might identify more 
with different cultural values than older Latinos. 
For example, older Latinos may take care of their 
family members at home for longer periods of 
time than younger generations. In addition to 
commonly held values by Latinos, there are many 

other contextual factors that challenge Latino 
families when facing dementia, including power 
and privilege, stigma, discrimination, and access 
to resources.

 Social Inequalities: Discrimination, 
Bias, Power, Privilege, Access, 
and Stigma

Pilar’s family found only one Latino physician in 
the area who could see them. There was a long 
wait; they suspected that Medicare was the cul-
prit. Eventually, Pilar and her family met with the 
physician. He gave them short forms to complete, 
offered in both English and Spanish, which pro-
vided him with some information regarding the 
difficulties they were experiencing. He went on to 
describe for them, in both Spanish and English, 
what he knew and understood about dementia 
and how this was different from typical changes 
related to aging. Further, he asked the nurse to 
provide them with literature, the information for 
a support group in the area, and to learn a bit 
more about what they had done thus far and any 
concerns they had about care and safety. The 
nurse was also instructed to provide them with 
some tips for helping Pilar stay safe. Pilar’s fam-
ily did some research, spoke to co-workers, and 
called the office back, asking the doctor to con-
firm the diagnosis. They requested “testing.” 
They explained that they learned of testing that 
some patient families find beneficial in complet-
ing. The physician noted two problems. First, 
Medicare would probably not pay for the testing 
since he was already certain of the condition; 
and testing is expensive. Second, he noted that 
his Spanish-speaking patients usually cannot get 

Reader Reflection: How might U.S.-based 
care facilities begin to incorporate the cultur-
ally sensitive and linguistically congruent 
aspects that made Pilar’s Puerto Rico-based 
residential treatment care a success for her 
and her family?
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tested because the doctors he knows have told 
him they don’t have the ability to test Spanish-
speaking patients. Also, Pilar’s limited English 
would not be enough.

Latinos often experience significant barriers 
to healthcare, including limited financial 
resources, lack of healthcare coverage, low socio-
economic status, language barriers, transporta-
tion limitations, and many other social inequities 
and limited access, including lack of culturally 
sensitive and culturally appropriate services and 
often limited funding and attention in the schol-
arly and scientific realms. In fact, Fennell, Feng, 
Clark, and Mor (2010) note that elderly Hispanics 
are more likely than their non- Hispanic White 
peers to reside in nursing homes that are charac-
terized by severe deficiencies in performance, 
understaffing, and poor care. Moreover, given the 
economic challenges facing many Latino fami-
lies, it becomes difficult to avoid long-term care 
even for those that wish to do so.

As many Latinos are immigrants, fear related 
to immigration status of any family member can 
also present as a barrier to dementia care. This is 
a particular concern during U.S. historical periods 
of anti-immigration sentiment that negatively 
impacts health policy and practice. In such 
instances, access to care and help-seeking 
behaviors can witness declines due to fear 
associated with immigration status. In addition, 
immigration status can affect family members’ 
residential status (of needing to live in different 
states and countries) which can impact how 
families make decisions and divide 
responsibilities.

Latino families may not receive much of the 
information that is available about dementia, 
either because it is not available in the Spanish 
language, or is not written in a way that can be 

understood by Latinos of varying educational 
backgrounds. This lack of information can extend 
beyond explanations of the dementia condition, 
to information about healthcare services, payment 
systems, and health  insurance. Older Latinos 
tend to be less active in healthcare systems and 
encounter significant barriers to preventive health 
access. For example, 25% of older Latinos with a 
chronic condition are uninsured, while less than 
30% have their medications covered (Center on 
an Aging Society, 2003). These disparities impact 
Latino families in general, but especially older 
Latinos. Overall, older Latinos come from lower 
socioeconomic backgrounds, lack health 
coverage, and experience limited access to 
resources (i.e., social assistance, especially for 
older Latinos living alone).

In addition to the systemic factors noted 
above, diagnostic screenings and evaluations 
(e.g. neuropsychological testing), along with 
interventions, are likely to be culturally biased 
given that there are few specifically developed 
for use with Latinos and that are appropriately 
adapted, culturally and linguistically. Further, 
there is a shortage of bilingual, Spanish- 
English  speaking staff, as well as bi-cultural 
professionals to diagnose and treat older Latinos, 
especially in the field of neuropsychology 
(Geisinger, 2015). Together, these factors present 
serious limitations to culturally sensitive and 
responsive assessment and intervention with this 
vulnerable and underserved population.

Latino families who provide care for family 
members with dementia tend to seek and/or 
receive a diagnosis and treatment later than non- 
Latinos. Stigma around having dementia or 
having a family member with dementia can delay 
the process of diagnosis and treatment, especially 
when making decisions. The stigma toward 
dementia might include viewing the family 
member as loco [crazy] or “just having aging 
issues.” Stigma can impact the process of 
acceptance and denial of dementia and might 
impact when family members begin receiving 
formal dementia care. Also, stress related to 
managing the situation may increase without the 
proper help. Latino family cultural mistrust of 

Reader Reflection: In Pilar’s family, 
which Latino values are evident? For 
example, what does familismo look like in 
their family? Respeto? Other values?

J. Rodriguez and V. Padilla-Martínez



147

U.S.-based care systems can also be a factor, as 
many Latino families may have historically faced 
significant discrimination and racism. Some 
Latino families might trust and participate in 
other health treatments, including ethno-medical 
ones such as visiting curanderos [traditional 
cultural healer] or using “healing hands” in 
church. Combined, these factors may prevent 
Latino families from seeking allopathic dementia 
care.

Latinos have strongly held stigma as related to 
dementia (Chin, Negash, & Hamilton, 2011), as 
they fear that having dementia means being loco, 
a highly undesirable cultural characterization. 
While at first glance, this may appear to be based 
on internal and cultural ways of thinking, there 
may be other explanations for this perception. 
For example, using a liberation psychology 
perspective may help explore and consider how 
oppression might impact Latino families. For 
example, perhaps it is the experience and history 
of bias, racism, discrimination, and historical 
oppression and stereotypes that create an 
expectancy of Latinos as “crazy,” “dangerous,” 
and “bad people,” thus leading to self-stigma. 
Latinos may believe that use of systems or 
institutions or facilities  – external or hybrid 
models of care  – will lead to biased, 
discriminatory, and racist interactions. Further, 
Latinos are heterogeneous in many ways, 
including race, and therefore it is likely that 
Latino families of African or Indigenous 
backgrounds would be particularly impacted by 
racism and bias (for detailed discussion, see 
Chavez-Dueñas, Adames, & Organsita, 2014). In 
fact, there is some evidence that Latinos receive 
poorer institutional care in certain geographical 
areas (Escarce & Kapur, 2006); and therefore, 
this may not be an unfounded fear which prevents 
the use of critical external resources and, 
understandably, promotes cultural mistrust.

Pilar’s family highly preferred an internal 
model of care, but eventually utilized an external 
model after experimenting with a hybrid 
approach. After several visits and discussions 
with their new physician, Pilar’s family reflected 
on the financial strain of hiring caregivers, the 

worry about her safety, and the symptoms that 
continued to worsen. With the help of a Mexican 
social worker who shared her own family experi-
ence and outcome of dementia treatment, Pilar’s 
family decided to try a residential placement. 
Because Pilar’s children and grandchildren all 
had full-time jobs or school and her sister was 
feeling unable to provide adequate or sufficient 
care, Pilar entered a residential program. After 
starting at the residential program, they found 
Pilar complaining frequently about the 
“American food” and observed her to have lim-
ited socialization and increased irritability. Her 
peers and caregivers were primarily English 
speaking. They also didn’t feel comfortable with 
many of the staff, as they felt that some of them 
were not very respectful, as evidenced by them 
not spending much time greeting them or chatting 
with them when they visited. They also felt that 
the building and environment felt very hospital-
like and unpleasant. When they raised their con-
cerns, they learned that there was nothing more 
that the care facility could/would do for Pilar 
and, they noted, she was one of the “difficult 
ones.” The care facility suggested that Pilar’s 
family might be “too attached” and that it would 
be “healthy” if they spent less time there, for both 
Pilar and family.

Pilar’s family eventually opted to move to a 
long-term care facility nearer to Pilar’s family 
and friends in Puerto Rico. The facility is “home- 
like,” serves her familiar foods, and speaks her 
primary language. She even gets to participate in 
church services; a priest visits each week. She 
asks to go “home” (i.e., to the United States) 
every day, but enjoys socializing with others in 
Spanish and tending to the garden. The behav-
ioral problems decreased, and she seems to enjoy 
visits from her family. She doesn’t remember all 
of her children anymore. Pilar’s family enjoys the 
small talk and the “café con leche” (coffee drink) 
they are served when they arrive to visit; they 
have benefited immensely from talking with other 
families and the social worker who facilitates a 
support group who also teaches skills for inter-
acting most effectively with the person with 
dementia. The center incorporates music, prayer, 
and other media to explore the thoughts, feelings, 
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and needs of Pilar’s family. Pilar’s family and 
friends visit frequently and without complaints 
from the staff. The placement decision was a dif-
ficult one for Pilar’s family to make, yet they are 
pleased that Pilar is safe, and they are satisfied 
with their path on their journey of coping and 
managing the challenges associated with demen-
tia and the care of their family member.

 Liberation, Community, 
and Mujerista Psychology 
Frameworks

Liberation, community, and mujerista psychol-
ogy are all frameworks considered invaluable in 
furthering research and service for Latino 
families. All three of these provide for research, 
prevention, intervention, and, most importantly, 
social change considerations. They are also all 
based on the tenet that there has been a history of 
oppression for many Latino families as associated 
with Eurocentric-based Western psychology.

 Liberation Psychology

Liberation psychology can serve as a model for 
working with marginalized or oppressed groups 
as it resonates with values of social justice 
(Burton & Kagan, 2005). It involves both the 
external agents and the groups that are oppressed. 
In liberation psychology, which has roots in Latin 
America, the process of concientizacion becomes 
central. Concientizacion refers to developing a 
critical consciousness (Freire, 1972) or awareness 
of sociopolitical realities. In this way, through 
dialogue and consequent awareness of oppression, 
new possibilities for action emerge. Of note, this 
is not intended to occur for solely the group being 
served, but also the person or entities providing 
services.

Realismo-crítico and de-ideologization are 
core concepts. Realismo-crítico requires that 
theory not be considered the driving force for 
action; instead, the problems themselves can lead 
to theory, and the process of de-ideologization 
can be utilized to address issues such as fatalismo 

and individualism (Burton & Kagan, 2005). 
De-ideologization, as discussed by Martín-Baró 
(1996), means exploring existing ideology in 
order to disengage from predefined ideas and 
theories that that do not serve the oppressed/lib-
erated (as cited in Burton & Kagan, 2005). 
Liberation psychology embraces interdependence, 
interdisciplinary work, dialogue, empowerment 
and participation, attention to power dynamics, 
participatory spaces/interactions, critical analysis 
of the purpose of the work including examination 
of who benefits from the status quo, and listening 
to voices that have previously been silenced 
(Burton & Kagan, 2005). It is implemented via 
various methods including those of community 
psychology, such as participatory action research. 
However, it is not limited to those strategies; in 
fact, the framework has been used by clinicians, 
researchers, activists, scholars, and more. While 
liberation psychology does not prescribe specific 
clinical interventions, clinicians may find that 
incorporating these concepts into dialogue with 
those they serve will help with empowerment. In 
the case example of Pilar and her family, inquir-
ing about and helping the family explore their 
experience and their understanding of the first 
residential placement, with attention to explora-
tion and understanding of issues of possible rac-
ism, discrimination, access, stigma, and other 
sociopolitical issues, may be of benefit to Pilar 
and her family as it can lead to changes in self-
advocacy and can culminate in a decision to 
change care centers. This type of intervention can 
be done in family work or group work as well.

 Community Psychology

Community psychology embraces approaches 
that serve to empower, critically consider, and 
then intervene in a situation or problem. 
Regarding Latinos, this means considering both 
similarities and differences that might bind 
individuals together or those that make them 
unique (Sánchez, Rivera, Liao, & Mroczkowski, 
2017). The sociopolitical histories of many 
Latinos include colonization and slavery 
experiences, similar or distinct languages of 
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origin (including indigenous languages), and 
shared values which are core aspects of many 
Latino backgrounds. Latinos also have similarities 
and differences for issues of race, culture, 
religion, and economic background/status, to 
name but a few. For example, there are group 
differences in economic backgrounds in that 
Latino poverty rates are higher than the U.S. 
national rate, 27% vs. 15%, respectively (Sánchez 
et al., 2017). Given this stark reality, the concept 
of intersecting identities becomes important 
when discussing Latinos, particularly given the 
many aspects of oppression that may impact 
them including classism, racism, sexism, 
heterosexism, and anti-immigrant rhetoric. In 
order to address some of the challenges associated 
with developing Latino-based interventions for 
dementia that are “one size fits all,” use of an 
ecological model that intervenes at multiple 
levels (Sánchez et  al., 2017) can be embraced. 
This is especially relevant to program 
development endeavors.

Resnicow, Soler, Braithwaite, Ahluwalia, and 
Butler (2000) noted that a Latino-based 
community psychology needs to have both 
cultural sensitivity and tailoring. They outline 
several strategies. For example, a “surface 
structural adaptation” would be represented by 
using a group’s native language, while a “deep 
structure adaption” would incorporate values, 
history, and environmental components. This is 
consistent with the description of Pilar’s family 
experience of ultimately choosing and settling on 
long-term placement in Puerto Rico for Pilar. The 
family not only desired surface adaptations (e.g., 
Spanish over English being spoken in the care 
facility) but also more deep adaptations consistent 
with their values. Community psychology values 
community collaboration and citizen 
participation, yet individual empowerment is also 
salient, in the form of experientially teaching 
techniques (vs. didactic presentation) for 
leadership skills/opportunities, social support, 
and general skills development. Resnicow et al. 
(2000) noted that because one of the goals of 
community psychology is to promote social 
change for marginalized populations, 
practitioners of community psychology should 

consider models and intervention approaches that 
have not typically been used, including liberation 
psychology. For clinicians and other 
interventionists, the use of the local community, 
family, and other related resources becomes 
particularly relevant. For Pilar’s family and other 
similar families, helping them develop skills for 
self-advocacy, providing increased knowledge 
and access to relevant information, and 
encouraging creative and novel community- 
based approaches can mean the difference 
between success and failure in coping with 
dementia.

 Mujerista Psychology

In their book Womanist and Mujerista 
Psychologies, Bryant-Davis and Comas-Diaz 
(2016) describe mujerista ideologies and 
approaches. They highlight something  rarely 
noted explicitly in the literature  – the immense 
value of lived experience in scholarship and 
practice. Regarding mujerismo, they describe an 
interdisciplinary perspective and inclusion as 
critical components. They further note that 
mujerismo is both an alternative feminism and an 
expansion of feminism. They emphasize that this 
includes a focus on the centrality of community, 
mutual caring, and global solidarity. Their 
approach inherently requires use of participatory, 
healing, and liberation methods, including 
participatory action research, photovoice, 
activism, narrative therapy, bibliotherapy, group 
counseling and/or informal support building, 
community resources, and cultural healing 
practices.

Consistent with some components of the 
above frameworks, Turner et  al. (2015) used 
qualitative anthropological methods to analyze 
meaning-centered themes on how Latino families 
who care for family members with dementia 
perceive and manage behavior problems. Using 
focus group data, they identified indigenous 
approaches to management of dementia behaviors 
and challenges. Five indigenous approaches were 
extrapolated including (1) acceptance, (2) love, 
(3) patience, (4) adaptability, and (5) establishing 
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routines of care. Challenges included issues with 
providers, problems with family members, 
limited knowledge of resources, emotional 
distress, and financial strain. They noted that 
ethnographic studies may be able to provide 
crucial information not available in larger-scale 
studies. They also noted the importance of both 
the emic (meaning-centered approach done from 
within the group) and etic (from outside or from 
the researcher’s point of view) approaches in 
their study and how this may be utilized to inform 
culturally tailored interventions. They also 
suggested that these interventions might address 
the identified challenges by targeting both the 
individual and the system.

The above-noted frameworks and orientations 
provide guidance for exploring and understanding 
Latino families, their needs in caring for a family 
member with dementia, and how to best serve 
families with both cultural “humility,” i.e., an 
interpersonal stance wherein an individual is 
oriented and open toward others (Hook, Davis, 
Owen, Worthington, & Utsey, 2013), and cultural 
sensitivity and congruency.

In summary, when exploring how to approach 
behavioral and placement concerns for Latinos 
with dementia and their families, we endorse 
the utilization of multiple frameworks as critical. 
We consider the following to be the cornerstone to 
this work: ensuring awareness of the values of 
Latino families; facilitating exploration of 
ideology and systems that negatively impact the 
families; engaging  in interventions at multiple 
levels (for the person with dementia, the family, 
and the system); considering novel approaches 
that are inclusive, supportive, and affirming; and 
appreciating individuals’ lived experiences. 
Table 8.1 provides additional reflective questions 
related to practical strategies for approaching 
work with Latino families and their family mem-
ber who experiences dementia.

 Strengths, Implications, 
and Recommendations

Latinos are a marginalized and oppressed group 
that faces significant sociopolitical and socioeco-
nomic inequities, ones that impact their daily 
lives and certainly affect their journey of coping 
with dementia. Yet, Latinos’ strengths have also 
allowed them to thrive. Cultural activities such as 
living in community, being with family, and hav-
ing spiritual support provide Latino families with 
empowerment to move forward and provide them 
with the strength to take care of their families. 
Castellanos and Gloria (2016) identified that 
strengths have to be seen with a cultural lens 

Reader Reflection: Consider how familiar 
you are with the three frameworks and how 
confident you would be incorporating lib-
eration psychology, community psychol-
ogy, and/or mujerista psychology in your 
work with Latino families whose family 
member experiences dementia. How would 
you measure the success or outcomes of 
using any/all of these ideologies in demen-
tia care?

Table 8.1 Guiding questions: reflective practice with 
Latino families living with dementia

Is there a culturally congruent group intervention you 
might develop that incorporates the values of Latino 
families living with dementia (LFLD) while also 
exploring stigma, racism, and other factors that impact 
decision-making and intervention around behavioral 
issues and placement, as well as caregiving concerns?
Might you attend to language and worldviews when 
discussing options or providing information?
Do you stop and check for stigma, racism, and 
discrimination in your work with LFLD?
Have you implemented a healthcare provider program 
to train others to provide culturally congruent or 
tailored services?
Have you developed or implemented policies to 
provide guidance for and encouragement of use of 
culturally congruent or tailored services in your 
institution?
Has your research considered incorporating 
participatory action research elements or photovoice 
as methods?
Does your team know about and routinely share 
resources related to LFLD?
Have you adapted written material to serve this 
population?
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when working with Latino families. They high-
lighted the interconnection between mind, body, 
and spirit as a source of strength for Latino fami-
lies. They concluded that in order to achieve 
bienestar [well-being], the values of fortaleza 
[inner strength] and voluntad [will] must be 
considered.

Latinos’ shared values are a core aspect of the 
culture, and there needs to be an understanding of 
these in order to effectively address the issues 
related to Latino families who manage issues of 
dementia. The use of available research is also 
important. The utilization of frameworks that are 
consistent with the experiences and needs of this 
population, such as liberation psychology, 
community psychology, and mujerista 
psychology, is critical to those interested in this 
work. While there is no one specific intervention 
and strategy to be applied, the recommended 
frameworks, the reviewed literature, and a model 
for understanding preferences can assist with 
advancing care for Latino families who face the 
challenges of common dementia-related 
behavioral and placement issues.

For researchers, scholars, and academics, par-
ticipatory action research, photovoice, and other 
similar methods can be a component of the most 
meaningful work. This can transform interven-
tionists, as well as Latino families, thus leading 
to the needed change. For Latino families, this 
may be the key to understanding some of the 
research findings related to higher rates of 
behavioral symptoms.

For the clinician or other providers of ser-
vices, incorporating the multiple layers of an eco-
logical perspective can facilitate the expression 
and empowerment of the voice of Latino fami-
lies. The development and implementation of 
psychosocial interventions that are multi- 
component and tailored are empowering.

When activists, administrators, ethics officers, 
public servants, teachers, voters, and policy- 
makers use systemic interventions  – which are 
based on Latino values and contributions, 
including Latino lived experience and 
de-construction of Eurocentric approaches to 
care  – everyone benefits from increasing their 
knowledge, awareness, and active participation 

toward social change and justice for Latino 
families facing dementia care concerns. For all of 
those wanting to learn how to provide more 
effective help for Latino families, the work needs 
to be more interdisciplinary and, most impor-
tantly, more interdependent.
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Abstract
This chapter describes Latinos’* unique expe-
riences of Alzheimer’s disease and related 
dementias (ADRD) that pose particular chal-
lenges for the provision of relevant and acces-
sible psychosocial interventions. It presents 
specific examples of educational, diagnostic, 
and supportive psychosocial interventions for 
Latinos with ADRD and their caregivers. It 

concludes with a discussion of future direc-
tions in the development of psychosocial 
interventions that target both persons with 
ADRD and their caregivers.

 Introduction

Psychosocial interventions targeted to Latinos 
with dementia and their families must address 
several aspects unique to Latinos and their 
experience of Alzheimer’s disease and related 
dementias (ADRD). These critical factors 
include large and rapidly growing numbers of 
Latino older adults, high rates of dementias 
among this population, comparably lower lev-
els of knowledge about ADRD and related 
diagnostic and treatment services than other 
groups, and significant language, cultural, geo-
graphic, financial, and immigrant status barri-
ers to accessing the resources that do exist. In 
this chapter, we review aspects of Latinos’ 
experiences of ADRD that pose particular 
challenges for the provision of relevant and 
accessible psychosocial interventions. We 
present a framework for assessing and under-
standing psychosocial interventions as cultur-
ally relevant to an increasingly large and 
heterogeneous group. Finally, we describe the 
range of psychosocial interventions for Latinos 
with ADRD and their caregivers along the con-
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tinuum of interventions from health promotion 
through interventive and supportive initiatives 
targeting both persons with ADRD and their 
caregivers, providing examples of each.

 A Large and Growing Population 
in Need of Psychosocial Supports

Latinos constitute the fastest-growing subpopu-
lation among the aged in the United States. This 
group is predicted to grow from 3.6 million in 
2014 to 21.5 million by 2060 (FIFA, 2016). 
Accompanying this tremendous growth will be 
a dramatic increase in the number of older 
Latinos suffering from Alzheimer’s disease and 
related dementias—from under 200,000 to as 
many as 1.3 million by 2050 (Alzheimer’s 
Association, 2010).

Latino elders may be at greater risk of ADRD 
than the population as a whole—and at as much 
as twice the risk as European Americans—
because of the prevalence of several known or 
suspected risk factors for Alzheimer’s disease 
(AD) (Livney et al., 2011). Such factors include 
low levels of education, which must be 
accounted for in the development of interven-
tions. In 2014, 54% of Latino older adults were 
high school graduates, compared to 84% of all 
older adults. Latino older adults also experience 
a greater prevalence of vascular diseases 
(Daviglus et  al., 2012; Haan et  al., 2003) and 
different susceptibility genes in various Hispanic 
subgroups (Tang et al., 1998) that may increase 
their risk of ADRD. Thus, interventions need to 
be broad in scope and reach to accommodate 
these increasing numbers.

 Specific ADRD Presentation 
Requiring Tailored Interventions

The specific way that AD presents in Latinos also 
necessitates distinct interventions. Dementia- 
related behaviors such as combativeness, wander-

ing, and hallucinations, often the most troubling 
and difficult to address, have been found to be 
more likely in African Americans and Latinos 
than European Americans (Sink, Covinsky, 
Newcomer, & Yaffe, 2004). Furthermore, Latinos 
may develop Alzheimer’s symptoms on average 
nearly 7 years earlier than their non-Latino coun-
terparts (Clark et al., 2004), making it more likely 
that they and their caregivers will be younger, 
with multiple familial and work roles to fulfill. 
Thus, interventions need to target caregiver sup-
port, in-home services, and community-level 
information and resources.

 Significant Psychosocial Needs 
in Addition to ADRD

Latino older adults tend to have significant 
social service needs, greater than those of other 
aging groups. For example, the poverty rate for 
Latinos 65+ in 2013 was 20.4%, double that of 
all older Americans (ACL, 2015). A comparison 
between a national sample of non-Hispanic and 
Hispanic elders found that the latter fared worse 
on almost every measure of health and well-
being, including self-reported health, satisfac-
tion, and functional status (Andrews, Lyons, & 
Rowland, 1992). Several studies comparing the 
functional status of elderly Latinos and 
European Americans have found that Latinos 
are significantly more disabled (Jette, Crawford, 
& Tennstedt, 1996; Tennstedt, Chang, & 
Delgado, 1998). Interviews with Latino AD 
families (Hinton & Levkoff, 1999; Rosenthal 
Gelman, 2010b) underscore families’ experi-
ences of poverty, trauma, and discrimination. 
This suggests that, in addition to tailoring sup-
portive interventions with case management 
components that address ADRD caregiving 
families’ concrete needs, macro-level 
approaches to addressing broader issues such as 
poverty, discrimination, lack of access to hous-
ing and education, and immigrant rights for 
Latinos are also needed.

C. Rosenthal Gelman et al.
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 Lack of Information About ADRD 
and ADRD Services

The belief among many Latinos that even signifi-
cant memory loss and confusion are part of nor-
mal aging, which delays recognition and 
treatment of actual medical conditions, has been 
frequently reported in the literature (Hinton, 
Franz, Yeo, & Levkoff, 2005; Mahoney, 
Cloutterbuck, Neary, & Zhan, 2005). A study of 
knowledge and beliefs regarding AD among a 
large sample of European American, African 
American, and Hispanic adults found that in gen-
eral the public does not clearly distinguish 
between normal memory loss and AD; but this 
finding is particularly true of African Americans 
and Hispanics (Connell, Roberts, & McLaughlin, 
2007). In another study comparing knowledge of 
AD among European, Latino, Asian, and African 
American elders, low levels of knowledge regard-
ing AD were prevalent across all groups, but 
Latinos and Asians demonstrated the greatest 
gaps (Ayalon & Areán, 2004). While 78% of 
older European Americans answered at least half 
of the questions correctly, only 53% of the 
African Americans, 20% of the Asians, and 22% 
of the Latino older adults did so. Findings regard-
ing whether perceptions and behaviors surround-
ing AD are due to cultural beliefs or to the poverty 
and low levels of formal education often accom-
panying minority status are equivocal and require 
further study. What is clear, however, is the need 
for outreach, education, and information regard-
ing normal aging, signs of ADRD, and available 
diagnostic and intervention services.

 Structural Barriers to Services

The importance of structural barriers such as lin-
guistic, transportation, and financial obstacles 
has also been noted in the literature. Language 
proficiency and economic status significantly 
delay early diagnosis and treatment for older 
Hispanics with memory or cognitive problems 
(Ortiz & Fitten, 2000). Conversely, efforts to pro-
vide culturally attuned information and services 

regarding AD to Latinos result in reduction of 
barriers to care and increased knowledge and ser-
vice utilization, as reported in various descrip-
tions of targeted educational interventions and 
programs (see, e.g.,, Aranda, Villa, Trejo, 
Ramirez, & Ranney, 2003; Valle, Yamada, & 
Matiella, 2006).

 Latinos’ Caregiving Burden

Caring for a person with AD is often experienced 
as burdensome and distressing for families. 
Caregivers can experience serious mental and 
physical health effects from the chronic stress of 
dementia caregiving. This includes increased 
rates of depression and anxiety, role stress, fam-
ily conflict, poorer self-rated health, alterations in 
immune functioning, and even increased mortal-
ity (Pinquart & Sörensen, 2003).

Latino caregivers of older adults face special 
challenges for a variety of reasons. They are car-
ing for vulnerable older adults experiencing the 
effects of multiple jeopardy—the cumulative dis-
advantage over a lifetime described above (Stoller 
& Gibson, 1994). Latino caregivers are also more 
likely to be younger and also caring for children 
under 18, in addition to being poorer, less edu-
cated, underemployed, and in worse mental and 
physical health than White counterparts (NAC/
AARP, 2015). Finally, Latino, female, and immi-
grant caregivers are more likely to have inflexible 
work situations that complicate caregiving 
(Lahaie, Earle, & Heymann, 2013).

 Positive Aspects of Caregiving

There are positive aspects to caregiving, including 
a feeling of connection to the care recipient and 
pride in providing good care (Harmell, Chattillion, 
Roepke, & Mausbach, 2011), and some studies 
have shown that Latinos appraise caregiving as 
less burdensome than White caregivers do (Coon 
et al., 2004). Nevertheless,  studies conducted spe-
cifically with Latino dementia caregivers support 
a picture of  significant caregiving burden among 
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this population (Dilworth- Anderson, Williams, 
& Gibson, 2002; Gallagher-Thompson et  al., 
2000; Pinquart & Sörensen, 2005). For example, 
despite the value of family in Latino culture, 
some Latino caregivers report insufficient sup-
port from extended family (John & McMillan, 
1998; Rosenthal Gelman, 2014) and high levels 
of self-reported depression (Luchsinger et  al., 
2015; Polich & Gallagher-Thompson, 1997). 
Most studies also report a higher prevalence 
of depression among Latinos when compared 
to other groups of caregivers (Adams, Aranda, 
Kemp, & Takagi, 2002; Pinquart & Sörensen, 
2005). Thus, because of the special challenges 
faced by Latino family caregivers, they may have 
a particularly strong need for psychosocial inter-
ventions designed to support them in their care-
giving role.

 Understanding the Value 
of Familismo

It is an oft-repeated tenet in the literature that 
Latinos’ value of familismo, “a strong identifica-
tion and attachment of individuals with their fam-
ilies (nuclear and extended), and strong feelings 
of loyalty, reciprocity and solidarity among 
members of the same family” (Sabogal et  al., 
1987), leads to greater actual involvement of 
extended family in the care of sick members and 
reduced perception of caregiving burden, since 
providing care is expected, valued, and culturally 
syntonic (see, e.g.,, John, Resendiz, & De Vargas, 
1997). Indeed, as noted, some studies have 
reported lower appraisals of stress and greater 
perceived benefits of caregiving by Latinos 
(Coon et al., 2004, Depp et al., 2005).

Research has explicitly explored the role of 
familismo in caregiving. There are some reports 
that Latino elders actually have infrequent con-
tact with family (Ruiz & Ransford, 2012). Other 
research has uncovered a relationship between 
familism and caregiver outcomes that is inconsis-
tent across ethnic groups or, in contrast to the 
assumption that it would lead to greater accep-

tance and better caregiver outcomes, positively 
correlated with distress (Knight & Sayegh, 2010). 
A likely explanation is variation in the experience 
of familismo (Rosenthal Gelman, 2014; Smith- 
Morris, Morales-Campos, Alvarez, & Turner, 
2013). For some caregivers, familism facilitates 
caregiving in the traditional, expected manner by 
providing meaning and support for their role. 
Other caregivers disavow its current relevance. 
Yet others feel a contrast between familism, 
which they may value in a general, abstract way, 
and more personal, immediate negative feelings 
they are experiencing from caregiving. Thus, it is 
important to recognize that familismo, a powerful 
construct still central to many Latinos, is exerting 
influence on caregiving in ways previously not 
fully considered.

This more nuanced understanding of familismo 
is at odds with the simple, comforting version of 
all Latino families fully desirous and capable of 
caring for older adults without complaint or 
struggle. The unsubstantiated view that Latinos 
do not want or require formal services or support 
for themselves in providing care may be inhibit-
ing service providers from developing and 
extending appropriate resources to this popula-
tion. Thus, healthcare and social service provid-
ers must consider the diversity among the needs 
and experiences of Latinos with AD and their 
caregivers and the importance of tailoring health 
information, policies, and services accordingly. 
While indeed some Latino families are able to 
fully care for their older members, others cannot 
or are doing so at great cost to themselves and, 
ultimately, the care recipient. Development of 
services incorporating a more complex under-
standing of the role of familismo might entail 
supporting a caregiver reluctant to admit a fragile 
relative to a long-term care facility to make this 
medically necessary decision, while for another 
Latino caregiver cultural sensitivity might entail 
acknowledgement of their reluctance to become a 
caregiver, despite community expectations. We 
turn now to a description of a range of resources 
and services, both for Latinos with ADRD and 
their family caregivers.

C. Rosenthal Gelman et al.
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 Culturally Competent Psychosocial 
Interventions for Older Latinos 
and Their Families: From Outreach 
to Caregiver Support

In this section, we will discuss psychosocial inter-
ventions for Latinos with ADRD and their family 
caregivers. We will use as a framework the arc of 
interventions from (1) prevention and informa-
tion (2) through accessible and timely compre-
hensive evaluation and diagnosis, (3) to disease 
management services for the caregiver- care 
receiver dyad, and 4) to caregiver-focused, cultur-
ally attuned interventions to manage symptoms 
and the experience of caring for someone with 
AD. We will present and discuss specific exam-
ples of each type of intervention (see Fig. 9.1).

 Outreach, Engagement, and Health 
Communication Tools

General health literacy influences an individual’s 
level of engagement in healthcare (Boucher, 
Guadalupe, Lara, & Alejandro, 2014). Gaps in 
dementia health literacy as well as misconcep-
tions regarding cognitive health have been identi-

fied as barriers to dementia diagnosis and care, as 
well as participation in research for older Latinos 
(Ayalon & Areán, 2004; Rosenthal Gelman, 
2010b). The need for outreach, education, and 
information regarding normal aging, signs of 
ADRD, dementia diagnosis assessments, care 
services, and disease management specifically 
designed for Latinos has been well established in 
the literature (Connell et  al., 2007; Mahoney 
et  al., 2005). In this section, we will describe 
examples of successful health communication 
strategies for improving outreach, engagement, 
and service utilization among older Latinos and 
their families.

In the field of health communication, 
entertainment- education (EE) (Singhal & Rogers, 
2012) has been widely used with Latinos 
(Cabassa, Molina, & Baron, 2010; Hernandez & 
Organista, 2013; Sood, 2002; Sood & Storey, 
2013). EE is defined as the process of purposely 
designing and implementing a media message to 
entertain, educate, and activate audiences to 
make changes in their own lives. Videos and 
printed materials that use entertainment- 
education strategies have been successful in help-
ing to educate and engage Latinos in various 
types of health issues such as depression and 

Outreach, Engagement and Health Communication Tools
Producciones Memoria and Fotonovelas

Comprehensive Evaluation and Diagnosis:
Creating Pathways to Care

El Portal, El Barrio, SHARE, The Mount Sinai ADRC

Disease Management Services:
Patient & Caregiver Dyad Support Services

Arts and Minds, Riverstone’s Adult Day Treatment, B.A.I.L.A

Caregiver Focused Support and Education
Services REACH, NYUCI

Fig. 9.1 Examples of 
psychosocial 
interventions for Latinos 
and their caregivers
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breast cancer (Borrayo, 2004; Gallagher- 
Thompson et al., 2015; Unger, Cabassa, Molina, 
Contreras, & Baron, 2012). Recent research 
reports that an EE approach is particularly useful 
with Spanish-speaking Latinos in the United 
States because this group watches more televi-
sion than other populations studied and is more 
likely to act on information garnered through this 
medium (Borrayo, 2004; Wilkin & Ball-Rokeach, 
2006; Wilkin et al., 2007).

There are several examples of EE for Latinos 
applied directly to content on AD and related 
dementias. Valle and his colleagues (2006) 
describe the development of two fotonovelas or 
“photo novels” – a popular form of reading mate-
rial in Latin American countries that tells a story 
and provides photos to advance the narrative. 
Participants demonstrated increased knowledge 
of AD and satisfaction with this format, which is 
cost-efficient but requires basic literacy and 
visual acuity.

Gallagher-Thompson et al. (2015) developed 
a fotonovela intervention  – Together We Can! 
Facing Memory Loss as a Family – to address the 
psychosocial needs of Latino caregivers. The 
fotonovela promotes the reader’s identification 
with the characters and their life circumstances. 
In the story, Latino actors portray a family in 
which the grandmother presents with memory 
loss and personality changes. The family, as a 
group, consults a physician to better understand 
the grandmother’s symptoms. The healthcare 
professionals, also portrayed by Latino actors, 
engage the grandmother in care, educate the fam-
ily about AD, and connect the group with psy-
chosocial services. In a randomized clinical trial 
to test the efficacy of this tool, the intervention 
group reported a greater reduction in depressive 
symptoms, more frequent use of health education 
materials, and more likelihood of sharing the 
booklet with their social networks than the con-
trol group. The fotonovela is available to down-
load free of charge from the Alzheimer’s 
Association’s website (http://www.alz.org/espa-
nol/downloads/novella_spanish_081213.pdf 
[Spanish version] and http://www.alz.org/espa-
nol/downloads/Novella_english_081213.pdf 
[English version]).

Grigsby, Unger, Molina, and Baron (2016) 
evaluated the effectiveness of a dementia novela 
presented in an audiovisual format in which the 
still pictures from the novela are presented on a 
screen and narrated by voice actors. This format 
capitalizes on the popularity of fotonovelas but 
can be used with people with low literacy skills 
or visual impairments. This audiovisual novela 
led to improved dementia attitudes, beliefs, and 
knowledge. It did not, however, lead to increased 
belief in the benefits of screening (Grigsby et al., 
2016).

To identify best practices and preferred health 
communication tools for Latino older adults, the 
Alzheimer’s Disease Research Center at Icahn 
School of Medicine at Mount Sinai (MSADRC) 
developed a community academic partnership 
with Latino seniors, researchers, and other com-
munity stakeholders (Sano, Sewell, Umpierre, 
Neugroschl, & Cedillo, 2016). This work led to 
the identification of videos as preferred health 
communication tools for Latino elderly in the 
East Harlem (EH) community, Spanish as the 
preferred language to receive health information, 
and peers as trusted advisors for information per-
taining to cognitive health and dementia screen-
ings. The group produced a health education 
video using a short telenovela format with com-
munity seniors as cast members, to disseminate 
information about memory evaluations and their 
usefulness (Sano et al., 2016).

The video uses a culturally congruent infor-
mal approach to address a serious topic and is 
tailored to resonate with the experience of Latino 
seniors in the local community (Umpierre et al., 
2015). It portrays an informal conversation 
between two Latinas in a senior center. Using 
easy-to-understand nonmedical terms in 
Caribbean Spanish, accurate information about 
cognitive health evaluations is part of the dia-
logue and indirectly provided to the audience. It 
has been presented in community settings, has 
generated positive reactions from the audience, 
and is available online at https://www.youtube.
com/watch?v=1irhcTNsvsg to be used free of 
charge in cognitive health education and commu-
nity outreach.

C. Rosenthal Gelman et al.
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All four of these examples of EE strategies 
address existing barriers such as language and lit-
eracy levels to create materials that provide infor-
mation about cognitive health and ADRD in 
relevant and accessible ways. Increasing knowl-
edge of ADRD and relevant diagnostic and inter-
ventive services is critical to prevention and early 
intervention. Just as important are accessible 
resources for diagnosis and treatment for older 
Latinos and their families.

 Comprehensive Evaluation 
and Diagnosis: Creating Pathways 
to Care

The MSADRC successfully engages older 
Latinos in dementia research and care using a “go 
to them” model (Li et al., 2016) and research par-
ticipation as a pathway into dementia evaluations 
and care. In collaboration with the Mount Sinai 
Hospital’s Health Education Department, the 
MSADRC provides free memory health talks and 
memory screenings to older adults at senior cen-
ters, senior housing projects, and other commu-
nity settings. Bilingual and bicultural staff 
members conduct presentations, screenings, and 
informal consultations in English and Spanish to 
engage seniors. Research memory evaluations 
are provided in English and/or Spanish at the 
MSADRC campus or at community senior cen-
ters. Research evaluation participants receive a 
diagnostic impression and a care plan with pre-
vention and/or treatment recommendations. The 
care plan is shared with the participant’s primary 
care doctor and research partner or caregiver. As 
part of any study in which they enroll, partici-
pants return to the center yearly for cognitive 
health monitoring. To ensure follow-up with 
yearly visits, phone calls, letters, and informal 
reminders are provided. Those who choose not to 
participate in the study obtain information and 
referrals to geriatric primary or psychiatric care 
as needed for dementia evaluations.

Nationally, minority participation in clinical 
research is less than 18% (George, Duran, & 
Norris, 2014). However at the MSADRC, 25% of 
research participants are minorities, and many 

are Latinos (Neugroschl, 2016). The greater suc-
cess in engaging Latinos at the MSADRC is an 
example of how maintaining a strong ongoing 
presence in the local community, using a “go to 
them” model (Li et al., 2016), can have a positive 
impact. The model integrates culturally relevant 
outreach practices such as preparing all informa-
tion and recruitment materials in English and 
Spanish, substituting the word dementia with the 
term cognitive health to minimize social stigma, 
(Fitten, Ortiz, & Pontón, 2001) and integrating an 
informal, personable, respectful style of commu-
nication (personalismo and respeto, two common 
Latino cultural values and behavior codes) into 
all presentations, screenings, informal consulta-
tions, and recruitment interventions to promote 
the establishment of trusting relationships 
between seniors and research staff.

For example, during community lectures, each 
senior is invited to meet privately with a bilingual 
research assistant (RA) for a memory screening. 
The same RA invites each senior to participate in 
the MSADRC satellite study, coordinates visits 
to the center, or visits to the senior’s home to 
complete recruitment procedures. This person-
able style of interaction promotes the establish-
ment of a trusting relationship between Latino 
seniors and bilingual, bicultural RAs. 
Relationships with staff have been reported as a 
key factor that motivates participants to enter and 
to stay in the AD research program (Neugroschl, 
Sano, Luo, & Sewell, 2014).

AD trials are moving toward earlier interven-
tion in non-demented participants (Neugroschl & 
Sano, 2010; Neugroschl et  al., 2014). Research 
participation may be a viable pathway into timely 
dementia diagnosis and care for this vulnerable 
group. This is a strong possibility given the 
broadening scope of Alzheimer’s research efforts, 
the increasing need to engage nonclinical popula-
tions in prevention studies, and the receptivity of 
older Latinos to participate in research when 
recruited in the community through culturally 
sensitive methods.

Another useful strategy to engage Latinos in 
diagnostic and treatment services is through 
establishing structured and formal collaborations 
between dementia-specific care providers. For 
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example, El Portal Latino is a dementia-specific 
interorganizational community-based collabora-
tive led by the Los Angeles County Alzheimer’s 
Association. This group of agencies engages 
Latinos and other minorities in disease manage-
ment services targeting caregivers and older 
adults. The group provides case management, 
counseling, education, training, referrals, trans-
portation, adult day care, in-home respite, legal 
assistance, and diagnostic consultations. Services 
are delivered in a coordinated and flexible man-
ner to prevent fragmentation and to ensure that 
patients and caregivers enter and stay in care 
(Aranda et al., 2003).

El Portal Latino helps identify persons with 
dementia (PWD) even when they are engaged in 
primary medical care. Language barriers and lack 
of knowledge often result in miscommunication 
with healthcare providers, and this may delay a 
formal dementia diagnosis. Without a clear diag-
nosis of dementia, psychosocial care for patients 
and support for their caregivers is also delayed. 
El Portal Latino was designed with these chal-
lenges in mind and addresses the specific needs 
of vulnerable Latinos in need of coordinated, 
flexible, and integrated medical and psychosocial 
care by providing a single portal of access to a 
range of bilingual, culturally relevant services.

 El Barrio SHARE: Supporting 
Natural Helpers with ADRD 
Resources and Education

The idea of collaborating with existing AD ser-
vices and creating an accessible single point of 
entry for Latinos is taken a step further in a pro-
gram in development in East Harlem (EH), 
New York, also known as El Barrio (the neigh-
borhood). This program, El Barrio SHARE 
(Supporting Natural Helpers with ADRD 
Resources and Education), will train residents 
naturally embedded in the community – such as 
storeowners and hairstylists – to engage and pro-
vide culturally tailored information and resources 
about AD to Latino elders and their families 
(Rosenthal Gelman, Giunta, & Glushefski, 
2017). Led by Silberman Aging, a Hartford 

Center of Excellence in Geriatric Social Work 
within the Silberman School of Social Work at 
Hunter College, a cross-section of stakeholders, 
including individuals who work or live in EH 
(both younger and older adults), local merchants, 
volunteers, social service providers, urban plan-
ners, and academics, have collaborated in devel-
oping the program. El Barrio SHARE will recruit 
and train natural helpers on healthy aging, 
dementia, engagement techniques, and providing 
information on a single entry point of service 
staffed by a bilingual and bicultural social worker. 
The expectation is that such training will increase 
knowledge among natural helpers, reduce stigma 
and misconceptions around AD, and lead to ear-
lier identification of dementia among Latino 
elders.

 Disease Management Services

Adult day treatment programs, in general, are 
designed to provide care and socialization oppor-
tunities to PWD in combination with respite for 
caregivers. The Riverstone program, located in a 
traditionally Latino community in New  York 
City, is an example of a day program designed to 
meet the needs of older Latinos with mild to 
moderate dementia and their caregivers. Spanish- 
speaking PWD participate in activities conducted 
in Spanish and in English and in culturally rele-
vant ways designed to encourage socialization, 
promote independence, and increase well-being. 
For example, music therapy uses classic material 
from Latin America and the Caribbean.

Recent literature indicates that physical activ-
ity such as dance helps to promote and maintain 
brain health and may improve cognition even in 
persons with AD. Among Latinos, physical activ-
ity such as practicing sports or going to the gym 
is associated with youth. However, dancing is a 
culturally acceptable and important social activ-
ity for older adults and across generations 
(Melillo et  al., 2001). Thus, there are multiple 
examples of programs across the country utiliz-
ing dance to engage Latinos in a form of exercise 
that is physically and cognitively challenging as 
well as culturally acceptable. It also promotes 
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joyful interactions by PWD and their family or 
paid caregivers (Marquez et al., 2014).

Other cultural and artistic approaches have 
also been tailored for work with Latinos with AD 
and their families. Arts & Minds consists of anal-
ysis of art, immediately followed by “hands-on 
art making” by participants, who include both the 
caregiver and the care recipient with 
AD. Acknowledging the demographic makeup of 
East Harlem, Arts & Minds has adapted its con-
tent and implementation of programs by offering 
the programs in Spanish, ideal for those who may 
have learned English as a second language, only 
to lose it due to their AD diagnosis, as well as 
those members in the community who are 
Spanish speaking only. Arts & Minds has part-
nered with El Museo del Barrio, which houses art 
reflective of the diverse NYC Latino community.

Arts & Minds also hires teaching artists who 
are native Spanish speakers representative of the 
various Latino cultures in the classroom, offering 
coffee and playing music that is reflective of the 
students in the classroom as they are engaged in 
the art-making process. From Colombian 
cumbias to Dominican bachata and to the Puerto 
Rican boleros of Los Panchos, the participants 
are surrounded by the sounds, flavors, and visual 
topography of their own culture(s). Additionally, 
Arts & Minds also substitutes the highly charged 
term demencia, which means “crazy” to many 
native Spanish speakers, with deficiencias de 
memoria or problemas de la memoria, which 
translate to “memory deficiencies” and “prob-
lems with memory,” respectively.

 Caregiver-Focused Support 
and Education Services

A final area of services designed for Latinos with 
AD focuses on support for their caregivers. 
Interventions for caregivers generally are effec-
tive in producing clinically meaningful improve-
ments in psychological well-being. Multifaceted, 
individualized interventions appear to have the 
strongest impact (Pinquart & Sörensen, 2006; 
Sörensen, Pinquart, & Duberstein, 2002). The 
Resources for Enhancing Alzheimer’s Caregiver 

Health (REACH) project, funded beginning in 
1995 by NIH, tested several interventions with 
Latinos at various sites (Gallagher-Thompson, 
Areán, Rivera, & Thompson, 2001; Gallagher- 
Thompson et al., 2003; Gitlin et al., 2003). In the 
second wave of this project, REACH II, specific 
aspects of interventions found to be efficacious 
were combined into a multicomponent psychoso-
cial behavioral intervention tested at five sites 
among Hispanic/Latino, White European, and 
African American caregivers. The intervention 
consisted of nine in-home and three telephone 
sessions over 6 months and five telephone sup-
port group sessions. Hispanic/Latino caregivers 
experienced modest but clinically meaningful 
improvement compared to those in a minimal 
support control condition in levels of depression, 
burden, self-care, social support, and patient 
problem behaviors (Belle et al., 2006; Llanque & 
Enriquez, 2012).

The New  York University Caregiver 
Intervention (NYUCI) has demonstrated 
improved caregiver and care recipient outcomes, 
including postponed placement of patients in 
nursing homes (Mittelman, Ferris, Shulman, 
Steinberg, & Levin, 1996; Mittelman, Haley, 
Clay & Roth, 2006) and increased emotional and 
psychological well-being for caregivers 
(Mittelman et al., 1995, Mittelman, Roth, Coon, 
& Haley, 2004). It has three components. The 
first is two individual and four family counseling 
sessions in the space of 4 months focusing on (1) 
education, (2) enhancement of social support for 
the primary caregiver, (3) promotion of commu-
nication, (4) problem solving, (5) patient behav-
ior management strategies, and (6) concrete 
planning. The second component, beginning 
after counseling completion and continuing 
indefinitely, consists of weekly attendance at an 
existing support group. The third component, ad 
hoc counseling, consists of ongoing consultation, 
case management, and referrals at the behest of 
the caregiver or any participating family 
member.

In focusing on the entire family, as well as in 
offering ongoing support and case management, 
the NYUCI appears well suited to addressing the 
significant psychosocial needs of many Latino 
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caregivers. It has been pilot tested with Latinos 
(Rosenthal Gelman, 2010a, 2010b) and is cur-
rently being tested in a randomized controlled 
trial with this population (Luchsinger et al., 2012, 
2016). Finding effective interventions addressing 
Latino caregivers’ unique needs will not only 
reduce caregiver burden but delay institutional-
ization of care recipients and thus have a positive 
impact on public health.

 Conclusion

Latinos are a large and rapidly growing popula-
tion of older adults with high rates of dementia, 
relatively low levels of knowledge about ADRD 
and related diagnostic and treatment services, 
and significant language, cultural, geographic, 
financial, and immigrant status barriers to access-
ing the resources that do exist. Psychosocial 
interventions for Latinos with AD and their care-
givers must be tailored to address these unique 
needs and obstacles. We have described a range 
of existing and developing interventions that 
demonstrate this can be accomplished in innova-
tive and culturally sensitive ways.

Building on this base, future interventions 
need to be broad in scope and reach to accom-
modate the increasing numbers and diversity of 
the Latino population. Furthermore, given the 
psychosocial stressors impinging on this group, 
in addition to including case management com-
ponents that address ADRD caregiving families’ 
concrete needs, macro-level approaches address-
ing poverty; discrimination; lack of access to 
housing, education, and healthcare; and immi-
grant rights for Latinos are also necessary. 
Addressing such disparities is likely to lead to 
increased brain health in this population. Another 
currently underutilized approach includes 
encouraging Latinos and other so-called minority 
older adults and their caregivers to utilize research 
as a pathway to interventions and support. This 
will have the added benefit of increasing health 
and service providers’ knowledge and under-
standing of these populations’ experiences and 
needs. Comprehensive approaches at micro-, 
mezzo- and macro-levels that build and expand 

on the programs and services discussed in this 
chapter, from outreach to caregiver support, can 
serve as a foundation for the development of 
much-needed relevant, accessible resources for 
this underserved and important population.
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Abstract
Numerous health, cultural, and socioeco-
nomic factors are associated with dementia in 
older adult Latinos, a rapidly growing demo-
graphic in the United States (U.S.). Dementia 
involves significant cognitive deficits that 
interfere with daily functioning. Cognitive 
rehabilitation is an important intervention 
that can prevent, delay, mediate, or repair 
aspects of cognitive deterioration through 
changes in brain pathways, or neuroplasticity, 
especially in those with mild cognitive 
impairment (MCI) and mild to moderate 
diagnoses of dementia. However, there is 
scant research as to how Latinos with demen-
tia can best benefit from cognitive rehabilita-
tion. Latinos are underrepresented in research 
participant samples of dementia patients, and 
the results of cognitive rehabilitation trials 
involving other types of neurocognitive issues 
(i.e., traumatic brain injury, cerebrovascular 
accident) are not always generalizable to 

dementia. Despite this, it is well established 
that culture can affect patients’ experience 
and understanding of their impairment, 
expectations, engagement, and progress in 
rehabilitation. By applying Latino cultural 
strengths, Latino patients with dementia can 
benefit from an individually and culturally 
tailored cognitive rehabilitation treatment 
plan. Without engaging in stereotyping and 
with full awareness of the rich within-group 
diversity among Latinos, there are several 
cultural concepts that are central to Latino 
communities that should be considered 
within  the context of cognitive rehabilitation 
for treatment of dementia, including 
family/familismo, respect/respeto, personal 
relationship/personalismo, trust/confianza, 
spirit/espiritu, and presence/presentismo, 
among others. Integration of these important 
cultural implications can lead to optimal treat-
ment outcomes for Latinos with dementia.

 Introduction

According to the fifth edition of the Diagnostic 
and Statistical Manual of Mental Disorders 
(DSM-5), an individual is considered to meet 
diagnostic criteria for major neurocognitive dis-
order (i.e., dementia) when there is evidence of 
significant cognitive decline from a previous 
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level of performance in at least one cognitive 
domain and deficits interfere with the individual’s 
independence in daily activities (American 
Psychiatric Association, 2013). Patients with 
dementia, regardless of the dementia’s etiology, 
experience significant deficits in cognitive 
functioning that interfere with their independence 
in daily activities (ADLs) such as functional 
mobility (i.e., transferring ability), self-feeding, 
bathing or showering, personal hygiene and 
grooming, dressing, and toileting, among other 
basic tasks (Troyer, 2017). Also, adversely 
impacted by the effects of dementia, instrumental 
activities of daily living (IADLs) require 
advanced skill levels and include home 
management, meal preparation and cleanup, 
shopping for groceries and necessities, managing 
money, taking prescribed medications, and using 
the telephone or other forms of communication 
(Troyer, 2017).

The goal of this chapter is to describe the 
application of cognitive rehabilitation as an 
intervention for maintenance of function in 
Latino populations aimed to inform a broad range 
of medical and rehabilitation professionals. The 
objectives of this chapter are to first explain the 
various stages and strategies of cognitive 
rehabilitation applied to dementia, then to explore 
how cognitive rehabilitation interventions can be 
appropriately utilized culturally with Latino 
populations, and finally to address the role of 
caregivers in cognitive rehabilitation for 
maintenance of function for Latinos with 
dementia. While we hope that some of these 
approaches will be useful to different types of 
providers and family members, cognitive 
rehabilitation should be provided by trained and 
qualified professionals for whom cognitive 
rehabilitation is in the scope of practice (i.e., 
rehabilitation psychologists, neuropsychologists, 
speech language pathologists, or occupational 
therapists).

The rates of diagnoses of cognitive and neuro-
logical disorders in Latinos have increased across 
the world (Arango-Lasprilla, 2012). Prevalence 
varies among Latino subgroups, but in all groups 
there is significant association with type 2 diabe-
tes mellitus and cerebral vascular accident 

(CVA). Latinos tend to develop symptoms of 
dementia earlier than Whites, and with increases 
in lifespan, rates of dementia among older Latino 
adults are expected to grow (Alvarez, Rengifo, 
Emrani, & Gallagher- Thompson, 2014). It is 
important to note the increased rates of dementia 
and associated etiologies among Latinos to 
understand the significance of identifying and 
developing culturally relevant interventions to 
maintain functioning in this growing and diverse 
population.

This chapter is intended to address cognitive 
rehabilitation for a multiplicity of Latinos, but it 
is important to note there are differences among 
Latino subgroups. Latinos are not monolithic in 
their experience of the disease process. For 
example, while Latinos of Caribbean descent in 
the United States are at significantly higher risk 
of dementia than White Americans, Latinos with 
Mexican heritage have similar rates to their 
White counterparts (Mayeda, Glymour, 
Quesenberry, & Whitmer, 2016). Numerous 
factors such as acculturation, immigration, 
socioeconomic status, obesity, access to 
healthcare, and educational level are associated 
with dementia in Latinos (Ottenbacher et  al., 
2009). Genetic studies also suggest that allele 
differences (i.e., forms of a gene arising from 
mutation) among different racial and ethnic 
groups may contribute to differing etiologies of 
dementia (Mayeda et  al.,  2016). Further 
investigation of these topics will be crucial, as 
some estimates predict a sixfold increase in the 
older adult Latino American population in the 
United States by the year 2050, representing 20% 
of the U.S. population (Alvarez et  al., 2014; 
Vincent & Velkoff, 2010).

 Assessment and Identification 
of Dementia

Determination of cognitive decline can be 
based on either concern of the individual, a 
knowledgeable informant or a clinician, or 
demonstration of substantial cognitive impair-
ment through standardized neuropsychological 
assessment or other quantified clinical evalua-
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tions. Comprehensive neuropsychological 
assessment is preferred, as its benefits go 
beyond diagnostic clarification. For instance, a 
comprehensive neuropsychological assessment 
can (1) assist in identifying the areas of impair-
ment that may interfere with daily functioning 
and (2) identify areas of relative strength or 
preserved functioning that can support perfor-
mance in daily activities and which can be 
engaged to assist in the use of compensatory 
strategies. Cognitive and psychological assess-
ment can assist in treatment planning by identi-
fying the level of assistance needed and the 
ways in which independence in functioning can 
be maximized (Sohlberg & Mateer, 2017). A 
comprehensive assessment may also include 
exploration of emotional or psychological fac-
tors that may impact the patient’s 
rehabilitation.

 The Neuroscience of Cognitive 
Rehabilitation: How It Works

Evidence exists that cognitive rehabilitation 
activities work by creating changes in brain 
pathways (Smith et  al., 2009; van Paasschen 
et  al., 2013). The brain is often referred to as 
“plastic,” indicating that it can change in structure 
and function as the result of learning and 
experience, and plasticity is thought to be the 
outcome of activity in the spaces between nerve 
cells called synapses (Smith et al., 2009; Sohlberg 
& Mateer, 2017). Some participants in cognitive 
rehabilitation demonstrate new activation on 
functional magnetic resonance imaging (fMRI) 
brain scans during encoding (learning), the first 
step of memory when the brain performs an 
initial analysis of content, as well as during 
memory recall tasks wherein patients are asked to 
recollect content previously presented to them 
(Belleville et  al., 2011; Sohlberg & Mateer, 
2017). The distribution, i.e., pattern, of fMRI 
activation during specific cognitive rehabilitation 
activities has shown to be consistent with the 
areas of the brain where the skill being measured 
is based (Belleville et  al., 2011; Clare et  al., 
2010). Participants who were taught language 

strategies demonstrated activation of the brain’s 
left temporal lobe, where language is processed, 
while spatial and object memory strategies 
activated the right prefrontal and parietal areas of 
the brain and skill learning activated the 
cerebellum and basal ganglia (Belleville et  al., 
2011).

One implication of these findings is that cog-
nitive rehabilitation can change brain activity by 
altering synaptic activity in specific locations in 
the brains of those at high risk of dementia due to 
mild cognitive impairment. Importantly, positive 
correlations have been observed between the 
changes in brain activation and performance and 
behavior on daily tasks, suggesting that changes 
in brain structure may have consequences for 
real-life functioning (Clare et al., 2010). Further, 
limited research suggests that cultural differences 
in behavior may have neural correlates; in other 
words, preliminary evidence indicates that differ-
ences in brain functioning on fMRI are associ-
ated with cultural group membership (Adams 
et  al., 2010; Chiao & Blizinsky, 2009). These 
findings would support the importance of not 
only individualized but also culturally congruent 
cognitive rehabilitation interventions.

 Cognitive Rehabilitation 
for Dementia

Evidence suggests that although dementia is 
characterized by cognitive deterioration over 
time, cognitive rehabilitation treatments can 
improve cognitive functioning, particularly in 
those with mild cognitive impairment (MCI) and 
mild dementia (Hopper et  al., 2013). These 
interventions are receiving increasing attention 
as a means of delaying cognitive decline, 
restoring function, and compensating for deficits 
(Walton, Mowszowski, Lewis, & Naismith, 
2014).

Patients with mild cognitive impairment 
(MCI) can benefit from cognitive rehabilitation 
treatment. A diagnosis of MCI is warranted when 
an individual experiences cognitive impairment 
that does not interfere with one’s ability to 
independently perform daily functional tasks. 
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People with MCI, particularly those with deficits 
in memory, are considered at increased risk of 
developing Alzheimer’s disease (AD). For this 
reason, MCI is often considered a prodromal 
phase of AD (Gauthier et  al., 2006). Thus, 
providing cognitive rehabilitation to those with 
MCI may reduce the risk of developing dementia, 
delay progression into dementia, or help mediate 
the effects of declining cognition (Greenaway, 
Duncan, & Smith, 2012; Willis et  al., 2006). 
Research suggests that patients with MCI who 
participate in cognitive rehabilitation experience 
improvement on objective and subjective 
measures of memory (Jean, Bergeron, Thivierge, 
& Simard, 2010) as well as attention (Gagnon & 
Belleville, 2012).

The review studies of cognitive rehabilitation 
interventions indicate that largest positive effects 
are observed in those individuals with mild to 
moderate dementia, with smaller effects reported 
in people with severe dementia; one hypothesis is 
that those with more significant dementia may 
have benefited less from treatment because of 
more severe deficits and impairment in multiple 
cognitive domains (de Werd, Boelen, Rikkert, & 
Kessels, 2013).

 Application of Cognitive 
Rehabilitation to Latinos 
with Dementia

Less is known about how cultural differences in 
families may affect the cognitive rehabilitation 
process in general, specifically for Latinos with 
dementia. Health disparities exist in the provision 
of cognitive rehabilitation among economically, 
racially, culturally, and linguistically diverse 
patients; indeed, access to disability rehabilitation 
services is limited for Spanish-speaking people 
in the United States and other countries (Arango- 
Lasprilla, 2012; Arango & Kreutzer, 2010). 
Cultural and linguistic differences may influence 
the process of cognitive rehabilitation, yet very 
few studies have examined outcomes of cognitive 
rehabilitation among Latinos and/or Spanish 
speakers (Niemeier & Arango, 2007; Tzuang, 
Owusu, Spira, Albert, & Rebok, 2017).

Most interventions described in the literature, 
including computerized programs such as 
cognitive vitality training (Gooding et al., 2016), 
are in English, developed with primarily White 
participant data, and are therefore questionable 
regarding their ability to be appropriately adapted 
for diverse cultural groups (Tzuang et al., 2017). 
Given the underrepresentation of Latinos in 
cognitive rehabilitation research, it is difficult to 
ascertain if empirically supported interventions 
are adequately comparable. Tzuang et al. (2017) 
point out that simple comparison studies between 
racial and ethnic groups will not suffice; using 
Whites as the norm and ignoring within-minority 
group differences and mediating factors, such as 
gender, will do little to advance evidence-based 
interventions.

Another related problem in examining the 
utility of cognitive rehabilitation among Latinos 
with dementia is that most studies that do include 
Latinos and/or Spanish-speaking participants are 
focused on other etiologies of cognitive 
dysfunction, such as acquired brain injury, 
cerebral vascular accidents, or serious mental 
illness such as schizophrenia (Arango-Lasprilla, 
2012; Cicerone et  al., 2011). These differences 
are important given that these conditions affect 
cognitive functioning but typically do not result 
in continued cognitive deterioration. Dementia 
involves continued decline, making it difficult to 
apply findings from other neurocognitive 
disorders, although some results may extrapolate 
to MCI and dementia. Clearly, further research 
on Latinos with dementia is warranted to explore 
intergroup differences and the cultural relevance 
of existing interventions and to establish 
empirical support for interventions developed 
specifically for Latino populations.

While there is a paucity of research about spe-
cific treatment models and outcomes of cognitive 
rehabilitation for dementia among Latino 
patients, it is widely accepted that culture will 
largely influence a patient’s presentation of 
symptoms, understanding of their illness, 
expectations for recovery, engagement in 
rehabilitation services, and overall outcome of 
treatment (Lequerica & Krch, 2014). Cognitive 
rehabilitation is considered to be most effective 

S. R. Pazienza and E. E. Andrews



173

when the treatment plan is individualized based 
on the patient’s needs (Haskins et al., 2012; Lam 
et al., 2010); therefore, careful consideration of a 
patient’s cultural characteristics and values 
should lead to the best treatment outcomes for 
Latino patients. It is also important to keep in 
mind the existence of within-group heterogeneity 
(Gelman, 2010), understanding that information 
about cultural values should not be presumed to 
reflect the experience of all Latinos.

There is evidence that cognitive rehabilitation 
works among Spanish-speaking individuals, as 
was seen in Guardia-Olmosa, Esparcia, Morales, 
and Ferred (2012) meta-analysis of studies that 
included Spanish-speaking cognitive 
rehabilitation participants. Although 
methodologically hampered by the small amount 
of studies that met inclusion criteria and the 
differing approaches to measurement and 
technique among individual studies, the results 
yielded statistically significant improvements in 
health-related quality of life with moderate effect 
sizes, associated with improvements in cognitive 
functioning. These findings were consistent 
regardless of etiology and included studies with 
patients with dementia. However, in studies 
where longitudinal data were available, the effect 
diminished over time, which may indicate that 
initial gains are temporary (Guardia-Olmosa 
et al., 2012).

 Goals of Cognitive Rehabilitation

The primary goal of cognitive rehabilitation is to 
reduce the negative impact of cognitive decline 
on a patient’s daily functioning. The process of 
cognitive rehabilitation is goals driven, which is 
established in a collaborative manner between 
the patient, the clinician, and at times a caregiver. 
Typically, goals are focused on increasing a 
patient’s safety, increasing independence, and 
improving quality of life (Cicerone et  al. 2011; 
Sohlberg & Mateer 2017). When setting goals, 
providers should heed the importance of the 
Latino value confianza [trust], which emphasizes 
the importance of building assurance and 
intimacy within interpersonal relationships. It 

will be of benefit to Latino patients for 
rehabilitation treatment providers to take extra 
time in building rapport and establishing trust in 
the patient-provider relationship, and it has been 
suggested that establishing rapport with Latino 
patients should be considered one of the crucial 
first steps in developing a treatment plan (Añez, 
Silva, Paris, & Bedregal, 2008).

Progress toward goals is typically achieved in 
a stepwise manner, with gains in short-term goals 
or objectives building into progress toward a 
patient’s long-term goals. For example, a patient 
with mild to moderate dementia may have a goal 
of increased independence in managing his or her 
ADLs. Achievement of a long-term goal of 
increased independence may first rely on success 
in intermediary short-term goals, such as 
successful independent use of a calendar or a 
pillbox for medication. A balance is needed 
between fostering hope (e.g., the possibility of 
increasing independence in management of a 
schedule and medications) and continuing to help 
the patient evaluate his or her progress toward the 
goal (e.g., success in independent use of a 
calendar and pillbox). Monitoring progress will 
help determine whether the long-term goal is 
achievable or modification is indicated. It is 
critical to create a connection between the short- 
term intermediary goals and the patient’s long- 
term goals. Otherwise, the value of the therapeutic 
activities may be lost.

Patients who participate in cognitive rehabili-
tation may benefit from reminders of how thera-
peutic tasks are relevant to the progression toward 
their identified long-term goals. A cultural vari-
able to consider in the context of cognitive reha-
bilitation is the concept of time and how time is 
perceived and used within Latino communities. 
The concept of time is often thought of as a 
culturally dependent phenomenon, as different 
cultures have varying perspectives on time and 
importance of speed (Ardila, 2005; Brickman, 
Cabo, & Manly, 2006). For example, speed and 
quality may be considered contradictory 
constructs within some cultures; these 
communities believe quality arises from a slow 
and careful process (Ardila, 2005). Additionally, 
the value of speed and efficiency is a largely 
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Westernized value. Time, within Latino cultures, 
is often focused on the present moment rather 
than the past or future – a concept referred to as 
presentismo (Talamantes & Sanchez-Reilly, 
2010). In contrast to non-Hispanic, White 
patients, Latinos are less likely to consider the 
ways in which the present moment might be 
incorporated into the future, so providers may 
need to be culturally aware and sensitive in 
helping patients link short- and long-term goals. 
In the context of cognitive rehabilitation, Latino 
patients may approach rehabilitation tasks and 
goal-setting with more of a focus on the present 
moment (Arredondo, Gallardo-Cooper, Delgado- 
Romero, & Zapata, 2015). This temporal 
difference has implications for the treatment 
dynamic. In this regard, Latino patients and their 
families may have goals and expectations 
regarding treatment outcomes that are more 
present focused than future focused. One 
potential example is a Latino patient or family 
who expects immediate results from cognitive 
rehabilitation. Providers who are aware of this 
cultural dynamic can more easily collaborate 
with patients and their families by setting and 
focusing on several smaller, short-term goals that 
can give the patient a more immediate sense of 
accomplishment.

 Engagement in Cognitive 
Rehabilitation

Cultural factors should also be considered when 
engaging Latinos with dementia in cognitive 
rehabilitation. Espiritu [spirit], which includes 
the concepts of religion and spirituality, is an 
important aspect of the Latino culture; and it is 
likely that a patient’s religious and spiritual belief 
systems will impact their attitudes and beliefs 
regarding disability and their motivation for 
treatment (Lequerica & Krch, 2014). Religion 
and spirituality often provide a framework for 
conceptualizing why things happen, and many 
patients turn to their religious and spiritual 
frameworks as a means of coping with difficult 
situations (Herrera, Lee, Nanyonjo, Laufman, & 
Torres-Vigil, 2009). Generally speaking, patients 

may engage in either positive or negative religious 
coping, labeled as such to reflect either the 
positive or negative outcomes associated with 
these methods of coping (Ano & Vasconcelles, 
2005). For example, positive religious coping 
may include seeking religious direction, 
benevolent religious appraisal (e.g., redefining 
the stressor as an opportunity for spiritual 
growth), and collaborative spiritual support. In 
contrast, negative religious coping may involve 
demonic or punishing religious reappraisal (e.g., 
redefining the stressor as the work of the devil or 
punishment from God), pleading for direct 
intercession, or spiritual discontentment 
(Pargament, Koenig, & Perez, 2000). A study by 
Dunn and O’Brien (2009) focused on the use of 
religious coping within a Latino population 
found that the participants reported moderate to 
high levels of positive religious coping, including 
a tendency toward benevolent religious appraisal 
and collaborative religious coping (i.e., the 
participants reported looking for strength and 
support in God and felt they were collaborating 
with God to address their situation). Latino 
patients have also been found to have particularly 
strong religious social support networks (Dunn & 
O’Brien, 2009) which would likely be an asset in 
the context of cognitive rehabilitation. Negative 
religious coping has also been observed in Latino 
populations. The same study by Dunn and 
O’Brien found that, although participants 
generally reported low to moderate levels of 
negative religious coping, there was indication of 
a high level of pleading for direct intercession by 
God which has been associated with negative 
outcomes (Pargament et al., 2000). Additionally, 
Latino patients have been observed to exhibit 
religious fatalism (e.g., belief that the stressor is 
God’s will and therefore nothing can be done 
about it), which has been linked to decreased 
motivation to participate in treatment (Dilworth- 
Anderson & Gibson, 2002; Sayegh & Knight, 
2012). Spiritual and religious beliefs can also 
impact the conceptualization of the dementing 
illness or injury, with some Latino patients or 
families potentially interpreting the symptoms of 
dementia as the presence or possession of an evil 
spirit, which could negatively impact the patient’s 
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access to appropriate diagnosis and treatment 
(Sayegh & Knight, 2012).

 Stages of Cognitive Rehabilitation

Cognitive rehabilitation generally takes place 
over three primary stages: acquisition, 
application, and adaptation (Sohlberg & Mateer, 
2017). In the acquisition stage, the primary task 
is orientation to treatment and the initial 
introduction of rehabilitation strategies. At this 
stage, treatment providers should be aware of 
cultural considerations in working with Latinos. 
The term personalismo reflects the value of 
personal relationship among Latinos, the 
expectation of interpersonal closeness, and the 
emphasis of the value of people over objects 
(Añez et al., 2008; Furman et al., 2009). In the 
context of cognitive rehabilitation, it would be 
beneficial for rehabilitation specialists to be 
aware of this value and the ways in which 
personalismo may affect treatment. For example, 
Latino patients may be more likely than non- 
Hispanic patients to inquire about the details of 
the rehabilitation treatment provider’s personal 
life. In this context, providing a few professionally 
appropriate disclosures may be beneficial for the 
patient-provider relationship and assist in 
developing and maintaining rapport and fostering 
alliance in the treatment (Furman et al., 2009).

The value of respeto emphasizes the impor-
tance of mutual respect for one another, including 
respect specifically for elders and for profession-
als (Alvarez et al., 2014; Añez et al., 2008). Given 
that respect is highly valued in Latino culture, 
rehabilitation treatment providers should be care-
ful to ensure that they are demonstrating respect 
for their Latino patients. Use of more formal lan-
guage, for example, may be one way to verbally 
demonstrate respect. It is advisable to ask a 
Latino patient how he or she prefers to be 
addressed, i.e., by their family/last name or by 
first name. Clinicians should also be aware that 
Latino patients might avoid openly disagreeing 
with professionals out of concern of being disre-
spectful (Añez et  al., 2008). It is important to 
note that the value of personalismo may also 

involve a desire to maintain harmonious relation-
ships with others, which may lead a patient to 
avoid expressing disagreement or taking an asser-
tive stance with others (Antshel, 2002). In the 
context of cognitive rehabilitation, this may mean 
that Latino patients may not assert themselves in 
regard to their treatment needs or goals or may 
not be explicit in voicing their concerns. To miti-
gate the possibility of a Latino patient withhold-
ing dissent, providers should establish a dynamic 
whereby the patient is routinely invited and 
encouraged to share feedback, especially for 
treatment areas of concern.

During the application stage, patients begin to 
utilize strategies to engage in simple tasks, often 
within the context of a therapy session or other 
in-clinic settings. The goal of repetitive practice 
of strategies is to increase the effectiveness of 
their use and decrease the patient’s reliance on 
external assistance. Internalization of a learned 
strategy occurs when the skill becomes 
automated, i.e., independent skill use without 
cueing.

The goal of the adaptation phase is to promote 
transfer of skills to more functional and everyday 
tasks outside the context of the clinic and in a 
variety of personally relevant situations or 
settings. This may include tasks that are less 
structured, more novel, and more complex than 
those practiced in the clinic setting. Generalization 
occurs when skills that are taught and practiced 
in the clinical setting can be applied to other 
similar tasks or settings. Generalization to real- 
life settings is most likely to occur when the 
rehabilitation services resemble the patient’s 
real-life experience as closely as possible 
(Geusgens, Winkens, van Heugten, Jolles, & van 
den Heuvel, 2007). As a result, Latino patients 
should practice cognitive rehabilitation skills in 
settings and contexts that are congruent with their 
cultural experiences. For example, the linguistic 
environment of the patient should drive the 
decision for a bilingual patient to use mnemonic 
(i.e., “memory”) strategies in English or Spanish. 
Based on the characterization and level of 
impairment and the patient’s unique needs and 
goals, it is important to note that not all patients 
may reach each level of treatment.
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 Cognitive Rehabilitation Strategies

 External Versus Internal

Cognitive rehabilitation strategies are either 
external or internal in nature. External strategies 
are those that are externally available to the 
patient (Cicerone et al., 2011). This may include 
devices, such as calendars, auditory or visual 
cueing systems (e.g., alarms, smartphone 
applications), and other task-specific aids (e.g., 
pillboxes). The provision of cues by others, such 
as a caregiver or therapist, is also considered an 
external strategy. A commonly used external 
strategy is the use of a memory book. Depending 
on the level of impairment and needs of the 
patient, a memory book may include orientation 
information such as current date, location, 
pictures and/or names of relevant individuals 
(e.g., nursing staff), and personal messages (e.g., 
notes from family during their last visit). Memory 
books are used on a daily basis and include 
sections detailing the patient’s daily schedule, a 
memory log, and a to-do list. The patient is 
expected to use the memory log to write notes 
regarding the activities of their day. The to-do list 
can include tasks that the patient is expected to 
complete in the future and may be transferred to 
the patient’s schedule as needed. Depending on 
the level of impairment, a daily schedule may be 
completed by the patient or a caregiver.

Other external reminder systems can assist in 
cueing patients to complete specific tasks. For 
example, a patient with the goal of increasing 
independence in managing his or her medications 
may place a note on his or her coffee maker as a 
reminder to take medications in the morning. The 
research suggests that formal memory support 
systems, including calendar/appointment 
systems, to-do lists, and regular journaling of the 
day’s events, along with structured training, 
practice, and homework assignments, can lead to 
significant improvements in reported functional 
ability and sense of self-efficacy (Greenaway 
et al., 2012).

All of these strategies are heavily reliant on 
the ability to read and write. Providers should be 

aware of lower mean rates of formal education 
and higher rates of illiteracy in elderly Latinos, 
particularly among immigrants (Farias, Mungas, 
Hinton, & Haan, 2011). As a result, it is important 
not to over-rely on literacy-based approaches. 
McDougall et  al. (2010) found that minority 
participants in their sample (n = 265), which was 
represented by 17% Hispanic, made significantly 
more improvements compared to Whites on a 
measure of visual memory following a health 
promotion and memory training intervention. 
Use of pictures or other representative visual 
stimuli may serve as a substitution for written 
cues for those individuals without the ability to 
read and write. One possible adaptation is use of 
a communication system developed for people 
with autism, the picture exchange communication 
system (PECS). PECS is used to communicate 
through exchanging pictures of a desired item 
with caregivers in order to receive the item 
(Ziomek & Rehfeldt, 2008). It is also possible to 
use the pictures to create short sentences (e.g., “I 
want, “I see,” and “I have”). The pictures can be 
kept with or near the patient (i.e., in a pocket or 
wheelchair pouch). Instead of memory books 
with text, representative pictures can be 
substituted. Alternatively, Latinos immersed in 
oral tradition may be more responsive to the 
repetition of meaningful oral material, rather than 
the use of external aids. Family and community 
members can be excellent sources of culturally 
congruent traditions, phrases, and symbols that 
are salient for the patient in his or her natural 
environment (Judd & DeBoard, 2007, 2009).

In working with Latino patients, the rehabili-
tation provider should be mindful to make appro-
priate adjustments in treatment planning that are 
more inclusive of the patient’s family members. 
Whereas non-Hispanic, White patients tend to 
receive their dementia care in assisted living or 
nursing facilities, Latino patients are more likely 
to receive their care at home and are more likely 
to have their family members be directly involved 
in their rehabilitation care (Alvarez et al., 2014; 
Taylor & Jones, 2014). For this reason, cognitive 
rehabilitation strategies may be more likely to 
work if they are developed around the family’s 
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needs. For example, the use of a personalized 
memory book or calendar system may not 
appropriately reflect Latino patients’ collectivistic 
value system, which places greater emphasis on 
group interests, belongingness, and conforming 
to in-group expectations (Furman et  al. 2009). 
For example, the development of a shared family 
calendar rather than a personal calendar may 
more appropriately reflect the patient’s values 
and could lead to improved treatment outcomes.

For more severely impaired patients, reality 
orientation may be a useful strategy. Reality 
orientation involves presenting information 
intended to reorient the patient with dementia 
throughout the day (for a comprehensive 
overview, see Woods, 2014). Examples of reality 
orientation strategies may include a prominently 
displayed whiteboard with information regarding 
the date, day of week, and location. This can be 
used alone or in conjunction with another 
cognitive rehabilitation program (e.g., prospective 
memory process training; Sohlberg & Mateer, 
2017). There is indication that reality orientation 
can have a positive effect on a patient’s cognitive 
functioning and behavior; although the results 
tend to be short-lived, they should still be 
included as a part of a long-term treatment 
program (Woods, 2014).

Internal cognitive strategies are those that 
come from within the patient, either through self- 
cueing or other action sequences that assist the 
patient in approaching the task at hand. 
Organizational strategies, such as the use of 
acronyms, can assist in simplifying the storage 
and retrieval of information. For example, the 
familiar acronym “ROYGBIV” helps facilitate 
the learning and recall of the colors of the rainbow 
in the accurate order (red, orange, yellow, green, 
blue, indigo, violet). In this acronym, each letter 
serves as a cue for the correct color and reduces 
the burden on the memory system. Semantic 
clustering is another internal strategy that helps 
facilitate the organization of information into 
meaningful clusters (Sohlberg & Mateer, 2017). 
A shopping list, for example, can be sorted into 
specific categories (e.g., produce, meat, dairy, 
boxed goods). In this situation, the categories 
serve as a cue for recalling the sorted grocery 

items and reduce the cognitive burden of having 
to recall the shopping list from memory. 
Association techniques can also assist in 
improving memory by linking two or more items 
or tasks together to facilitate better recall 
(Sohlberg & Mateer, 2017). For example, name- 
face association training can increase memory 
for names by pairing verbal information with 
visual stimuli. Other examples of association 
include linking tasks, such as pairing the taking 
of medication with brushing teeth (when 
medication is to be taken twice per day) or with a 
meal (when medication is to be taken three times 
per day). Paired associations and other nonverbal 
techniques are especially useful when working 
with Latinos who have lower levels of formal 
education and/or inability to read and write.

Selection of internal or external strategies 
depends on the severity of impairment and the 
specific needs and goals of the patient. In general, 
patients with more significant cognitive 
impairment (i.e., moderate to severe) will benefit 
more from use of external rather than internal 
strategies. Additionally, the earlier phases of 
cognitive rehabilitation will initially rely on more 
external strategies, particularly as the provider 
begins the work of introducing the tasks and 
providing the initial instructions for strategy use 
to the Latino patient. As a patient makes progress 
toward the treatment goals and makes gains in 
internalization and generalization of cognitive 
rehabilitation tasks, the types of strategies will 
become increasingly more internal in nature. 
More complex cognitive tasks will likely involve 
a combination of internal and external strategies.

 Compensatory Versus Restorative

The strategies learned in cognitive rehabilitation 
may be compensatory or restorative in nature 
(Sohlberg & Mateer, 2017). Compensatory 
strategies aim to teach patients ways to 
compensate for their deficits and often involve a 
“work-around.” An example of a compensatory 
strategy for memory loss may be having patients 
refer to a daily planner rather than expecting 
them to recall a schedule from memory. Again, 
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providers may consider substituting pictures in 
the daily planner for those with literacy 
limitations. Compensatory strategies do not aim 
to improve functioning in a particular cognitive 
domain, such as memory. Rather, the goal of a 
compensatory strategy is to improve daily 
functioning or performance in light of cognitive 
decline. Restorative strategies, on the other hand, 
aim to improve functioning in an identified 
cognitive domain rather than mere compensation. 
Depending on the patient’s needs and level of 
impairment, restorative strategies may be more 
beneficial than compensatory strategies, 
particularly among patients with significant 
memory impairment who may forget to use 
compensatory strategies on their own or require 
additional external aids or prompting (Huckans 
et  al., 2013). However, for caregivers in Latino 
families, it may be comfortable and appropriate 
to offer cues regularly to the patient. Because of 
the emphasis on collectivism among many Latino 
communities, patients may strive less for the 
Westernized concept of independence and more 
toward interdependence.

Implicit and procedural memory strategies 
(i.e., the learning “how”) are often more 
persevered in dementia and may assist in making 
use of compensatory tools more habitual and lead 
to better outcomes (Sohlberg & Mateer, 2017). 
Examples of restorative strategies include 
errorless learning, vanishing cues, and spaced 
retrieval (de Werd et al., 2013; El Haj, Kessels, & 
Allain, 2016). One of the most commonly used 
restorative strategies is errorless learning (Dunn 
& Clare, 2007). In errorless learning, errors are 
prevented by providing the accurate response 
before an error can be made. An example of an 
errorless learning trial would be to make a 
statement (“My name is Javier”) followed by an 
immediate question pertaining to that statement 
(“What is my name?”). In errorless learning, 
guessing is discouraged, and the patient is always 
provided with the accurate information before an 
error occurs. When an error does occur, it is 
immediately corrected. Due to impairment in 
explicit memory, patients with dementia may not 
recognize that they have made an error and are at 
risk of consolidating the error into their implicit 

memory (Kessels & Hensken, 2009). By 
preventing errors in the first place, errorless 
learning keeps inaccurate information from being 
stored into memory.

Other restorative strategies include spaced 
retrieval and vanishing cues (El Haj et  al., 
2016). During a spaced retrieval task, the 
patient is asked to recall newly learned infor-
mation after gradually lengthening delays (de 
Werd et al., 2013; Hopper et al., 2013). When 
the patient makes no mistakes between the 
learning phases, the patient is provided with the 
correct response after hesitation or after indica-
tion that he or she does not know how to 
respond. For example, after being told the pro-
vider’s name, the patient may be asked to recall 
that name at increasingly lengthy intervals 
(e.g., immediately after, 15  seconds later, 
30  seconds later, 1  minute later, etc.). The 
length of the intervals may be, initially, deter-
mined by the patient’s needs or severity of 
impairment and, later, adjusted based on the 
patient’s performance. The goal of spaced 
retrieval is to increase the duration of time that 
the information is retained. Vanishing cues can 
also be used to increase the complexity of the 
task (Hopper et al., 2013). Vanishing cues tasks 
involve the systematic reduction of cues that 
assist in memory retrieval (e.g., slowly remov-
ing the letters of the provider’s name which 
serve as cues when the patient is unable to 
freely recall the name). Spaced retrieval and 
vanishing cues can include errorless learning 
(e.g., patients are provided with the correct 
response before an error can be made) or may 
involve effortful processing by encouraging the 
use of trial and error (Haslam, Moss, & Hodder, 
2010).

There is evidence to support the benefits of 
errorless learning in patients with dementia 
across a variety of daily tasks and skills. In a 
review paper, de Werd et al. (2013) examined 26 
studies wherein participants with dementia were 
taught practical tasks such as the use of devices 
(e.g., mobile phone, coffee maker, microwave), 
face-name associations, and orientation skills 
(e.g., use of calendar, following directions/routes) 
using either errorless learning or effortful 
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processing. Despite variance in treatment 
frequency and duration, 17 studies demonstrated 
significant gains through errorless learning 
compared to effortful learning or nontreatment 
conditions, and the majority (17 out of 20) of 
studies that conducted follow-up evaluations 
found maintenance of the learning effects of 
errorless learning.

Different combinations of errorless learning 
tasks may be more or less helpful depending on 
the task or skill to be trained. Mastering of proce-
dural tasks, such as use of a cellular telephone, 
calendar, or alarm reminder system, can be 
achieved through errorless learning by use of 
implicit, automatic strategies (e.g., motor mem-
ory or procedural memory wherein a specific 
motor task is consolidated into memory through 
repetition) as well as conscious, explicit memory 
of how the task should be performed (Kessels & 
Hensken, 2009). Based on their review study on 
errorless learning, de Werd et  al. (2013) sug-
gested that learning of procedural tasks may also 
benefit from modeling, provision of verbal 
instruction, and use of a stepwise approach, par-
ticularly in the acquisition phase of treatment. In 
the following stages, the use of vanishing cues 
may be helpful in decreasing the patient’s degree 
of reliance on external assistance. For non- 
procedural learning tasks, such as face-name 
association, verbal instruction and spaced 
retrieval may result in the most benefit. Different 
rehabilitation tasks may also be more or less 
helpful depending on the severity of dementia 
and complexity of the task. Dunn and Clare 
(2007) have even suggested that effortful pro-
cessing may be more helpful than errorless learn-
ing in assisting patients with mild to moderate 
dementia to learn complex information and 
achieve complex tasks. It was suggested that 
effortful processing, in contrast to errorless learn-
ing, may lead to better retention of information 
via a deeper level of information processing.

 Factors That Impact Cognitive 
Rehabilitation

There can be a great amount of diversity among 
patients with dementia in regard to the severity 
of impairment, the domains of cognitive func-
tioning that have been affected, and the specific 
needs of the person. For this reason, cognitive 
rehabilitation works best when an individual-
ized approach is utilized (Lam et al., 2010). An 
individualized approach may include flexibility 
in the length of the sessions, the frequency of 
the treatment, and the duration of the rehabilita-
tion program (e.g., number of sessions) 
(Cicerone et  al., 2011; de Werd et  al., 2013). 
The selection of strategies (e.g., internal vs. 
external, errorless or effortful) should be deter-
mined by the patient’s particular needs and 
goals, with review of performance informing 
the direction of treatment. The availability of 
caregiver support may also determine the trajec-
tory of treatment and which cognitive rehabili-
tation strategies may be most useful. Although 
individuals with cognitive impairment may ben-
efit from participation in group-based cognitive 
rehabilitation services, there is indication that 
individuals who participate in individual treat-
ment experience greater improvement, likely 
due to the program being more tailored to fit 
their particular needs and increased individual 
attention (Lam et al., 2010).

 The Role of Caregivers

Caregivers and family members are an important 
aspect of the cognitive rehabilitation process. 
Latinos with dementia may experience significant 
benefit when caregivers are engaged in treatment 
(Alvarez et  al., 2014). Familismo refers to the 
emphasis on family within the Latino culture, 
which generally expands beyond immediate 
family and includes extended family (Añez et al., 
2008; Campos, Ullman, Aguilera, & Dunkel 
Schetter, 2014). In many Latino families, la 
tercera edad, or the final stage of life, is a time 
for family caregiving and comfort and also 
representative of collectivism, as responsibilities 
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are passed down to the next generation (Flores, 
Hinton, Barker, Franz, & Velasquez, 2009). As a 
result, providers can expect high levels of family 
involvement in the dementia caregiving of the 
Latino family’s elder.

Latino patients and their family members may 
subscribe to more traditional gender roles that 
could influence the patient’s needs and goals in 
the context of cognitive rehabilitation (Lequerica 
& Krch, 2014). In cases of dementia caregiving, 
significant responsibilities often fall to women in 
the family, following the cultural ideal of 
marianismo, wherein women are considered 
spiritually stronger than men and are therefore 
better positioned to care for and maintain the 
dignity of the elder care recipient (Flores et al., 
2009; Miville, Mendez, & Louie, 2017). It is 
important to note that, although adherence to 
traditional gender roles is a Latino cultural 
ideology, the extent to which individual families 
and family members behaviorally mirror this 
ideal varies considerably (Miville et al., 2017). In 
addition, caregiving responsibilities can offer a 
sense of purpose, and many Latina caregivers 
skillfully navigate their bicultural identities and 
balance role conflicts (Flores et al., 2009). Should 
Latino patients elect to focus on rehabilitation 
goals congruent with traditional gender roles 
(Sander, Clark, & Pappadis, 2010), these values 
should be reflected in treatment planning and 
goal-setting.

The cultural respect that Latino children 
(including adult children) have for their elders 
should also be considered, as this may impact the 
perspective that family members have regarding 
the patient with dementia. For example, Latino 
family members may tend to minimize the 
decline that they see in their loved one’s 
functioning, as their underlying respect for the 
patient may lead them to rationalize or attempt to 
normalize the changes in cognition or behavior 
(Alvarez et al., 2014). As an example, a Latino 
dementia caregiver might state “Anybody can 
forget about a bill” or “We all forget names 
sometimes,” exemplifying the way in which a 
family member may attempt to normalize or 
rationalize symptoms of dementia out of respect 
for the elder Latino patient.

In a research study by Neely, Vikström, and 
Josephsson (2009), individuals with dementia 
who engaged in collaborative rehabilitation tasks 
with their caregiver experienced more positive 
benefits, including an increase in memory recall 
and episodic memory, than patients who were 
trained alone. What is known as “collaborative 
training” led to increased participation in a 
functional task that resembled daily life (e.g., 
recalling items) and reduced dependence on the 
caregiver. Additionally, caregivers who 
participated in collaborative training were 
observed to provide assistance of cueing only as 
needed, as well as encouragement (described as 
“supportive acts”). It was also suggested that 
hands-on caregiver participation in the cognitive 
rehabilitation process helped to facilitate the 
transfer of learning into other tasks for the 
patients with dementia. Finally, the research 
indicates that caregivers who participate in the 
rehabilitation process may experience 
improvement in their own moods and that 
although their self-report of burden does not 
decrease, it remains stable (Neely et al., 2009).

There is also indication that family caregivers 
who participate in support groups may experience 
significant benefit in regard to mood and are able 
to care for the patient with dementia for longer 
periods of time. Reynoso-Vallejo (2009) 
described a four-stage process of developing a 
support group for Latino caregivers for patients 
with dementia. First, he conducted focus groups 
to solicit participant input into the format, 
content, and structure of the group. Next, he 
developed and implemented the support group 
intervention. Third, culturally applicable 
materials developed from the group were 
distributed to the families involved. Finally, a 
network of family caregivers was established as 
an ongoing source of support in the community 
(Reynoso-Vallejo, 2009). This approach, of 
partnering with the community while 
demonstrating an authentic regard for cultural 
considerations, can serve as a model for caregiver 
support group development at local levels.

Lehan et al. (2012) found that Mexican fami-
lies of traumatic brain injury survivors who had 
greater levels of adaptability and cohesion 
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reported better family communication and 
increased family satisfaction. This is congruent 
with the broader research base in cognitive 
rehabilitation in which appropriate and effective 
caregiver involvement and family support are 
robust predictors of positive outcome (Prigatano, 
2013; Sohlberg & Mateer, 2017). While the 
applicability to broader groups of Latinos with a 
range of cognitive impairments resulting from 
dementia is unknown, Vickrey et al. (2007), for 
example, found that Latino caregivers reported a 
sense of meaning for their roles and enjoyment in 
spending time with their care recipients. By 
integrating families and communities into the 
cognitive rehabilitation process, providers are 
enabling “natural helpers” (Judd & DeBoard, 
2007, p.  358) who can care for the patient at 
home, which in the case of Latino cultures is 
often more comfortable and culturally congruent. 
Given the physical, emotional, social, and 
behavioral impact of dementia on caregivers and 
families, the impact illustrated by family support 
in other groups, and the relative strength of 
collectivism and multigenerational dwelling 
among many Latino cultures, it is judicious to 
acknowledge the effects of Latino family systems 
on cognitive rehabilitation outcomes.

 Differences from Other Treatment 
Modalities for Cognitive Decline

Use of drug therapy in combination with cogni-
tive rehabilitation can have a positive effect on a 
patient’s performance in daily tasks. 
Acetylcholinesterase inhibitors (AChE-Is) such 
as donepezil and rivastigmine have demonstrated 
positive effects on the cognitive and behavioral 
functioning of patients with dementia (Palmer 
et al., 2015). There is indication that combining 
AChE-I treatment with cognitive rehabilitation 
leads to more positive outcomes than the use of 
AChE-I alone (Bottino et al., 2005). There is also 
indication of positive impact of combined 
medication and rehabilitation treatment on mood 
(Rozzini et al., 2007).

Another modality of treatment for cognitive 
decline is cognitive stimulation, which involves 

immersing a patient into a cognitively stimulating 
environment with the intention of improving 
cognitive functioning. This may include 
thoughtful discussions or debates, engagement in 
problem-solving activities, or participating in 
psychoeducation (Vidovich & Almeida, 2011). 
Research suggests that patients with dementia 
receive significant benefit from being placed in a 
cognitively stimulating environment with regular 
interpersonal interactions and that cognitive 
stimulation can improve subjective quality of life 
(Spector, Gardner, & Orrell, 2011). Cognitive 
stimulation can happen in a wide range of 
contexts, such as at home or within the 
community, and need not occur within a formal 
treatment setting, thus making it a good fit for 
Latinos with dementia who are more likely to 
experience their care within their homes or 
communities (Alvarez et al., 2014).

Cognitive training is a form of intervention 
that involves a set of standardized, repeatedly 
performed tasks that are intended to enhance 
cognitive functioning (Vidovich & Almeida, 
2011). Cognitive training differs from cognitive 
rehabilitation in a number of important ways 
(Bahar-Fuchs, Clare, & Woods, 2013). In 
cognitive training, treatment occurs in the context 
of structured tasks and environments, whereas 
cognitive rehabilitation focuses on real-world 
settings such as home or community life, such as 
consistently taking medication or attending 
religious worship services. The target of 
intervention in cognitive training is cognitive 
impairment, while the target of intervention in 
cognitive rehabilitation is participation 
restriction, or involvement in preferred activities 
and valued social roles (Bahar-Fuchs et al., 2013; 
WHO, 2001). In cognitive training, the focus of 
intervention is on isolated cognitive abilities and 
processes; in cognitive rehabilitation, the focus is 
on groups of cognitive abilities that impact 
performance in daily tasks, such as memory 
interventions to enable a patient to consistently 
and correctly take prescribed medications. The 
goals of cognitive training and cognitive 
rehabilitation also differ. In cognitive training, 
the goal is to improve performance within a 
specific cognitive domain or task. In contrast, the 
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goal of cognitive rehabilitation is improved 
performance in functioning in regard to 
collaboratively selected goals. Although the 
availability of cognitive training is plentiful, 
particularly through web-based computer 
programs (e.g., CogniPlus, Lumosity, 
MyBrainTrainer), there is evidence that cognitive 
training has limited positive effects for patients 
with dementia (Bahar-Fuchs et  al., 2013; 
Simpson, Camfield, Pipingas, Macpherson, & 
Stough, 2012). Although patients who participate 
in cognitive training programs experience 
measurable improvement in performance on the 
training tasks, these benefits fail to generalize to 
real-life settings (Owen, et al., 2010).

Increasingly, physical activity, and in particu-
lar aerobic exercise, is proving not only to serve a 
preventative and protective role against cognitive 
decline and dementia but also as a form of treat-
ment to improve cognition and to reduce the rate 
of cognitive decline in those with MCI and 
dementia (Ahlskog, Geda, Graff-Radford, & 
Petersen, 2011). An early meta-analysis (Heyn, 
Abreu, & Ottenbacher, 2004) of 12 randomized 
controlled trials (RCTs) demonstrated improved 
cognitive performance following adoption of an 
exercise routine, with changes documented as 
soon as 2 weeks after starting. Later RCTs indi-
cated that the positive effects of exercise could be 
maintained in patients with Alzheimer’s disease 
at 18  months and that physical activity was as 
effective as an AChE-I (Ahlskog et al., 2011). In 
a prospective, longitudinal study of older 
Mexican-Americans, Ottenbacher et  al. (2014) 
found a statistically significant positive associa-
tion between physical activity and cognitive 
function after adjusting for age, sex, marital sta-
tus, education, and comorbid health conditions; 
the greatest gains in cognitive decline were in 
memory and less pronounced in other aspects of 
cognition. Suspected mechanisms include 
improvements in neuroplasticity as a result of 
exercise and the protective effect of physical 
activity for vascular risk factors associated with 
dementia (Ahlskog et al., 2011). Finally, emerg-
ing research in complementary and alternative 
treatment approaches has provided some support 
for the use of music and dancing to improve cog-

nitive, social, and emotional functioning in 
patients with dementia (Horowitz, 2013; Rylatt, 
2012). These modalities hold promise to inte-
grate culturally salient customs into treatment for 
dementia for Latinos. Music therapy has shown 
to improve communication behavior, expression 
of positive emotions, and well-being in patients 
with dementia (Schall, Haberstroh, & Pantel, 
2015). Kim et al. (2011) found cognitive improve-
ments following dance therapy in elderly patients 
with risk factors for dementia. Music and dance 
provide an opportunity for the involvement of 
family caregivers and patient enjoyment of tradi-
tional Latino music and dance.

 Conclusion

Cognitive rehabilitation can be an effective inter-
vention for maintenance of function among 
Latinos with dementia when implemented in an 
individualized and culturally sensitive manner by 
medical and rehabilitation professionals. Cultural 
considerations should be integrated into each of 
the stages and strategies of cognitive rehabilitation 
by involving patients and their families to the 
fullest extent and tailoring the treatment to the 
values of the patient, his or her family, and their 
community. Although awareness of Latino 
cultural variables will certainly help cognitive 
rehabilitation treatment providers better 
understand their Latino patients, it is the 
application of Latino cultural principles into the 
practice of cognitive rehabilitation that will 
ensure that Latino patients are receiving the best 
possible care. A truly culturally integrated, 
cognitive rehabilitation framework will include 
careful consideration of how important Latino 
values, such as familismo, respeto, personalismo, 
confianza, espiritu, and presentismo, will impact 
goal-setting, treatment planning, and treatment 
implementation. Fortunately, the prevailing 
emphasis on an individualized approach in 
cognitive rehabilitation lends itself well in efforts 
toward cultural competency in working with 
Latino patients.

Although we anticipate that the integration of 
Latino cultural values into cognitive rehabilitation 
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services will have a positive impact on Latino 
patients with dementia, and we can make 
suppositions regarding the ways in which 
rehabilitation services can be individualized to 
meet the needs of a Latino population, there 
remains a gap in the available research regarding 
cognitive rehabilitation treatment outcomes 
among Latinos with dementia. Future research 
efforts should consider these clinical realities 
coupled with the burgeoning population of elder 
Latinos in the United States. Given significant 
intergroup differences, including immigrant 
status, dominant language, biculturalism, and 
intersections of multiple diverse identities, 
empirical focus must pivot toward exploring 
cultural differences among Latinos and with 
emphasis on other factors that may affect 
treatment engagement, treatment, and outcome.
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Abstract
Although it can be argued that the general 
knowledge base of how to effectively treat the 
behavioral symptoms of dementia (BSDs) is 
less than optimal, it is even more challenging to 
understand how to best treat BSDs in ethnic/
racial minority groups, as in the case of Latinos. 
In this chapter, the inclusion of indigenous and 
other folk-based frameworks is discussed, as 
well as the potential for a greater accounting 
for cultural differences in the treatment of 
BSDs. This chapter provides an overview of 
the predominant interventions utilized in 
healthcare to treat patients with dementia, 
including Western-based methods of phar-
macological and non-pharmacological 
approaches. In the case of Latinos, the ethno-
cultural and traditional healing systems are 
promoted as those that can be integrated in the 
Western approaches. Central to appropriate use 
of pharmacological interventions are factors 
such as those that are epigenetic, gene- 
environment interactions, and genetic varia-
tions in different populations. When ethnic/
racial status is considered for a Latino patient, 
it is the realm of ethnopharmacology that 

answers the call for more specific and  tailored 
consideration of medications (e.g., psychotro-
pics, for an aging Latino population). Non-
pharmacological interventions are also 
reviewed and discussed for their range of effec-
tiveness and their limitations being based on 
differing research protocols that cannot always 
provide predictive or definitive improved treat-
ment outcomes. A call is made for more Latinos 
as research participants, as well as more inter-
disciplinary research studies for BSDs.

 Introduction

An estimated 44 million people across the world 
have Alzheimer’s disease (AD), the most preva-
lent form of dementia (Prince et al., 2016). In the 
United States (U.S.), 5.2 million people were 
diagnosed with dementia (Alzheimer’s 
Association, 2014), with those over 85 years of 
age accounting for more than 80% of those diag-
nosed. As ethnic and racial diversity increases in 
the United States, a larger proportion of persons 
over the age of 85 with dementia will be minority 
elders. While the proportion of Whites aged 85 
and older is projected to decrease from 90% to 
81% by 2050, the proportion of Hispanics1 aged 

1 Latino and Hispanic are used interchangeably through-
out this chapter.
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85 and older is projected to increase from 5% to 
15% (U.S. Department of Health and Human 
Services, 2014). Prevalence rates of dementia 
among Hispanics have been less commonly mea-
sured; however, one study estimated dementia 
prevalence of 8% of Caribbean Latinos in the 
65–74 age group, 28% in the 75–84 age group, 
and 63% in those aged 85 and older (Gurland 
et  al., 1999). Another study indicated that 
Mexican-American men had significantly higher 
prevalence of cognitive impairment than did non-
Hispanic White men (Cano, Samper-Ternent, Al 
Snih, Markides, & Ottenbacher, 2012).

The goal of this chapter is to broadly discuss 
behavioral symptoms of dementia (BSDs) within 
the aging Latino population. To achieve this goal, 
the chapter addresses the following: (1) the 
assessment of BSDs, (2) existing pharmacological 
interventions for BSD, (3) the role of gene- 
environment interactions and epigenetic factors 
of BSD in the aging Latino population, and (4) 
non-pharmacological interventions for BSD in 
the older Latino population, including the role of 
ethnocultural approaches particular to Latinos.

Behavioral symptoms of dementia (BSDs), 
also referred to as behavioral and psychological 
symptoms of dementia (BPSDs), is the term used 
to describe the wide variety of behavioral 
symptoms experienced by persons with dementia 
(PWD) during the course of their illness (Trivedi 
et al., 2012). Occurring in up to 90% of individuals 
with dementia (Kales et al., 2011; Lyketsos et al., 
2011), these behaviors include agitation and 
restlessness, screaming, wandering, repetitive 
questioning, resistance to care, mood 
disturbances, and sleep disturbances. For the 
purpose of this chapter, behavioral symptoms of 
dementia will be referred to as BSDs. Regardless 
of whether persons with dementia (PWD) receive 
care at home, in assisted living facilities (ALFs), 
or in nursing homes (NHs), the management of 
BSDs is one of the most difficult and costly of 
care problems, consuming vast amounts of time 
and effort (Ellison, Harper, Berlow, & Zeranski, 
2008; Muangpaisan, Intalapaporn, & Assantachai, 
2008). These behaviors are associated with 
numerous poor health outcomes for the caregivers 
(Janevic & Connell, 2001) and for the person 

with dementia (Maust et  al., 2015), including 
functional decline, depression (Martin et  al., 
2010), increased risk of cardiovascular events, 
and increased mortality (Maust et al., 2015). For 
example, the data suggest that the highest 
prevalence of restlessness and agitation occurs in 
mild to moderate dementia, as opposed to severe 
dementia (Borroni et  al., 2006), and that 
individuals are most likely to live in the 
community, either at home or in assisted living 
facilities. These behaviors can result in fear and 
avoidance in caregivers and others in close 
proximity, embarrassment for affected older 
adults, and nursing home placement (Hart et al., 
2003; Kales, Chen, Blow, Welsh, & Mellow, 
2005). Moreover, BSDs contribute to staff 
turnover in residential care settings (Cohen- 
Mansfield, 1997; Sloane, Davidson, Knight, 
Tangen, & Mitchell, 1999) and accidents (e.g., 
falls, tripping) involving both elders and care 
providers (Beattie, Song, & LaGore, 2005). 
Moreover, the BSDs of restlessness and agitation 
are strongly associated with reduced caregiver 
quality of life (Shin et  al., 2014; Smith, 
Buckwater, Kang, Ellingrod, & Schultz, 2008).

While medications, especially psychotropic 
medications, are still used extensively to 
ameliorate BSDs, they are an unsatisfactory 
solution; and when used, medications often 
create more problems than they solve (Ballard 
et  al., 2009; Maust et  al., 2015; Polsky, Doshi, 
Bauer, & Glick, 2006). Given the limited efficacy 
of psychotropic medications in addressing BSDs, 
several organizations and specialty groups such 
as the International Association of Gerontology 
and Geriatrics, Centers for Medicare and 
Medicaid Services (CMS), National Alzheimer’s 
Project Association (NAPA), American 
Geriatrics Society, and American Association for 
Geriatric Psychiatry all currently advocate for 
the use of non-pharmacological interventions as 
the first-line treatment for the management of 
behavioral symptoms (Alzheimer’s Association 
Expert Advisory Workgroup on NAPA, 2012; 
Tolson et  al., 2011). These professional 
organizations seek to minimize the use of 
psychotropic medications, especially in nursing 
homes. They also advocate for greater research 
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and education on non-pharmacological strategies 
for managing BSDs.

 Cultural Factors of Behavioral 
Symptoms of Dementia

There is a paucity of information about ethnic 
differences in the manifestation of behavioral 
symptoms of dementia mainly because ethnic 
minority elders are underrepresented in clinical 
trials and other research studies (Cooper, Tandy, 
Balamuralli, & Livingston, 2010). In fact, many 
Hispanics are not diagnosed until the later stages 
of the disease and experience a delay of up to 
7  years before any evaluation of symptoms 
(Griffith and Lopez, 2009). Yet, Sink, Covinsky, 
Newcomer, and Yaffe (2004) found that Hispanics 
were at increased risk of exhibiting hallucinations, 
expressing unreasonable anger, being combative, 
and wandering as compared to Whites.

Cultural and ethnic considerations can influ-
ence the interpretation of behaviors. Traditional 
cultural values underlying the Latino culture and 
how elders are treated may in part (Adames, 
Chavez-Dueñas, Fuentes, Salas, & Perez-Chavez, 
2014) explain some of the differences in Latinos’ 
manifestations of BSDs. Culturally, younger peo-
ple are expected to show respect, respeto, and 
behave in a deferential manner toward their 
Latino elders which may delay any recognition 
and acknowledgement of cognitive or behavioral 
symptoms. For example, Griffith and Lopez 
(2009) found that 65% of Hispanic caregivers 
dismissed symptoms of dementia or Alzheimer’s 
dementia (AD) in part because of adherence to a 
“folk model” supporting the belief that the behav-
iors may be due to psychological stress or the 
process of normal aging. The folk model may 
include the notion that dementia is a form of 
mental illness or a culturally specific syndrome 
and thus unavoidable or a result of fate (Avant, 
2013; Griffith & Lopez, 2009; Kramer, 2002).

Another but most frequently documented cul-
tural difference for Hispanic caregivers, com-
pared to White caregivers, is the high value 
placed on the extended family, and a strong sense 
of duty to family, known as familismo. Moreover, 

Napoles, Chadiha, Eversley, and Moreno-John 
(2010) found that Hispanic caregivers have more 
positive views of caregiving and a greater sense 
of spirituality. In contrast, several studies found 
evidence of worse mental health among Hispanic 
caregivers compared to Whites (Napoles et  al., 
2010), with depression being more common in 
Hispanic caregivers (Janevic & Connell, 2001). 
In addition, Mexican-American caregivers of 
persons with dementia report greater distress, 
poorer self-rated health, increased somatic 
complaints, and increased sensitivity to 
behavioral disturbances (Harwood, Barker, 
Ownby, & Duara, 2000). These seemingly 
contradictory findings can, in part, be explained 
by the heterogeneity of the Hispanic/Latino 
culture (e.g., Cuban, Puerto Rican, Mexican, 
Latin American). Differences in cultural values 
and norms including the cultural embeddedness 
of caregiving, cultural determinants of caregiving, 
ethnic group identity, and level of acculturation 
influence the caregiving experience. While 
caregiving is generally assigned based on female 
gender, these experiences are further influenced 
by educational level and social support. 
Educational level, social support, and level of 
acculturation tend to produce more positive 
caregiving experiences with better mental health 
outcomes reported (Adames et al., 2014).

Several cultural-bound syndromes that may 
influence behavioral interpretation have been 
identified by Mezzich and colleagues (1996) and 
subsequently incorporated in the Diagnostic and 
Statistical Manual (American Psychological 
Association, 2010). To illustrate, for Puerto 
Ricans, ataque de nervios is a culture-dependent 
syndrome and is an expression of malaise in a 
subpopulation (Guarnaccia, Rubio-Stipec, & 
Canino, 1989). Other examples of culture-bound 
syndromes present in Latin America countries 
include atontado found in Tuxtlas and Veracruz, 
Mexico; brujería in Latin America; colerina in 
Distas, Yucatan; el bla in Miskitos as well as in 
both Honduras and Nicaragua; and syndrome de 
la Nevada, as found in Peru. Many of these cul-
ture-bound syndromes are frequently associated 
with the loss of spiritual strength or loss of the 
soul (Guarnaccia, et al., 1989). While these syn-
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dromes are generally limited to specific cultural 
areas and are localized in highly diverse U.S. 
areas such as Los Angeles, several ethnic enclaves 
retain their original cultural practices and thus 
may not seek assistance early in the dementia tra-
jectory (Latin American Guide for Psychiatric 
Diagnosis [GLDP from the Spanish name] Latin 
American Psychiatric Association [APAL], 2004).

As ethnic groups relocate to the United States, 
many retain their main beliefs and practices 
related to healing. Moreover, traditional and folk 
healing systems are intertwined with religious 
beliefs. Broadly these include (a) a sense that the 
cause of an illness is external to the individual 
and is spiritual in nature [God’s will, el mal ojo 
(the evil eye)] (Talamantes, Trejo, Jimenez and 
Gallagher-Thompson, 2006); (b) that the group 
participates in the healing of an individual, often 
treated within the family and community; and (c) 
that morality functions as a cause and path for 
recovery, integral to healing and the healing 
process and which depends primarily on 
nonverbal and symbolic interaction (Koss- 
Chioino, 1992). These systems of healing do not 
subscribe to a mind-body distinction and are 
frequently found in Western concepts of healing. 
These differences in healing practices have been 
described as alternate paradigms, etic (i.e., 
scientific) vs. emic (i.e., insider, relativistic).

Three main healing systems exist within the 
Hispanic/Latino community in the United States: 
espiritismo (spiritism) associated with Puerto 
Ricans, Santería associated with Cubans, and 
curanderismo associated with Mexican and Latin 
American communities. These systems derive 
from a synthesis of beliefs and practices related 
to neocolonial history: espiritismo (spiritism) is 
the synthesis of French European and Afro- 
Caribbean traditions, Santería from Catholicism 
and West African traditions, and curanderismo 
from Catholicism and Mexican Indigenous 
traditions. Whereas Western thought considers 
the body, mind, and spirit as holistic healing, 
underlying all of these Hispanic/Latino traditions 
is the notion that illness is a result of being “out 
of balance,” i.e., within the individual vis-à-vis 
within the cosmos; thus, healing occurs when 
harmony and balance are restored. Espiritismo 

(spiritism) encompasses all of three realms of 
body, mind, and spirit by calling on the Holy 
Spirit. Santería incorporates the concepts of gods 
or saints, while curanderismo through the 
curanderas (healers) endeavors to restore balance 
using the spiritual realm and advocating moral 
practices. Practices vary within each system 
(Koss-Chioino, 1992).

Indigenous healers do not distinguish between 
physical, emotional, and social origins of illness. 
All illness is viewed as an issue of balance. For 
example, some distress may be viewed as 
“bewitchment,” i.e., being bewitched by spirits 
and therefore out of balance with the spiritual 
realm. In espiritismo (spiritism), the healer does 
not intervene, but by use of image and metaphor 
and communing with their spirit guides serves as 
an instrument to bring about the change necessary 
for healing. In Santería, the santeros or priests 
prescribe herbal remedies and amulets to restore 
health and guard against future injury. In 
curanderismo, the curanderas (healers) consider 
their ability a gift from God and frequently 
apprentice with an elderly relative.

Gray, Jimenez, Cucciare, Tong, and Gallagher 
(2009) completed a qualitative study to examine 
the ethnic differences in knowledge, attitudes, 
and beliefs about dementia in women caring for a 
family member with dementia. In general, 
Hispanic caregivers thought that dementia was a 
normal part of aging, was a result of a difficult 
life, or was a result of outside forces such as el 
mal ojo (the evil eye). Others believe that the 
person with dementia is bewitched (Woods, 
1999, unpublished interview data). This view of 
being bewitched or being affected by the evil eye 
has significant consequences for both the person 
with dementia and their families as it carries 
significant stigma.

Hispanic/Latino caregivers seek help from 
practitioners of folk and traditional healing, as 
well as from Western biomedicine, and some of 
the differences in help seeking are related to the 
education and income of the caregivers (Gray 
et al.). Folk and traditional healers tend to view 
dementia from a holistic perspective, i.e., an 
imbalance between the individual and their 
cosmos. The curanderas (healers) tend to 
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incorporate Western biomedicine and traditional 
healing when providing treatment. In espiritismo 
(Spiritism), the healer focuses on restoring 
balance with the spiritual realm by communing 
with spirit guides and the use of image and 
metaphor. An intriguing example of the blending 
of treatment systems can be found in the study of 
Soto-Espinosa and Koss-Chioino (2017) wherein 
doctors were found to encourage their patients to 
use folk and traditional healing, in conjunction 
with Western biomedicine. The researchers 
interviewed 74 Puerto Rican doctors using semi- 
structured interviews and found that several of 
the physicians incorporated integrative healing in 
their practices in a search for new ways to heal 
and/or to find a pathway to higher morality. These 
approaches to care are embedded in deeply held 
belief systems and bring a holistic perspective to 
healing, not unlike the folk and traditional 
systems.

 Pharmacological Interventions

Assessment of any behavioral symptoms and 
behavioral change is critical prior to treating 
BSD symptoms. However, potentially regardless 
of healing system, while those with untreated 
BSDs show a faster progression of their dementia, 
it is not clear that treating these symptoms earlier 
helps slow the trajectory of dementia (Rabins 
et  al., 2013) as several factors can influence 
behavioral symptoms. These factors include 
underlying acute medical conditions such as 
bladder or respiratory infections or the side 
effects of medications, cultural and ethnic factors, 
psychiatric illness, and environmental factors. 
Because persons with dementia are 
disproportionately affected by pain and 
undiagnosed illness that can contribute to BSDs, 
these must be ruled out. Galik (2016) provides 
three steps to assess BSDs which include the 
descriptions of (1) the behavior and onset, (2) 
frequency and any aggravating or relieving 
factors through assessment of any underlying 
medical conditions, and (3) use of specific rating 
scales to determine cognitive, functional, and 
physical capabilities. Kales, Gitlin, and Lyketsos 

(2015) describe a similar assessment of BSDs 
referred to as DICE (describe, investigate, create, 
and evaluate). Regardless of the method used, 
assessment is essential. Once the assessment is 
completed, non-pharmacological interventions 
may be considered alone or in combination with 
appropriate pharmacological interventions.

Pharmacological interventions continue to be 
widely used and used inappropriately to alleviate 
BSD, despite limited efficacy (Kales et al., 2011; 
Lyketsos et  al., 2011). Generally, the class of 
medications used for treating BSD is psychotropic 
medications, including antipsychotics, 
antidepressants, and sedative hypnotics (Ballard 
et  al., 2009). Psychotropic medications are 
frequently overused for those with dementia 
(Kales et  al.,  2011; Lyketsos et  al., 2011). In 
practice, 84% of nursing home residents and 28% 
of community-dwelling persons with dementia 
are prescribed psychotropic medications (Maust, 
Langa, Blow, & Kales, 2017). In addition, 30% 
of persons with dementia take antipsychotic 
medications that are associated with a higher risk 
of mortality and cerebrovascular events (Maust 
et al., 2015).

There tends to be an assumption of universal-
ity in prescribing practices and in an individual’s 
experience of the medication. This view, largely 
influenced by the dominant Caucasian population 
in whom the drugs were tested (Chen, Chen, & 
Lin 2008), does not consider any cultural or 
ethnic factors that may influence an individual’s 
response to the medication despite the empirical 
evidence that describes significant differences in 
response to psychotropic drugs in different ethnic 
groups (Cacabelos, Cacabelos, & Torrellas, 2014; 
McDowell, Coleman, & Ferner, 2006).

Ethnopharmacology, a relatively new field, 
considers ethnocultural differences and genetic 
variations that can affect an individual’s 
response(s) to a specific drug or class of drugs. 
Genetic variations influence both the 
pharmacokinetics (i.e., absorption, metabolism, 
distribution, elimination) and pharmacodynamics 
(i.e., mechanism of action and effects at the  
target site) of medications. The aspect of 
 pharmacokinetics most studied is metabolism, 
i.e., enzymes and transport receptor protein bind-
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ing, while the aspect of pharmacodynamics most 
studied is the intensity of therapeutic and adverse 
effects (Lin, Chen, Yu, Lin, & Smith, 2003). For 
Latinos, ethnically determined genetic variations 
in enzymes needed for drug metabolism have a 
profound effect on the timing of medication 
metabolism and the optimal therapeutic effect.

 The Use of Psychotropics 
in Dementia Treatment and the Role 
of Genetic Variation

Most psychotropic drugs, such as antidepres-
sants, antipsychotics, and sedative hypnotics, are 
commonly prescribed for persons with dementia 
for depression and for behavioral disturbances, 
such as agitation and sleep problems, but with 
suboptimal results (Ballard et  al., 2009; Kales 
et al., 2015). For Latino older adults, of whom up 
to 63% over the age of 85 experience dementia 
(U.S. Department of Health and Human Services, 
2014), the results are even less optimal as they 
are made complicated by aging changes that 
affect drug pharmacokinetics and 
pharmacodynamics (Mentes, Cadogan, Woods, 
& Phillips, 2015). While outcomes may be 
complicated by psychosocial adversity and 
comorbidities, genetic differences can play a 
major role. Poorer outcomes are not inevitable if 
these ethnocultural differences are considered 
when prescribing medications and assessing a 
medication’s optimal effect (Murphy & 
McMahon, 2013). Genetic testing is advisable 
prior to beginning new drugs, such as psychotropic 
medications, to determine metabolism rate that 
will guide prescribing practices.

Psychotropic medications are metabolized in 
the liver in an oxidation phase (phase 1) and a 
conjugation phase (phase 2). Most studies have 
focused on the oxidative phase and the role of 
cytochrome P450 (CYP) enzymes and enzyme 
subgroups (Lin et al., 2003). Several studies have 
indicated that genetic differences in the CYP 
enzymes have profound implications for altered 
drug responses in ethnic older adults, which are 
further complicated for those with dementia (Lin 
& Smith, 2000; Silva, 2013; Solus, et al., 2004). 

These issues apply specifically to those with 
dementia for whom psychotropic medications are 
prescribed.

The principal enzymes with polymorphic 
variants involved in phase 1 reactions are the 
cytochrome P450 monooxygenases (CYP3A4/
CYP3A5/CYP3A7, CYP2E1, CYP2D6, 
CYP2C19, CYP2C9, CYP2C8, CYP2B6, 
CYP2A6, CYP1B1, CYP1A1/CYP1A2). Keltner 
and Folks (2001) noted that the genetic ability to 
produce these enzymes varies by ethnicity. For 
example, genetic changes in specific CYP alleles 
affect the rate of drug metabolism, which in turn 
affects the plasma level of the drug and the 
bioavailability of the drug. Among these enzymes, 
CYP2D6, CYP2C9, CYP2C19, and CYP3A4/
CYP3A5 are the most relevant CYP 
polymorphisms when considering ethnic 
differences in the use of psychotropic drugs 
(Cacabelos et al., 2014). Approximately 18% of 
neuroleptics are metabolized by CYP1A2 
enzymes, 40% of CYP2D6, and 23% of CYP3A4; 
24% of antidepressants are metabolized by 
CYP1A2 enzymes, 5% of CYP2B6, 38% of 
CYP2C19, 85% of CYP2D6, and 38% of 
CYP3A4; 7% of benzodiazepines are major 
substrates of CYP2C19 enzymes, 20% of 
CYP2D6, and 95% of CYP3A4 (Cacabelos et al., 
2014). Given that, in practice, more than 84% of 
persons with dementia are prescribed 
psychotropic medications, the issue of CYP 
genomics is an important consideration as the 
same drug can be metabolized differently 
dependent on the individual’s genetic profile.

Sixty percent of currently prescribed psycho-
tropic medications are metabolized by CYP2D2 
so that any changes in this enzyme result in dif-
ferential metabolism. There are 141 CYP2D6 
allelic variants which result in extensive (EM), 
intermediate, poor (PM), and ultrarapid metabo-
lizer (UM) types, characterized by normal, inter-
mediate decreased, and very rapid metabolism of 
a drug. For example, those with two functional 
copies of CYP2D6 metabolize psychotropic 
medications more rapidly (rapid metabolizers 
[RMs]), while those with fewer functional copies 
metabolize these drugs more slowly (slow or 
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poor metabolizers [PMs]), resulting in higher 
blood serum levels of the drugs.

Interethnic differences exist in the prevalence 
of PM and UM types. In fact, Isaza, Henao, 
Lopez, and Cacabelos (2000) found specific 
differences in the CYP2D6 gene in the population 
of Colombia. Cacabelos (2012) has also noted 
differences in Europe such that a north-south 
gradient exists in the frequency of the PM type 
(e.g., 6–12% in the southern European countries 
including Spain and only 2–3% in the northern 
European countries). Considering that increased 
age is associated with a decline in the ability of 
the liver to detoxify drugs, older adults in general 
are at higher risk of being poor metabolizers, 
increasing the vulnerability to inappropriate 
dosing.

Persons with Alzheimer’s disease (AD) have 
an increased risk of altered drug responses to 
psychotropic medications. In persons with AD, 
56.38% are EM, while 27.66%, 7.45%, and 
8.51% are IM, PM, and UM, respectively 
(Cacabelos, 2012). One of the genes associated 
with AD is the apolipoprotein E (APOE) ε4 
allele, an established genetic risk factor for mild 
cognitive impairment (MCI) and both familial 
and late-onset AD (Haan, Shemanski, Jagust, 
Manolio, & Kuller, 1999; Payami et  al., 1997; 
Yaffe, Cauley, Sands, & Browner, 1997). Others, 
including Cacabelos et  al. (2010) and Takeda 
et al. (2010), have found that those who carry the 
APOE4 allele are the worst responders to 
conventional drug treatment. In fact, when 
CYP2D6 and the APOE ε4/ε4 genotype were 
combined, the result was that in the presence of 
APOE4, there was a resulting conversion from 
someone who metabolized the drug very well 
(EM) to someone who metabolized the drug 
poorly (PM) (Cacabelos et  al., 2010). This has 
significant clinical implications for prescribing 
psychotropic medications, especially for Latinos 
with AD who are 1.5 times more likely than 
Caucasians to have AD (U.S. Department of 
Health and Human Services, 2014).

The Beers Criteria for Potentially Inappropriate 
Medication Use in Older Adults (American 
Geriatrics Society [AGS], 2012), created in 1991 
as a prescribing guide for clinicians, recommend 

that psychotropic medications, such as 
antipsychotics, be used with caution and not be 
prescribed for behavior disturbances associated 
with dementia unless non-pharmacological 
measures have been tried and have failed. The 
Beers Criteria recommend avoiding use of all 
benzodiazepines, e.g., lorazepam (Ativan), in all 
older adults (American Geriatric Society, 2012). 
These concerning issues are compounded in 
ethnic minority older adults given genetic 
differences and lack of research supporting 
therapeutic effects.

Plasma protein binding must also be consid-
ered with psychotropic medications. These medi-
cations are largely lipophilic, meaning that they 
are soluble in fat and depend on plasma proteins 
for their transport. The plasma proteins generally 
regarded as most important to solubility are the 
glycoproteins and albumin, which are genetically 
determined and vary across ethnic groups. 
Normal aging changes, such as an alteration in 
the muscle/fat ratio of an increase in fatty tissue, 
mean that more of the psychotropic drugs are in 
solution. This, coupled with changes in albumin, 
can result in unintended drug responses fre-
quently assessed as adverse medication events.

 Epigenetic Factors Associated 
with Medications for BSD

An individual’s response to medications is multi-
faceted, involving an interaction among genes, 
environment, and culture. Environmental factors 
such as diet, pollution, herbal supplements, and 
tobacco can play a clinically significant role in 
the pharmacokinetics (i.e., absorption, metabo-
lism, distribution, elimination) of psychotropic 
medications because they modify gene expres-
sion and thus deserve consideration. Ethnocultural 
factors must be addressed as they can affect drug 
response.

The P450 enzymes are particularly sensitive 
to changes in diet and other environmental 
factors, such as tobacco. For example, several 
micronutrients exert effects on the expression of 
metabolizing enzymes such as CYP1A2, an 
enzyme linked to the metabolism of 
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antidepressants. This enzyme is induced by 
charbroiled beef and cruciferous vegetables, 
while corn and certain citrus fruits such as 
grapefruit can inhibit CYP3A4 (Fuhr, Klittich, & 
Staib, 1993; Oesterheld & Kallepalli, 1997). 
Ethnic groups vary widely in their consumption 
of potential inducers and inhibitors which can, in 
turn, affect the metabolism of numerous 
psychotropic medications.

Environmental factors such as smoking have a 
profound effect on the metabolism of psychotropic 
medications since it induces many of the P450 
cytochromes. The polycyclic aromatic 
hydrocarbons (PAHs) present in tobacco smoke 
induce several hepatic (i.e., liver-based) 
cytochrome P450 (CYP) isozymes. For example, 
CYP1A2 induction has been a main reason for 
the decrease in plasma concentrations of several 
antidepressants (trazodone), antipsychotics 
(clozapine), and anxiolytics (lorazepam, 
alprazolam) (Zevin & Benowitz, 1999). It has 
become clear that cigarette smoking affects the 
pharmacokinetics of numerous psychotropic 
drugs. Within the Latino/Hispanic subpopulations, 
the rate of smoking varies widely. For example, 
up to 50% of Cuban men and 35% of Cuban 
women report smoking more than 20 cigarettes 
per day, compared to Mexican and Puerto Rican 
men and women (Kaplan, Bangdiwala, & 
Barnhart, 2014). Thus, it is critical that healthcare 
providers carefully consider smoking when 
prescribing psychotropic medications.

In summary, current studies indicate that the 
consideration of ethnocultural differences and 
genetic variations that affect a person’s response 
to a specific drug, or class of drugs, is critically 
important when prescribing medications. 
Genetic variations influence both the pharma-
cokinetics and pharmacodynamics of medica-
tions. This is even more important when 
psychotropic medications are used since most 
of these medications are metabolized in the 
liver using cytochrome P450 and because eth-
nic differences can drastically alter the metabo-
lism from potentially an ultra-metabolizer or 
extensive metabolizer to a poor metabolizer. In 

addition, it is known that increased age is asso-
ciated with a decline in the ability of the liver to 
detoxify drugs further complicating the issue. 
Thus older adults, in general, are at higher risk 
of being poor metabolizers and experiencing 
increased vulnerability to inappropriate 
dosing.

In addition to ethnic variation in CYP450, epi-
genetic factors must be considered. Diet that is 
culturally determined, tobacco smoking, and 
other environmental issues can affect the function 
of CYP 450. To add to these complications, 
persons with dementia who carry the APOE4 
allele are at increased risk of an altered drug 
response. To date, the interaction of these factors 
in ethnic older adults with dementia has not been 
studied. Given the dearth of research studies that 
include ethnic older adults and specifically 
Latinos, psychotropic drugs should be prescribed 
with caution. The emphasis should be placed on 
non-pharmacological interventions as the first- 
line of treatment for BSDs.

 Non-pharmacological Interventions 
for BSD in Latinos with Dementia

Non-pharmacological interventions are recom-
mended as the first line of treatment for behav-
ioral disturbances (BSDs) as part of a 
comprehensive approach to dementia care to 
encourage person-centered care and to optimize 
quality of life. There have been several advances 
in research in non-pharmacological interventions, 
although there is currently no consensus about 
how to categorize non-pharmacological 
interventions or specific, evidence-based 
recommendations for their use. Most of the 
studies of non-pharmacological interventions 
have focused on the persons with dementia or on 
caregivers, rather than the environment (Kales 
et  al., 2015). A study by Desai, Schwartz, and 
Grossberg (2012) assessed the quality and weight 
of the evidence for non-pharmacological findings; 
however, none of the studies rose to Grade A 
recommendations for consistent, high-quality 
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randomized controlled trials (RCTs). However, 
several rose to Grade B recommendations for 
consistent, low-quality RCTs, using the Oxford 
Centre for Evidence-Based Medicine guidelines 
(see www.cebm.net). Nonetheless, Brodaty and 
Burns (2012) point out that “a lack of quality 
research” does not necessarily connote a lack of 
efficacy. Reliance on RCTs excludes possibilities 
that arise from the naturalistic setting. In fact, 
several studies of non-pharmacological 
interventions report anecdotal and qualitative 
evidence but which is difficult to capture 
quantitatively, particularly with high-quality 
research in this field being labor intensive and 
expensive, especially with the required large 
sample sizes necessary to conduct rigorous 
clinical trials.

Several types of non-pharmacological inter-
ventions show efficacy for the treatment of BSDs, 
although the literature review for this chapter 
found only one article that discussed the impor-
tance of cultural and ethnic preferences and was 
based on using individualized music (Gerdner, 
2015). It appears that there is next to no literature 
on ethnic responses to non- pharmacological 
interventions. Galik (2016) organized the discus-
sion of non-pharmacological interventions into 
five categories: sensory stimulation, cognitive 
stimulation and training, emotion-oriented inter-
ventions, physical activity and exercise, and 
behavioral education and training. Kales et  al. 
(2015) organized their discussion of the topic 
into three categories: interventions for the person 
with dementia, interventions for the caregiver, 
and interventions for the environment. The next 
section will discuss non-pharmacological inter-
ventions directed toward the person with the 
dementia as well as non-pharmacological inter-
ventions directed toward family caregivers. Other 
issues related to the environment, such as ambi-
ent noise, lighting levels, and consistent routines, 
are not addressed in this chapter.

 Non-pharmacological Interventions 
Directed Toward Persons 
with Dementia

O’Neil et  al. (2011) completed a systematic 
review of evidence-based, non-pharmacological 
interventions for behavioral symptoms of 
dementia for the Veterans Administration (VA). 
All studies reviewed included adults with mild, 
moderate, or severe dementia. Behavioral 
symptoms included apathy, agitation, disruptive 
vocalizations, aggression, disturbed sleep, 
wandering, impulsivity, disinhibition, depression, 
inappropriate sexual behavior, chronic/
intermittent hallucinations, and delusions. 
Several different non-pharmacological 
interventions were described in the review 
including cognitive/emotion-oriented inter-
ventions (e.g., reminiscence therapy, simulated 
presence therapy, and validation therapy), sen-
sory stimulation interventions (e.g., acupuncture, 
aromatherapy, light therapy, massage/touch ther-
apy, music therapy, Snoezelen multisensory stim-
ulation, and transcutaneous electrical nerve 
stimulation [TENS]), behavior management 
techniques, other psychosocial interventions 
(e.g., animal-assisted therapy and exercise), and 
various interventions targeting a specific behav-
ioral symptom (e.g., wandering, agitation, and 
inappropriate sexual behavior). No harm was 
reported in using behavior management tech-
niques for persons with dementia nor when these 
techniques were implemented by caregivers. 
O’Neil et al. (2011) concluded that overall, clear 
and consistent evidence supporting the use of the 
various non-pharmacological interventions for 
BSDs is lacking. Variability in outcomes, 
assessment tools, and interventions made it 
difficult to compare or to establish specific, 
effective components of interventions that are 
broadly classified as behavior management 
techniques. Additionally, findings across studies 
are inconsistent even when similar interventions 
and outcomes are being assessed.

O’Neil et  al. (2011) also concluded that 
 overall, non-pharmacological treatments for the 
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behavioral symptoms associated with dementia 
warrant further investigation in the form of 
 large- scale, randomized clinical trials (RCTs) of 
adequate duration. Several small studies suggest 
that some of the interventions, stimulation or 
sensory-oriented approaches (i.e., light therapy, 
aromatherapy, and massage/touch therapy), show 
greater promise than emotion-oriented 
approaches and may have potential benefits for 
individuals with dementia. Since the 2011 report, 
several VAs across the United States have imple-
mented sensory-oriented approaches such as aro-
matherapy, light therapy, massage/touch therapy, 
music therapy, and Snoezelen multisensory stim-
ulation (Beiter, 2014).

Persons with dementia have multiple behav-
ioral symptoms associated with their dementia 
(e.g., sleep awakening, aggression, wandering, 
depression) that may respond to different inter-
ventions. Multicomponent studies may be one 
way to address the multiple needs of patients 
with dementia. Thus, a multicomponent strategy 
to reduce the impact of behavioral symptoms 
should be included in further research, although 
the issue then becomes which component or 
combination is the most effective. Future studies 
should include RCTs with clearly defined inter-
ventions, with a focus on duration and frequency 
of the intervention, as well as adverse effects. 
Validated tools should be used to measure out-
comes; adequate blinding of participants, raters, 
and providers is also necessary to assure valid, 
replicable results. O’Neil et al. (2011) noted that 
the findings should be interpreted with caution 
given the overall limitations in the bodies of evi-
dence. Overall, there are few, good-quality RCTs 
with much of the evidence coming from small 
studies often with great variability in how behav-
ioral symptoms are defined, the duration of inter-
vention, measuring instruments used, and the 
outcome measures utilized to determine the 
effectiveness of the various interventions.

 Examples of Non-pharmacological 
Interventions for BSD in Dementia

The following are examples of studies of non- 
pharmacological interventions for BSD in 

dementia. There was minimal ethnic diversity in 
all the following studies.

Gitlin (2008) found that a “tailored activities 
program” (TAP) (i.e., selecting activities 
specifically tailored to the person with dementia’s 
abilities, interests, and roles) reduced BSDs after 
six 90-minute home visits and two 15-minute 
follow-up telephone calls over a 4-month period, 
in addition to offering caregiver training.

Music, which is another type of intervention, 
has been used extensively as a non- 
pharmacological intervention to decrease BSD 
with significant results (Gerdner, 2000; Holmes, 
Knights, Dean, Hodkinson, & Hopkins, 2006; 
Sung, Lee, Li, & Watson, 2012; Svansdottir & 
Snaedal, 2006). In early work, Gerdner (2000) 
found that individualized music (i.e., music 
tailored to the individual’s like and listening 
habits) compared to classical music decreased 
BSDs. More recently, Gerdner (2015) emphasized 
the importance of ethnicity in the assessment of 
individualized music, highlighting a case study 
of an 83-year-old, Hispanic male whose agitation 
decreased significantly when “Guitarras 
Mexicanas” was played for a 6-week period, 
compared to classical music. During the 
“Guitarras Mexicanas” music intervention, his 
BSDs decreased to 4.3 behaviors compared to 
23.3–25.3 per 10-minute increment at baseline. 
This is in contrast to the classical music 
intervention which resulted in 13.5 behaviors 
compared to 23.3–25.3 per 10-minute increment 
at baseline. Holmes et al. (2006) and Sung et al. 
(2012) found a decrease in apathy (p < 0.0001), 
anxiety (F = 8.98; p = 0.004, Cohen’s d = 0.90), 
and anxiety and agitation (p = 0.02), respectively, 
when the person with dementia actively 
participated in music-based interventions.

Aromatherapy, specifically lavender and 
Melissa officinalis oil (e.g., lemon balm), has 
been used in residential settings to decrease 
BSDs. A randomized crossover study by Lin 
et al. (2003) found that lavender oil diffused near 
the person’s pillow alleviated agitation 
(p < 0.001). Burns et al. (2011), in an RCT, found 
no difference in BSDs when lemon balm was 
compared to donepezil and placebo, although all 
three groups showed an improvement on the 
Neuropsychiatric Inventory (NPI) (Cummings, 
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1997) and the Pittsburgh Agitation Scale (PAS) 
(Rosen et al., 1994). Yang et al. (2015) compared 
the use of lavender oil alone with aroma- 
acupressure (e.g., lavender oil on acupressure 
sites) in persons with dementia and a control 
group (N  =  186) over a 4-week period in a 
Taiwanese population. According to a reported 
power analysis, a total sample N  =  108 was 
required to achieve an effect size 0.25. The 
aromatherapy and aroma-acupressure groups 
showed a significant reduction in agitation 
(p = 0.01 and p < 0.01, respectively), compared to 
the control group. However, in this study, no 
effect size was reported for outcomes.

Pleasurable activities and physical activity 
have shown positive results in both residential 
and community-dwelling persons with dementia. 
Early studies by Teri and Logsdon (1991) and 
Teri, Huda, Gibbons, Young, and van Leynseele 
(2005) show positive effects of pleasurable 
activities and exercise on BSDs. Subsequent 
studies (Forbes et al., 2008; Thuné-Boyle, Iliffe, 
Cerga-Pshoja, Lowery, & Warner, 2012) support 
these findings, showing a decrease in depression 
and an improvement on mood; however, the 
population was predominately Caucasian.

In one RCT, touch therapy showed a signifi-
cant decrease in restlessness. Using a three-group 
experimental design, Woods, Craven, and 
Whitney (2005) examined the effect of touch on 
restlessness in nursing home residents with 
dementia. There was a significant difference in 
restlessness in the intervention group (p = 0.036) 
compared to the control group.

De Oliveira et  al. (2015) reviewed several 
non-pharmacological interventions directed 
toward the persons with dementia. These included 
occupational activities, music, aromatherapy, 
physical exercise, light therapy, touch therapy, 
and cognitive rehabilitation. Most of the studies 
reviewed were studies conducted in residential 
settings rather than the community. Results of 
this review indicated that tailoring the intervention 
to the participant’s interests and skills resulted in 
the largest effect size for decreasing disruptive 
behaviors such as shadowing (p = 0.003, Cohen’s 
d = 3.10) and repetitive questioning (p = 0.023, 
Cohen’s d  =  1.22) while increasing positive 

behaviors such as greater engagement (p = 0.029, 
Cohen’s d  =  0.61) and pleasure (p  =  0.045, 
Cohen’s d = 0.69). Overall, agitation responded 
to music, aromatherapy, bright light, and touch, 
with studies indicating promising results.

Desai et  al. (2012) reviewed several non- 
pharmacological interventions for BSDs. One 
notable finding from this review is that large 
effect sizes were also obtained when activity 
interventions were tailored to the individual’s 
interest and functional ability. In part, these 
conclusions were drawn based on the results 
from several nursing research studies (Buettner, 
Fitzsimmons, Atav, & Sink, 2011; Kolanowski, 
Litaker, Buettner, Moeller, & Costa, 2011; 
Kovach, Calamia, Walsh, & Ginsburg, 2004). 
Smith, Kolanowski, Buettner, & Buckwalter, 
2009). For example, in a residential setting with 
78 participants, Kovach et  al. (2004) used an 
intervention titled Balancing Arousal Controls 
Excesses (BACE) that is focused on individual 
arousal states to decrease agitation. The mean 
change for the treatment group was a decrease of 
8.43 points in the treatment group. Buettner et al. 
(2011) studied the effect of mentally stimulating 
activities on 77 persons with dementia residing in 
the community exhibiting apathy. The results 
indicated significantly lower levels of apathy 
(p  <  0.001) and depression (p  <  0.001) post- 
intervention. Kolanowski et al. (2011) examined 
the effect of individualized activities and 
personality-style intervention on agitation, mood, 
passivity, and engagement in 128 nursing home 
residents with dementia. Engagement, agitation, 
passivity, and alertness all improved during the 
intervention; however, this improvement was not 
sustained after the intervention was completed. 
These authors suggest that an interdisciplinary 
team approach meets with the best success.

 Non-pharmacological Interventions 
for BSD Directed Toward the Family 
Caregiver

The majority of individuals with dementia live in 
the community; and, of these, approximately 
75% have care provided by a family member or 
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friend (Alzheimer’s Association, 2014). It is 
critical to engage the caregiver in care given that 
several studies show that problem-solving with 
the family caregiver results in decreased BSDs 
for the person with dementia, improved caregiver 
confidence, decreased sense of burden, and 
improved quality of life. Studies such as TAP 
(Gitlin, 2008) demonstrate that engaged 
caregivers felt that they were “on duty” less 
(p = 0.001, d = 0.74).

The Advancing Caregiver Training (ACT) 
study (Gitlin, Winter, Dennis, Hodgson, & 
Hauck, 2010) used health professionals working 
with caregivers over 11 visits to help them 
identify triggers for BSDs and train them on how 
to modify these or modify their own behavior. 
The study found significant decrease in caregiver 
upset, improved communication with the person 
with dementia, and enhanced caregiver 
confidence. Similarly, the study entitled the Care 
of Persons with Dementia in Their Environment 
(COPE) found decreased functional dependence 
in the person with dementia and improved 
caregiver well-being after 12 contacts by health 
professionals over a 4-month period (Gitlin, 
2008).

Brodaty and Arasaratnam (2012) completed a 
meta-analysis of non-pharmacological 
interventions for BSDs by reviewing family 
caregiver interventions in the community that 
included interventions directed toward caregiver 
skill training, caregiver education and enhanced 
support, activity planning and environmental 
redesign, self-care techniques, and collaboration 
with health professionals. This meta-analysis 
reviewed 23 studies. Several studies ranked at 
level II, denoting that the evidence was obtained 
from at least one well-designed RCT (e.g. large, 
multisite RCT), and level III, denoting that 
evidence was obtained from well-designed 
controlled trials without randomization (i.e., 
quasi-experimental). Of the 17 studies reviewed, 
the pooled effect size fell within the medium 
range (d  =  0.34) indicating a positive overall 
effect on BSDs for interventions directed toward 
the caregiver, while 13 studies showed a small 
effect size (d  =  0.15) indicating that these 
interventions were effective, albeit weak, for 

improving caregiver’s responses to BSDs. 
Overall, the results were largely positive. The 
duration of the interventions ranged from 6 weeks 
to 24  months. The follow-up ranged from 
3 months to 24 months. There were no reported 
adverse effects. These authors concluded that the 
influence that caregivers have on the occurrence 
and severity of BSDs is underestimated. The 
meta-analysis indicated that caregiver 
interventions can significantly reduce BSDs, in 
addition to reducing the caregiver’s negative 
response to these BSDs.

Few non-pharmacological interventions 
directed toward family caregivers have included 
different ethnic or racial groups. One RCT 
conducted by Belle et al. (2006) did include three 
ethno-racial groups (i.e., Latino, African 
American, White or Caucasian) in an RCT to test 
the effects of a multicomponent intervention on 
quality of life and caregiver depression. In this 
two-group experimental study, 624 caregivers 
(212 Hispanic or Latino, 219 White or Caucasian, 
211 African American) were randomly assigned 
to either the experimental or control group. 
Hispanic or Latino participants were more highly 
educated in the intervention than the control 
group participants. The intervention was made up 
of several components that included providing 
information, didactic instruction, role-playing, 
problem-solving, skills training, stress 
management techniques, and telephone support 
groups that took place through 12 in-home and 
telephone sessions over a 6-month period. The 
design allowed for tailoring to meet the specific 
needs of the caregiver and to be culturally 
sensitive and flexible. The social support 
component focused on decision-making, 
managing tasks, and decreasing social isolation. 
There was a statistically significant improvement 
in quality of life, measured by indicators of 
depression, caregiver burden, social support, 
 self- care, and care recipient behaviors for 
Hispanic and Latino caregivers (p  <  0.001). 
Moreover, depression was lower in the 
intervention group (12.6% vs. 22.7%); p = 0.001). 
Hispanic/Latinos reported less depression and 
fewer problem behaviors for the care recipient. 
The authors surmise that the significant difference 
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for the Hispanic/Latino group can be explained 
by the increased social support and training.

Although the studies mentioned above have 
focused on family caregivers in the community, 
multicomponent studies such as Teri et al. (2005) 
using Staff Training in Assisted Living Residences 
(STAR) were effective in training residential care 
staff. Residents in the assisted living facilities 
showed reduced levels of affective and behavioral 
distress compared to residents in the control 
group. This model has been used effectively in 
the United Kingdom and piloted in Brazil (da 
Silva Serelli et al., 2016).

 Conclusion

Clearly, one size does not fit all when it comes to 
interventions for behavioral symptoms of 
dementia (BSDs), whether for individuals with 
dementia or their caregivers and for patients and 
caregivers of different ethnic and racial 
backgrounds. It is critical for healthcare providers 
to enquire and become knowledgeable about the 
folk and traditional healing that many Hispanic/
Latino groups utilize and for which they place 
their faith. Only then can there be fruitful 
communication between traditional healers (e.g., 
curanderas) and healthcare providers using 
Western biomedicine that can benefit the patient 
and the patient’s family.

There are several hundred research studies 
that have examined the effects of a variety of 
non-pharmacological interventions for BSDs and 
for caregiver well-being, all showing degrees of 
positive results. These studies show promise. 
However, as O’Neil et  al. (2011), De Oliveira 
et  al. (2015), and Brodaty and Arasaratnam 
(2012) have noted, several of the studies present 
methodological challenges. These issues need to 
be addressed to move the science further. Future 
research should focus on larger randomized 
trials, using within-individual longitudinal 
designs, aiming for sustainability of outcomes 
over time and the use of blinding in the 
measurement of outcomes. Moreover, it is critical 
to include different ethnic groups in these studies 
so that there can begin to be a determination as to 

whether there is a variation in the manifestation 
of BSD by ethnic group and whether there are 
varied responses to specific non-pharmacological 
interventions, including specific, tailored 
interventions.

As for pharmacological interventions for 
BSDs, psychotropic drugs must be used with 
extreme caution in older adults from ethnic 
minority groups. Further research is needed that 
includes Latino older adults and specifically 
examines different responses to psychotropic 
medications. Education for healthcare 
professionals is essential to fully understand the 
risks of prescribing psychotropic medications to 
Latino older adults with dementia, especially 
considering the dearth of evidence of efficacy 
and perhaps its detrimental effects as seen in 
primarily White populations examined in earlier 
studies. Practitioner education about the various 
non-pharmacological interventions that can be 
used for BSDs is also important so that the 
current recommendations can be put into practice. 
Overall, the emphasis needs to be on including 
older Latinos with dementia in research studies 
and designing studies that include an 
interdisciplinary perspective.
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Abstract
Latinxs continue to be disproportionately 
impacted by dementia. Despite higher preva-
lence rates of dementia within the Latinx com-
munity, there is a dearth of literature that 
explicitly addresses the ways in which multi-
ple forms of oppression (e.g., racism, ethno-
centrism, sexism, cis-sexism, heterosexism, 
nativism) uniquely impact older sexual and 
gender minoritized (SGM) Latinxs with 
dementia. Using an intersectional framework, 
this chapter discusses the challenges and 
needs of older SGM Latinxs living with 
dementia. Namely, a discussion on the neces-
sity of conceptualizing weak, strong, and 
transformative intersectionality in the lives of 
SGM Latinxs with dementia, as well as deter-
mining the institutions that, both alone and 
combined, serve to hinder this population’s 
well-being and access to equitable, humane 

treatment in healthcare is addressed. This 
chapter concludes with recommendations for 
healthcare providers and policy makers work-
ing with members of the SGM Latinx aging 
population with a focus on multisystemic lev-
els of support, advocacy, and individual care. 
This chapter summarizes how the three forms 
of intersectionality (i.e., weak, strong, and 
transformative) can advance effective health-
care solutions for this population that requires 
greater visibility in all sectors of health policy, 
research, and practice.

Introduction

I am as I am and you are as you are. Let’s build a 
world where I can be, without having to cease 
being me, where you can be, without having to 
cease being you, and where neither you nor I will 
force one another to be like either me or you 

(Marcos, 2001, p. 169).

As we entered the new millennium, the United 
States of America (USA) became one of the 
most multiracial, multiethnic, and diverse soci-
eties in the world. Latinxs,1 one of the groups 
contributing to the diverse fabric of the USA, 

1 To include and center the broad range of gender identities 
present among individuals of Latin American descent, the 
term Latinx is used throughout this chapter.
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are currently the largest (57 million) ethnic 
minoritized2 group, comprising 18% of the total 
USA population. The growth in the Latinx pop-
ulation is expected to continue in the upcoming 
decades with projections indicating that by 
2030, 20% of the total USA population will be 
of Latinx descent (U.S. Census Bureau, 2004). 
Similarly, according to the Administration on 
Aging (2015), Latinxs also represent the fast-
est-growing aging population in the USA, with 
3.6 million individuals at, or above, the age of 
65. The same report describes that between 
2008 and 2030, the Latinx aging population 
will increase by 224% compared to a 65% 
increase for non-Latinx Whites. Furthermore, 
according to the Centers for Disease Control 
and Prevention (CDC, 2015), the life expec-
tancy of Latinxs is projected to increase from 
80 to 87 by 2050. Considering these demo-
graphic shifts, Latinxs will undoubtedly face 
changes related to age- associated conditions 
such as the loss of cognitive functioning  – 
including dementia – which disproportionately 
affect Latinxs. Figures reported by the 
Alzheimer’s Association (2016b) posit that 
Latinxs are 1.5 times more likely to develop 
dementia of the Alzheimer’s type (7.5% 
between ages 65 and 74; 27.9% between ages 
75 and 84; 62.9% over age 85) than non-Latinx 
Whites (2.9% between 65 and 74; 10.9% 
between ages 75 and 84; 30.2% over age 85).

Despite the prevalence of dementia within 
the Latinx community, there is a dearth of lit-
erature that explicitly addresses the impact of 
within- group differences on caregiving for 
Latinxs with dementia. To illustrate, the litera-
ture on dementia care with Latinxs focuses pre-
dominantly on ethnicity and culture (e.g., Angel 
& Angel, 2015; González-Sanders & Fortinsky, 
2012; Vega, Markides, Angel, & Torres-Gil, 

2 Instead of “minority,” we use “minoritized” throughout 
the chapter to signify the subordination of People of Color 
and Queer and Trans People of Color in the USA (Harper, 
2012). “Minority” is identity based, whereas “minori-
tized” centers how historically oppressed groups are 
impacted by systems of oppression (Adames, Chavez-
Dueñas, Sharma, & La Roche, 2018).

2015) while neglecting the role of race, gender, 
and sexual orientation. In many ways, the lit-
erature on dementia care with Latinx is satu-
rated with unidimensional paradigms that 
purport to offer an understanding of the multi-
dimensional experiences of this heterogeneous 
group. Hence, the geriatric literature on Latinxs 
relies heavily on monolithic frameworks when 
studying and describing this diverse commu-
nity. Several reasons may help explain why 
most of the existing literature on Latinxs fails 
to address the heterogeneity that exists within 
this population, including researchers and cli-
nicians’ tendencies to (a) simplify models and 
frameworks for parsimonious reasons, (b) rely 
on historically reductionistic methodologies, 
and (c) control for membership in categories 
that are not of interest to the discussion at hand 
(Betancourt & López, 1993; Cole, 2009). In 
response to some of the above-noted critiques, 
a growing number of scholars have argued for 
the need to view and understand the experi-
ences of historically marginalized individuals 
through an intersectional framework (Bowleg, 
2013; Grzanka, 2014; Warner & Shields, 2013) 
which focuses on the ways in which systems of 
oppression (e.g., racism, ethnocentrism, sex-
ism) impact individuals (Crenshaw, 1989). 
Using an intersectional framework, this chapter 
contextualizes dementia care for sexual and 
gender minoritized (SGM) Latinxs. To help 
frame this analysis, this chapter begins with a 
brief overview of the theory of intersectionality 
as a prelude to a discussion of how elderly 
SGM Latinxs are impacted by more than one 
domain of oppression (e.g., racism, ethnocen-
trism, heterosexism, cis-sexism). This chapter 
concludes with recommendations for health-
care providers working with members of the 
SGM Latinx aging population with a focus on 
multisystemic levels of support, advocacy, and 
individual care, addressing the three forms of 
intersectionality, i.e., weak, strong, and trans-
formative, to advance effective healthcare solu-
tions for this population that requires greater 
visibility in all sectors of health policy, 
research, and practice.
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 A Brief Introduction 
to Intersectionality Theory

Intersectionality theory, first introduced by USA 
Black feminists and Women of Color social 
justice activists and scholars (Collins, 2000/2009; 
Combahee River Collective, 1977/1995; 
Crenshaw, 1989, 1991), focuses on the ways in 
which systems of oppression (e.g., racism, 
ethnocentrism, nativism, sexism) impact 
individuals who hold membership in multiple 
socially constructed groups (Collins, 2000/2009; 
Crenshaw, 1989, 1991). Three forms of 
intersectionality, including weak, strong, and 
transformative, are identified in the literature 
(Dill & Kohlman, 2011; Shin et al., 2017). Weak 
intersectionality refers to the focus on multiple 
identities or intersecting identities (Marecek, 
2016) in theory, research, and practice (Dill & 
Kohlman, 2011; Grzanka, 2014) and thus 
highlights its role in intrapersonal dynamics and 
interpersonal experiences. While many 
professionals in psychology and the health 
sciences utilize a weak or identity-focused 
conceptualization of intersectionality, this focus 
departs from the original principles outlined by 
the Black feminists and Women of Color social 
justice activists and scholars who coined the term 
and introduced the framework (see Combahee 
River Collective, 1977/1995; Crenshaw, 1989). 
In a recent special issue on intersectionality 
published by the American Psychological 
Association’s (APA) Journal of Counseling 
Psychology, Moradi and Grzanka (2017) call for 
a “moratorium on using multiple or intersecting 
‘identities’ language as a euphemism for 
intersectionality” (p. 506). Instead, scholars and 
clinicians are encouraged to implement a strong 
conceptualization of intersectionality, which 
underscores how interlocking systems of 
inequities uniquely impact individuals who hold 
membership in different social groups (Dill & 
Kohlman, 2011; Grzanka, 2014; Moradi & 
Grzanka, 2017). Finally, transformative 
intersectionality explicitly calls for scholars, 
psychologists, and other healthcare providers to 
work toward dismantling oppressive systems by 
engaging in social justice action (Shin et  al., 

2017). Scholars argue that “for scholarship to be 
considered truly intersectional, it must include a 
critique of the structural inequalities, which 
construct and reify the complex relationships 
between privileged and marginalized social 
identities” (Shin et al., 2017, p. 259).

While intersectionality has primarily been 
used in critical legal studies, sociology, and 
Black Women’s studies, a growing number of 
scholars are beginning to integrate this frame-
work into psychological theory, research, and 
practice (e.g., Adames et al., 2018; Cole, 2009; 
Lewis & Neville, 2015). For instance, using an 
intersectional framework, Lewis, Williams, 
Peppers, and Gadson (2017) empirically tested 
a model to understand the influence of interde-
pendent gendered racial (i.e., intersection of 
sexism and racism) microaggression on the 
mental and physical health of Black women. 
They found that gendered racial microaggres-
sions significantly predicted both self-reported 
poor mental and physical health outcomes. This 
study provides evidence of how racism and sex-
ism as an interdependent form of oppression 
uniquely impact the well-being of Black 
women. Another intersectional study by Jerald, 
Cole, Ward, and Avery (2017) tested the ways 
in which simultaneously racialized and gen-
dered stereotypes impacted Black women. The 
results revealed that when participants were 
aware that others held negative stereotypes 
about their social group membership (i.e., 
women and Black) they reported (a) negative 
mental health outcomes, (b) lower self-care 
behaviors, and (c) coping by engaging in sub-
stance use. Finally, new treatment literature in 
psychology is emerging that describes how a 
strong intersectional stance can serve as a way 
to help clients give themselves permission to 
stop blaming within for experiencing symp-
toms that result from holding membership in 
multiple oppressed groups (see Adames, 
Chavez-Dueñas, & Organista, 2016; Adames 
et  al., 2018; Chavez-Dueñas & Adames, in 
press; Chavez-Dueñas, Adames, Perez-Chavez, 
& Salas, 2019). In the following section, inter-
sectionality theory is applied to aging SGM 
Latinxs with dementia.
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 Aging Among Sexual and Gender 
Minoritized Communities: Context 
and Challenges

 Historical Context

In order to contextualize and understand the lives 
and needs of the aging SGM population, a 
sociohistorical perspective is necessary. 
Currently, the SGM older adult population is 
comprised of three different generations (i.e., 
Baby Boomer, Silent, and the Greatest or GI 
Generation). Each cohort came of age during 
historical periods wherein prejudice, stigma, and 
discrimination against the SGM community were 
institutionalized through several USA federal 
laws and policies (Choi & Meyer, 2016; 
Fredriksen- Goldsen & Muraco, 2010). Much of 
the literature on SGM older adults predominately 
addresses the concerns of the GI and Silent gen-
eration, groups that lacked recognition and rights 
throughout much of their lifetime (Mackenzie, 
2009). Thus, a lifelong experience of systemic 
oppression gave rise to health disparities and 
adverse health outcomes for members of this 
community (Fredriksen-Goldsen & Kim, 2017; 
U.S. Department of Health and Human Services, 
2012). For instance, prior to the Civil Rights 
Movement and the Stonewall Inn Riots of 1960s, 
these generations lived in a society that 
pathologized and criminalized same-gender 
attraction and stigmatized same-gender 
relationships as well as identification with the 
SGM community, which led many individuals to 
conceal their identities (Fredriksen-Goldsen & 
Muraco, 2010; Morrow, 2001). As adults, 
members of these generational cohorts of SGM 
often experienced harassment at the hands of law 
enforcement and other people in positions of 
authority, including healthcare professionals who 
labeled their behavior, as well as their sexual and 
gender identities, as a sociopathic personality 
disturbance  – a practice that ended in 1973 
(Institute of Medicine, 2011; Silverstein, 2009).

Despite the changes that took place in the 
1970s, stigma and prejudice continued to impact 
the SGM community. During the height of the 
human immunodeficiency virus (HIV) and the 

acquired immunodeficiency syndrome (AIDS) 
pandemic, many in the SGM community 
experienced psychological and physical threats 
from society which caused them to live in fear. 
Moreover, the SGM community 
disproportionately experienced the loss of many 
lives to the HIV/AIDS pandemic (Fredriksen- 
Goldsen, Jen, Bryan, & Goldsen, 2016). During 
the Gay Liberation Movement, younger SGM 
Baby Boomers fought against heterosexism by 
openly expressing their identities. SGM Baby 
Boomers began to acquire a personal history of 
activism through participation in social 
movements, differentiating them from the 
Greatest/GI Generation (Fredriksen-Goldsen & 
Muraco, 2010; McGovern, 2014). Despite 
continued societal stigma and discrimination, the 
Gay Liberation Movement has seen some 
progress in its access to civil and human rights 
(Goldsen et  al., 2017). For instance, attitudes 
toward individuals who identify as SGM have 
changed in recent years, with an increase in the 
percentage of people reporting being more 
accepting of gay and lesbian people compared to 
previous decades. To illustrate, in 2006, 
approximately 51% of adults reported that lesbian 
and gay individuals should be accepted in society 
compared to 63% in 2013 (Pew Research Center, 
2013). Similarly, during the same period, the 
number of adults who identified as members of 
the SGM community also increased. Together, 
the shift in attitudes and the increase in people 
who identify as a SGM have led to a number of 
systemic changes. One of the most significant 
changes includes the landmark U.S. Supreme 
Court decision Obergefell v. Hodges (2015), after 
James Obergefell filed a lawsuit for not being 
allowed to place his name on the death certificate 
of his husband who died from amyotrophic 
lateral sclerosis (ALS), a progressive 
neurodegenerative disease (History, 2017). The 
Supreme Court decision ruled that all state bans 
on same-sex/same-gender marriage were 
unconstitutional, thus legalizing same-sex/same- 
gender marriage and providing SGM individuals 
“equal dignity in the eyes of the law” (p. 28).

While much progress has been made, trans-
gender and gender nonconforming (TGNC) indi-
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viduals continue to bear the burden of 
transnegativity. Many are diagnosed as psycho-
logically disordered when this aspect of their 
identity causes clinical distress and impairment in 
functioning (American Psychiatric Association, 
2017). Consequently, the TGNC community con-
tinues to endure some of the most grueling sys-
temic injustices, invisibility, and health disparities 
that persist into old age (Auldridge, Tamar-Mattis, 
Kennedy, Ames, & Tobin, 2012). Given the his-
torical challenges faced by the aging SGM com-
munity, distrust in health institutions and 
healthcare providers continues to prevail 
(Auldridge et al., 2012; McGovern, 2014). Thus, 
it is important for healthcare providers to acknowl-
edge the historical forces and forms of oppression 
that influenced the life circumstances of the aging 
SGM community and consider how their unique 
experiences may increase their vulnerability to 
victimization and discrimination in old age.

 Challenges Related to Aging

Health and well-being, economic security, and 
social connections are among the cornerstones 
for healthy aging, yet a lifetime of oppression, 
discrimination, and isolation has created 
substantial barriers to these foundations, 
including a lack of (a) social and legal recognition, 
(b) reliance on chosen family, and (c) a competent 
and inclusive healthcare for SGM older adults 
(Movement, Advancement Project [MAP] & 
SAGE, 2017). To illustrate, a study conducted by 
Fredriksen-Goldsen et al. (2011) found that older 
SGM adults reported an average of four incidents 
of victimization and discrimination over the 
course of their lives due to their sexual orientation, 
gender identity, and/or gender expression. Within 
this study, transgender adults aged 50 and older 
reported an average of six or so incidents over the 
course of their lives. Among older adults who are 
members of both an ethnic minoritized and SGM 
group, even higher lifetime levels of 
discrimination related to sexual orientation and/
or gender identity and expression are reported 
(MAP & SAGE, 2017). Lifetime experiences 
of  discrimination, coupled with internalized 

 heterosexism, are associated with poor mental 
health and physical health and greater disability 
among older SGM individuals (Dilley, Simmons, 
Boysun, Pizacani, & Stark, 2010; Fredriksen- 
Goldsen et al., 2013, 2014). Moreover, relative to 
heterosexual individuals, people of sexual 
minoritized status also have poorer general health 
(Conron, Mimiaga, & Landers, 2010; Wallace, 
Cochran, Durazo, & Ford, 2011). Among gay and 
bisexual men, as well as transgender women, 
elevated rates of HIV are commonly observed 
(Centers for Disease Control and Prevention 
[CDC], 2013; Schulden et al., 2008). In addition, 
lesbian and bisexual women are more likely to be 
overweight or obese (Boehmer, Bowen, & Bauer, 
2007; Case et  al., 2004; Dilley et  al., 2010). 
Given the multiple forms of oppression that 
lesbian and bisexual women face (e.g., sexism, 
heterosexism, and racism for women of color), 
such statistics on obesity in these communities 
indicate the marked physical and psychological 
implications of enduring intersecting oppression 
over one’s lifetime. Finally, some literature 
indicates that transgender individuals are at an 
increased risk for various health conditions due 
to negative effects of long-term hormone 
treatment (Feldman & Bockting, 2003; Williams 
& Freeman, 2007).

 Challenges Related to Accurate 
Representation

While the SGM elder population represents a 
diverse segment of the aging USA population, no 
census data exists for this population. The 
available data on the SGM community 
predominately comes from research conducted 
by nongovernmental organizations and 
professional associations  which estimate that 
2.6–4.4 million SGM adults over the age of 60 
reside in the USA (Choi & Meyer, 2016; 
McGovern, 2014). These numbers constitute a 
considerable segment of the estimated 3.5% or 
11 million SGM adults in the USA (Gates, 2017). 
By 2060, the number of SGM older adults will 
more than double to an estimated 5.2–8.8 million 
(Fredriksen-Goldsen, Kim, Goldsen, Shiu, & 
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Emlet, 2016). However, the available data on the 
size of the SGM population is murky given the 
divergent ways in which sexuality and gender are 
defined and measured, as well as the differences 
in survey methodologies (Gates, 2011). To 
illustrate, estimates of people who report any 
lifetime same-gender sexual behavior (8.2%) and 
any same-gender sexual attraction (11%) are 
substantially higher than estimates of those who 
identify as lesbian, gay, or bisexual.

Despite the growing SGM elderly population, 
this group remains an under-researched segment 
of the aging population (Fredriksen-Goldsen & 
Kim, 2017). For instance, the Institute of 
Medicine (2011) identified sexual orientation and 
gender identity as major gaps in health disparity 
research. Unfortunately, the vast majority of 
available studies in the area of SGM older adults 
has disproportionately focused on gay men and 
lesbians, with few studies focused on bisexual or 
transgender elders or people over the age of 85 
(Addis, Davies, Greene, MacBride-Stewart, & 
Shepherd, 2009; Choi & Meyer, 2016; Donahue 
& McDonald, 2005; Hughes, Harold, & Boyer, 
2011; Institute of Medicine, 2011). Furthermore, 
while one in five SGM older adults are People of 
Color (SGM-POC), a proportion expected to 
double by 2050 (MAP & SAGE, 2017), studies 
on SGM-POC older adults have rarely been the 
focus of research (Kim & Fredriksen-Goldsen, 
2017). Hence, most research on the extent to 
which sexual orientation and gender identity 
affect the aging experiences of individuals is 
centralized through a White lesbian and gay 
narrative, with very little known about SGM- 
POC elders (Institute of Medicine, 2011; Kim, 
Jen, & Fredriksen-Goldsen, 2017). Given the 
expected increase in the SGM elder population, 
the field of gerontology and aging research must 
work to reflect the unique aging experiences of 
members from this community (McGovern, 
2014) while also mirroring the diversity of the 
USA. It is not surprising that there is a dearth of 
literature specifically focusing on the aging SGM 
Latinx population who face significant challenges 
in old age related to multiple forms of oppression 
(e.g., racism, ethnocentrism, nativism, 
heterosexism).

 Challenges Unique 
to the Transgender Community

Similar to sexual minoritized individuals, trans-
gender older adults are often subjected to dis-
crimination, hostility, and even violence in 
healthcare settings meant to support successful 
and healthy aging (Auldridge et  al., 2012). 
However, despite the myriad of challenges faced 
by members of the transgender community, the 
literature on aging transgender, independent of 
sexual orientation, is sparse (Witten, 2015). The 
few studies available have reported that 70% of 
transgender adults age 65 and older delay medical 
transition to avoid discrimination in employment, 
13% reported abusing drugs to cope with 
mistreatment, and 16% reported attempting 
suicide at least once in their lifetime (Grant et al., 
2011). Hence, due to the high level of 
discrimination and oppression they face, 
transgender older adults are often forced to hide 
and silence aspects of their gender identity 
(Auldridge et  al., 2012; MAP & SAGE, 2017; 
Witten, 2015). One contributing factor known to 
increase transgender older adults’ likelihood of 
hiding their gender identity relates to the 
increased risk of violence and homicide acted 
against this community. Over the past 5 years, 
rates of violence against members of the 
transgender community have been deemed an 
“epidemic” by the Human Rights Campaign 
(HRC, 2017). According to HRC, transgender 
People of Color (TPOC) are disproportionately 
impacted by violence, which can occur as a result 
of a multiplicity of vulnerable statuses 
encountering discriminatory attitudes of the 
dominant culture. According to HRC, 2017 was 
one of the deadliest years for TPOC, surpassing 
the previous record of fatal violence in 2016. In 
addition, the homicide rate for transgender 
individuals is only expected to increase (HRC, 
2017). Effects of violence against transgender 
individuals include higher risk for sexual and 
physical violence, suicidal ideation, and suicide 
attempts for both trans women and trans men, as 
well as a higher risk of substance use to cope 
with  exposure to violence (Testa et  al., 2012). 
Intersecting vulnerable identities (e.g., 
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transgender women of color) increase the risk of 
homicide and contribute to lower rates of 
reporting violence to the police, as police 
responses to reports have contributed to the 
homicide rate of this vulnerable population 
(HRC, 2017; Testa et al., 2012). As described by 
the HRC, “intersections of racism, sexism, 
homophobia and transphobia conspire to deprive 
[Transgender Women of Color] of employment, 
housing, healthcare and other necessities,” 
making this population especially vulnerable to 
violence from a variety of perpetrators (HRC, 
2017, para. 2). There is a dearth of research on 
rates of violence against older transgender People 
of Color, although report briefs from the Violence 
Against Women and Girls (VAWG, 2016) 
resource guide, which constitutes a conglomerate 
of partnerships between organizations such as the 
World Bank, the Global Women’s Institute, the 
Inter-American Development Bank, and the 
International Center for Research on Women, 
suggest that older trans women across the world 
report higher rates of loneliness, violence, poorer 
mental health, and multiple suicide attempts 
(VAWG, 2016) and that, generally, transgender 
individuals are 25 times more likely to attempt 
suicide than their cisgender counterparts (VAWG, 
2015). Given these distressing statistics, it is 
imperative that healthcare providers take 
transgender violence, including the impact of 
lifelong histories of violence, into account when 
working with older transgender individuals in 
any healthcare setting.

 The Aging Latinx Population 
in the USA

In the next few decades, the Latinx population 
will continue growing with projections estimat-
ing that by 2040, 25% of the USA population 
will be of Latinx descent (U.S. Census, 2011). 
While the Latinx community has the youngest 
median age of all ethnic groups (27  years vs. 
37  years), the proportion of older adults who 
identify as Latinx is also increasing (Angel, 
2009). For instance, as of 2015, 3.6 million indi-
viduals over the age of 65 identified as Latinx; 

however, the Administration on Aging Report 
(2015) posits that between 2008 and 2030, the 
Latinx aging population will increase by 224%. 
Moreover, by 2060, approximately 21.5 million 
Latinxs will be older than 65 years of age, total-
ing 22% of the elderly USA population 
(Administration on Community Living, 2017). 
In addition to being the fastest-growing aging 
population in the USA, Latinxs also have a lon-
ger life expectancy than their African American 
and non-Latinx White American counterparts 
(CDC, 2015). In fact, Latinx life expectancy is 
projected to increase from 80 to 87 by 2050 
(CDC, 2015). Given the strong and continuous 
growth in the Latinx elder population, it is 
important to understand some of the unique 
challenges this group faces in the USA.

 Financial Challenges

The Latinx elderly community is a diverse group 
of individuals who face significant challenges 
related to maintaining economic security, social 
support, and access to quality healthcare 
(National Hispanic Council on Aging [NHCOA], 
2016; Santiago-Rivera, Adames, Chavez-Dueñas, 
& Benson-Florez, 2016). These challenges stem 
from difficulties during their early years of life 
related to disparities in education, income, and 
English language fluency which impact access to 
resources in old age. For instance, Latinxs tend to 
lag behind other ethnic groups in terms of 
educational attainment (Krogstad, 2016). As a 
result, Latinxs tend to be overrepresented in 
occupations that are low wage and high risk. 
When Latinxs work in higher status occupations, 
they tend to earn lower salaries compared to their 
White counterparts (Bureau of Labor Statistics, 
2011). Finally, many Latinx older adults are first- 
generation immigrants who tend to have lower 
levels of English language fluency than their 
USA-born Latinx counterparts (Taylor, Lopez, 
Martinez, & Velasco, 2012). Lack of English flu-
ency further impacts Latinxs’ ability to obtain 
well-paying jobs that offer benefits (e.g., health 
insurance, pension plans). Consequently, in their 
later years, Latinx older adults are less likely to 

12 Intersectionality as a Practice of Dementia Care for Sexual and Gender Minoritized Latinxs



212

have personal savings, property investments, 
retirement accounts, and other interest- 
accumulating savings accounts (Kochhar, 2004; 
Kochhar, Fry, & Taylor, 2011). These financial 
realities were compounded by the economic 
downturn of 2005–2009 which led to a net worth 
fall of 66% for Latinx in the USA (NHCOA, 
2016). The loss in wealth, resulting from the 
economic downturn, further limited the ability 
for members of the Latinx community to prepare 
for old age. Lack of sufficient wealth makes 
economic security in postretirement years 
increasingly difficult for members of the Latinx 
community. It is not surprising that by 2013, 
nearly 20% of Latinx older adults lived in poverty, 
which is double the rate of the general older 
population (Administration on Community 
Living, 2017; DeNavas-Walt, Proctor, & Smith, 
2011). Economic insecurity contributes to Latinx 
elder’s dependency on social security to meet 
even their most basic necessities (e.g., food, 
shelter). To illustrate, a significant proportion of 
married (40%) and unmarried (60%) Latinx 
elders rely on social security income for 90% of 
their income (Administration on Community 
Living, 2017).

 Health and Mortality Rates

Among the Latinx community, it is estimated that 
the death rates are lower for both males and 
females of all age groups compared to the general 
population (CDC, 2015). Moreover, the gap 
between Latinx and non-Latinx Whites tends to 
increase with age such that Latinx death rates are 
26–30% below those of non-Latinx Whites 
between the ages of 80–84 and 85–89 (Martin & 
Soldo, 1997). While there appears to be a lower 
mortality rate among all Latinx in the USA, 
scholars explain that these figures are likely due 
to the significantly low mortality rates among 
Latinx immigrants (Wallace & Villa, 2003). This 
theory is corroborated by research findings indi-
cating that mortality rates of USA-born Latinxs 
are not significantly different than those from 
non-Latinx Whites (Wallace & Villa, 2003). 
However, the lower mortality rates of Latinxs do 

not generalize to all diseases or conditions. For 
instance, Latinxs of all genders have a higher 
mortality rate for diabetes, with older adults 
being twice as likely to die from this chronic 
condition compared to the general population 
(Wallace & Villa, 2003). Moreover, while Latinx 
older adults may have lower mortality rates and 
longer life expectancies, the incidence and 
prevalence of medical conditions that impair 
functioning and quality of life is higher among 
this population (Wallace & Villa, 2003). In fact, it 
is estimated that approximately 85% of Latinx 
older adults have at least one chronic health 
condition (NHCOA, 2016). Latinxs also have a 
higher prevalence of arthritis, cognitive 
impairment, cardiovascular disease (CVD), and 
hypertension (NHCOA, 2016). Additionally, 
research indicates that Latinxs are 
disproportionately impacted by dementia, with 
the incidence of Alzheimer’s disease and other 
related neurodegenerative diseases being 
significantly higher among Latinxs compared to 
non-Latinx Whites (Manly & Mayeux, 2004). 
For instance, according to figures reported by the 
Alzheimer’s Association (2016b), Latinxs are 1.5 
times more likely to develop dementia of the 
Alzheimer’s type.

 Older Sexual and Gender 
Minoritized Latinxs: The Cost 
of Experiencing Multiple Forms 
of Oppression

Facing multiple forms of oppression, along with 
living in social isolation, can have a devastating 
impact on the lives and well-being of SGM 
Latinx older adults (Services & Advocacy for 
Gay, Lesbian, Bisexual, & Transgender Elders 
[SAGE], National Hispanic Council on Aging 
[NHCOA], & Diverse Elders Coalition [DEC], 
2014). For instance, older SGM are often 
devalued, denigrated, stigmatized, or penalized 
for their non-heteronormative behavior, identity, 
and romantic relationships, all of which constitute 
heterosexism (Kitzinger, 2000). These 
experiences with heterosexism create barriers to 
healthcare, increase psychological distress, and 
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make them vulnerable to abuse (Szymanski & 
Moffitt, 2012). A report from the Institute of 
Multigenerational Health indicates that fewer 
than one in four SGM elderly adults in the USA 
disclose their sexual orientation to a healthcare 
provider (Fredriksen-Goldsen et  al., 2011) 
believing that they will be treated with less 
dignity and respect (MetLife Mature Market 
Institute and the Lesbian & Gay Aging Issues 
Network of the American Society of Aging, 
2010). Consequently, SGM older adults 
experience a unique set of difficulties that makes 
them more vulnerable to a wide range of 
psychological stressors when compared to their 
counterparts (American Psychological 
Association, n.d.). To illustrate, SGM older adults 
are more likely to experience elder abuse and 
neglect, live alone without companionship, not 
have children to help with caregiving, have lower 
self-esteem, and delay seeking treatment for 
health-related problems, which in turn results in 
greater levels of psychological distress (Espinoza, 
2011; Fredriksen-Goldsen et al., 2011; Szymanski 
& Carr, 2008). While the relationship between 
heterosexism and psychological distress is well- 
established in the empirical literature (Szymanski 
& Moffitt, 2012), most of the existing studies 
exploring the impact of oppression on SGM older 
adults have failed to examine the many additional 
ways in which members from this group are 
“othered,” i.e., treated poorly because of who 
they are as persons.

Older SGM Latinxs are disproportionately 
affected by mental health issues (Díaz, Ayala, 
Bein, Henne, & Marin, 2001). Compared to the 
general SGM population, SGM Latinxs are more 
likely to report symptoms of depression, high 
levels of stress (Fredriksen-Goldsen et al., 2011), 
and substance abuse (Krehely, 2009). Beyond the 
many challenges experienced by the aging SGM 
Latinx community, several unique barriers exist 
for this community in accessing healthcare 
provision, including linguistic barriers, lack of 
cultural competence in health providers, and lack 
of health insurance (Livingston, Minushkin, & 
Cohn, 2008). For instance, in a needs assessment 
of Latinx SGM, older adults indicated that 
“accessing community services and supports, 

and benefiting fully from Social Security, 
Medicare, and Medicaid, is more difficult for 
them than for other populations” (SAGE, 
NHCOA, DEC, 2014, p. 15). Older Latinx adults 
who are members of the SGM community are 
particularly susceptible to experiencing a 
combination of interlocking systems of 
oppression including heterosexism, racism, 
nativism, and ethnocentrism. As a result, older 
SGM Latinxs report verbal harassment, 
employment discrimination, and physical 
violence (Díaz et  al., 2001). They also report 
higher numbers of victimization and neglect 
(Fredriksen-Goldsen, 2011). In fact, 70% 
reported feeling that their sexual orientation hurt 
their family. Over a lifetime, discrimination is 
harmful to mental health (Fredriksen-Goldsen 
et al., 2011; Fredriksen-Goldsen, Kim, & Barkan, 
2012). For instance, in one study, 82% reported 
being victimized at least once during their 
lifetime due to being a member of the SGM 
community (Fredriksen-Goldsen et  al., 2011, 
2012). Discrimination can also happen due to 
ageism. The compounding effects of already 
vulnerable SGM Latinxs combined with ageism 
can create an even more hostile and silencing 
environment.

In addition to discrimination based on gender 
identity, expression, and sexual orientation, SGM 
older Latinxs may also be othered due to their 
ethnicity, race, and immigration status. While no 
previous studies exploring the impact of multiple 
forms of oppression on the physical and mental 
health of SGM older Latinxs have been identified, 
there is a growing body of literature suggesting 
that heterosexism, racism, ethnocentrism, and 
nativism are detrimental to Latinxs (Adames 
et  al., 2018; Chavez-Dueñas  et  al., 2019). The 
next section provides a brief overview on how 
each of these systemic forces of oppression 
impacts the lives of aging SGM Latinx (see 
Fig. 12.1).

 Racism

Latinxs are a racially heterogeneous group of 
people who can belong to any and all races (e.g., 
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Black, Indigenous, White). Hence, not all Latinxs 
are equally impacted by racism. For instance, 
Latinxs who are darker skinned and have non- 
European phenotypes (e.g., African, Indigenous) 
are especially vulnerable to experiencing racism 
(Araújo & Borrell, 2006; Telzer & Vazquez 
Garcia, 2009). In fact, research indicates that 
among the Latinx community, being darker and 
less European looking can have a negative impact 
on mental health (Capielo Rosario, Adames, 
Chavez-Dueñas, & Renteria, 2019;  Montalvo, 
2005; Montalvo & Codina, 2001; Perreira & 
Telles, 2014; Ramos, Jaccard, & Guilamo- 
Ramos, 2003), educational attainment, 
occupational status (Espino & Franz, 2002), and 

income (Arce, Murguia, & Frisbie, 1987; 
Montalvo & Codina, 2001). Thus, when 
considering social determinants of health, it is 
evident that racism impacts physical and mental 
health through its influence on access to 
economic, educational, and other social 
resources, all of which are known to have negative 
repercussions in old age for SGM Latinx.

 Ethnocentrism

Latinxs in the USA are also othered due to their 
cultural differences which include traditional 
cultural values, customs, and language. Hence, 

Other
Oppressed Identities

Race:
Skin Color/
Phenotype

Ethnicity

Immigration
Status

PATIENT RacismNativism

Ethnocentrism

Heterosexism, Sexism, Cis-sexism
Transnegativity, Homonegativity, Ableism, etc.

Fig. 12.1 A visual model of both weak and strong inter-
sectionality. The model considers the ways in which over-
lapping systems of oppression impact the well-being, 
health, and resources available to patients. The model also 
aims to assist healthcare providers think about their own 
assumptions of how they conceptualize intersectionality 
in practice which will impact the language and type of 
questions they employ in their clinical and research 
practice. In the model, weak intersectionality (focus on 

multiple identities) is depicted by the constructs in the 
inner overlapping circles; strong intersectionality 
(interlocking systems of oppression) is depicted by the 
outer systems outside the circles. The circling arrows 
symbolize the importance of how different forms of 
oppression and discrimination are likely to shift depending 
on context. (From Adames et al. (2018). Copyright 2018 
by the American Psychological Association. Adapted with 
permission)

H. Y. Adames et al.



215

Latinxs are impacted by systemic oppression 
related to ethnocentrism, an ideology that per-
ceives the beliefs, values, and practices of one’s 
own ethnic group as superior to all others 
(Bizumic, Duckitt, Popadic, Dru, & Krauss, 
2009). For instance, Latinx culture is character-
ized by a strong emphasis on the family unit 
(familism), collectivist ideologies (focus on 
“we” vs. “I”), relationship oriented (personal-
ismo), Spanish language, strong connection to 
spirituality, and other unique cultural character-
istics of this group. Thus, Latinxs are also oth-
ered because of their behaviors and beliefs. In 
fact, there is evidence to support the perpetual 
ways in which ethnocentrism impacts Latinxs. A 
study by Mukherjee, Molina, and Adams (2013) 
described how a sample of White American indi-
viduals of European descent from the Midwest 
support harsher treatment toward Latinx immi-
grants, regardless of their citizenship or immi-
gration status, when compared to immigrants 
from Europe or Canada. While SGM Latinxs 
face unique experiences related to heterosexism, 
racism, and ethnocentrism, the unique impact 
resulting from simultaneously experiencing 
these forms of oppression is not fully captured 
when these systems are examined separately. 
Moreover, as the SGM Latinx community ages, 
they also have to contend with the negative 
forces related to ageism. Hence, it is critical that 
healthcare providers working with older SGM 
Latinxs understand the complexities and chal-
lenges related to treating this community.

 Nativism

While members of the Latinx community are 
often characterized as foreigners, the majority, 
or 65% (36 million), are born in the USA. The 
remainder, 35% (19 million), are immigrants 
who were born in Latin America. Latinx immi-
grants are individuals who traveled to the USA 
in search of better economic opportunities, to 
escape violence, or to reunite with their fami-
lies. Historically, access to economic opportu-
nities and resources for immigrants have 

depended on the sociopolitical climate as well 
as on the financial stability of the USA econ-
omy. Therefore, in times of economic growth 
and prosperity, Latinx immigrants have been 
welcomed and used for their labor, but during 
times of economic downturn, this same com-
munity faced increased nativist ideologies 
marked by laws and policies that criminalize 
their presence in the USA (Chavez-Dueñas & 
Adames, 2018; Cornelius, 2009; Flores et  al., 
2008). Consequently, SGM Latinx immigrants, 
particularly those who are undocumented, are 
vulnerable to abuse, exploitation, and criminal-
ization (Kronick & Hargis, 1998; National 
Council of La Raza, 1990; Suarez- Orozco & 
Suarez-Orozco, 2001; Velasquez, 1993). 
Moreover, undocumented Latinx immigrants 
often find it more difficult to secure well-pay-
ing jobs that offer benefits (Migration Policy 
Institute, 2013). As a result, the undocumented 
population is faced with high rates of poverty 
(33%), low levels of formal education (25% 
obtaining a high school diploma or General 
Equivalency Diploma (GED); Migration Policy 
Institute, 2013), and low rates of health insur-
ance (40%; Migration Policy Institute, 2013). 
The lack of access to health insurance, coupled 
with economic hardship, serves as additional 
barriers to healthcare for members of this 
community.

 Dementia Among Sexual 
and Gender Minoritized Population

One of the most pernicious cognitive diseases 
related to old age is dementia: an umbrella term 
used to define a group of degenerative, progres-
sive, and incurable brain diseases that cause loss 
of memory and cognitive functioning, greatly 
impacting daily life. While there are many differ-
ent types of dementia – e.g., vascular dementia 
(VaD), frontotemporal lobar degeneration 
(FTLD), and Lewy body dementias (LBD), 
including dementia with Lewy bodies (DLB) and 
Parkinson’s disease dementia (PDD) – dementia 
of the Alzheimer’s type (AD) is the most  common, 
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accounting for 60% to 80% of all dementia cases 
(Alzheimer’s Association, 2016a). The statistics 
of people with AD are overwhelming. Currently, 
more than five million individuals are living with 
the disease, and every 66 seconds, someone devel-
ops AD (Alzheimer’s Association, 2016a). These 
alarming figures make AD the sixth leading cause 
of death in the USA, more than prostate and breast 
cancers combined (Alzheimer’s Association, 
2016a; CDC, 2015). Over time, dementia results 
in marked behavioral changes that limit the 
patient’s ability to problem-solve and perform 
simple, everyday tasks and activities (Wu, Vega, 
Resendez, & Jin, 2016).

In addition to age, research has also identified 
several modifiable risk factors for developing 
dementia including depression, cardiovascular 
disease (CVD), smoking, obesity, lower levels of 
formal education, and limited social or cognitive 
engagement (Alzheimer’s Association, 2016a; 
Caraci, Copani, Nicoletti, & Drago, 2010). Some 
of these risk factors are known to be more 
prevalent among SGM older adults, increasing 
their risk of developing cognitive impairment, 
AD, or other types of dementia (Fredriksen- 
Goldsen, Jen, et  al., 2016). Given the lack of 
research attention placed on the unique needs of 
the aging SGM population (Alzheimer’s 
Association, 2017), the CDC placed a Call to 
Action in their State of Aging & Health in America 
(CDC, 2013) for changes in policies, research, 
and services for this growing segment of the 
population. Following the CDC’s lead, the Aging 
With Pride: National Health, Aging, Sexuality, 
and Gender Study (Fredriksen-Goldsen et  al., 
2017) became the first longitudinal national study 
to investigate SGM aging, health, and well-being, 
including Alzheimer’s disease and other types of 
dementias among a demographically diverse 
sample of 2450 SGM adults aged 50–100 years 
(Fredriksen-Goldsen, Jen, et al., 2016).

 Dementia Risk Factors

The aging SGM community faces risk factors 
that place them at higher risk for developing 

cognitive impairment, Alzheimer’s disease, or 
other dementias. The Aging With Pride Study has 
provided researchers with insight into how 
dementia-related disorders specifically impact 
the SGM population, including the following: 
10% of participants reported severe or extreme 
cognitive difficulties, 38% reported moderate 
cognitive impairment, and 77% reported mild 
cognitive impairment in at least one area 
(Fredriksen-Goldsen, Jen, et  al., 2016; 
Fredriksen-Goldsen, Kim, et  al., 2016). 
Interestingly, cognitive difficulties were elevated 
among SGM older adults who were African 
American, Latinx, HIV positive, and male and 
those who identified their sexual orientation and/
or gender as “other” (Fredriksen-Goldsen, Jen, 
et  al., 2016; Fredriksen-Goldsen, Kim, et  al., 
2016). Moreover, transgender individuals are just 
as likely as cisgender people to be diagnosed 
with a form of dementia; however, scholars argue 
that transgender individuals may be at increased 
risk due to the various psychosocial stressors 
they encounter (Witten, 2014). Additionally, 
more women than men are diagnosed with 
Alzheimer’s or other dementias (e.g., 3.3 million 
or two-thirds of those diagnosed; Alzheimer’s 
Association, 2017). Given that more women are 
impacted by dementia, lesbian and bisexual 
women are likely to be disproportionately 
affected when compared to gay and bisexual men 
(Westwood, 2015). Of note, many of these studies 
continue to use binary categories when measuring 
or accounting for gender, leaving us to question 
the validity and generalizability of results.

 Challenges and Unique Needs 
of Sexual and Gender Minorities 
with Dementia

SGM people living with dementia share many 
of the experiences and concerns of their non-
SGM counterparts living with dementia; how-
ever, they also face unique challenges associated 
with being a member of a SGM group (Westwood 
& Price, 2016). One of the most challenging 
aspects for SGM older adults is having to con-
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ceal their identity as a way to protect themselves 
from hate (e.g., homonegativity,3 transnegativ-
ity4). Moreover, fear of discrimination at the 
hands of healthcare providers may further lead 
to identity concealment, which puts SGM elders 
at a higher risk for social isolation and loneli-
ness (Kim & Fredriksen-Goldsen, 2017). The 
fear of being discriminated against by health-
care providers is grounded in the unfortunate 
historical and current reality of hate and preju-
dice toward members of this community among 
healthcare providers (Kim & Fredriksen-
Goldsen, 2017).

 An Intersectional Approach 
to Caring for Sexual and Gender 
Minoritized Latinxs with Dementia

The literature reviewed in this chapter thus far 
outlines the multiple ways in which members of 
the SGM Latinx community are stigmatized, 
devalued, and dehumanized and discusses 
unique implications of such oppression on both 
physical and mental health. Unfortunately, these 
challenges are exacerbated for members of this 
community who are living with dementia, a 
group that is rapidly growing. For instance, 
according to the Alzheimer’s Association, there 
are currently over 350,000 SGM people in the 
USA with dementia (Alzheimer’s Association, 
2012). Given that dementia eventually impairs 
an individual’s ability to carry out simple activi-
ties of daily living (e.g., driving, self-care, 
household chores), those diagnosed with 
dementia often rely on the care provided by peo-
ple in their social network such as family and 
friends. To place this into context, approxi-

3 Homonegativity is a psychological construct proposed by 
Hudson and Ricketts (1980) to describe the negative atti-
tudes toward queer people which better captures the dis-
crimination and hate toward sexual- and gender-diverse 
individuals.
4 Similar to homonegativity, transnegativity places the 
focus on the hate experienced by members of the trans-
gender and gender nonconforming community.

mately 83% of caregiving help provided to USA 
adults come from family members, friends, or 
other unpaid caregivers (Alzheimer’s 
Association, 2016a). Sadly, SGM individuals 
with dementia are less likely to have family 
members as caregivers (Fredriksen- Goldsen 
et  al., 2011). A study of older SGM adults by 
Fredriksen-Goldsen et  al. (2013) reported that 
nearly 60% of the participants lived alone and 
approximately 63% were neither partnered nor 
married. Moreover, about 15% of participants 
surveyed had offspring, and of those, 60% 
reported that their children were not available to 
help them when needed. Disparities in social 
support are also reflected by a study conducted 
by MetLife Mature Market Institute and The 
Lesbian & Gay Aging Issues Network of the 
American Society of Aging (2010) which 
reported that members of the SGM community 
are twice as likely to age single and live alone 
and are four times less likely to have children. 
SGM Latinx older adults also report feeling 
excluded and isolated from their various com-
munities (e.g., families, other Latinxs) and that 
they are often unable to count on them for sup-
port. Despite the central cultural value of 
familismo, SGM Latinx can become estranged 
from their relatives who may exhibit homonega-
tivity and transnegativity. Moreover, religion 
and spirituality, which can often serve as impor-
tant forms of social support for Latinx, can also 
become additional source of alienation given 
the history of homonegativity in organized reli-
gion and religious institutions.

Lastly, the needs of older SGM Latinx with 
dementia are not only unique but compounded by 
the complex multiple and interlocking forms of 
oppression they experience. Hence, members of 
this community will necessitate multisystemic 
levels of support, advocacy, and care. In the next 
section, recommendations for healthcare 
providers working with members of the SGM 
Latinx aging population with dementia are 
provided. These recommendations are designed 
to address the impact of the intersecting forms of 
oppression on this community.
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 Identity-Based Intersectionality 
(Weak): Interpersonal Interactions 
That Honor the Patient’s Authentic 
Self

I am as I am, and you are as you are…

Weak intersectionality provides an understanding 
of the complex intersecting identities from an 
individualistic perspective, taking into account 
how these unique identities form the 
constellational makeup of an individual, who 
may experience both privileged and marginalized 
identities. In this section, we provide 
recommendations tailored to identity-based 
concerns that impact Latinx SGM individuals 
and the interaction between such identity 
memberships and encounters with healthcare 
professionals seeking help for the assessment of 
dementia.

 Healthcare’s Role in Working 
with Intersecting Identities

Healthcare institutions are encouraged to 
approach training of healthcare providers through 
an intersectionality framework, ensuring that 
students, volunteers, and professionals are trained 
to consider how their own biases may impact 
healthcare delivery to SGM Latinx patients. It is 
also recommended that healthcare providers 
develop an understanding of Latinx cultural 
values (e.g., familismo, personalismo, respeto, 
dignidad) and learn how to integrate these values 
into the services they provide. Other areas of 
consideration specific to the Latinx community 
include acculturation, immigration status, race, 
ethnic identity, religion/spirituality, age, HIV 
status, disability, gender, gender identity, and 
sexual orientation.

• Familismo is a key traditional cultural value 
to honor in the delivery of aging services for 
SGM Latinx with dementia. Familismo 
involves broad networks of support that 
extend beyond the nuclear family to include 
aunts, uncles, grandparents, and other close 

family friends (Adames, Chavez-Dueñas, 
Fuentes, Salas, & Perez-Chavez, 2014). 
Recognize that for SGM Latinxs, family can 
be nuclear or  extended, and also include 
non-blood relatives. Patients should be 
allowed to identify and define what family is 
for them.

• Respeto is a Latinx cultural value that becomes 
apparent in relationships with authority figures 
(e.g., elders, professionals, spiritual leaders, 
teachers, etc.) and involves a system of 
expected respect determined by hierarchical 
structure (Adames et  al., 2014). Because of 
this, respeto will be central to relationships of 
healthcare providers working with Latinx 
patient with dementia. Recognize that 
regardless of how a Latinx patient identifies 
related to SGM status(es), internalized cultural 
values related to authority, age, and gender 
roles likely still impact their life, decisions, 
and relationships to some degree. Healthcare 
providers should be able to balance respect for 
the SGM Latinx patient, their possible life 
partner(s), and their family members.

• Personalismo is a value that places consider-
able emphasis on personal interactions with 
people (Adames et al., 2014). Latinxs tend to 
be relationship oriented and prefer informal 
and supportive interactions to formal and pro-
fessional interactions (Carteret, 2011). Thus, 
warm and supportive interactions with aging 
healthcare providers are imperative. 
Healthcare providers may need to consider 
that families may lean toward more 
harmonious relationships with healthcare 
providers that are free of conflict. Hence, 
families may need time to congregate after 
meeting with a healthcare provider to further 
discuss disagreements and inconsistencies 
(Adames et  al., 2014) with how they view 
dementia care. In these situations, the 
healthcare provider should follow up with the 
family to address questions or concerns 
regarding a patient’s care plan.

• Among Latinx elders, the dignidad cultural 
value is associated with worthiness (Triandis, 
Marin, Lisansky, & Betancourt, 1984) and 
feeling valued (Chochinov, 2002). Moreover, 
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dignidad is understood “as a concept that 
includes an individual’s sense of self-worth, as 
well as that individual’s experience of others 
valuing them” (Adames et al., 2014, p. 154). 
Receiving a dementia diagnosis can be 
devastating for SGM Latinx. Particularly due 
to this community’s lifelong history with 
homonegativity, transnegativity, racism, and 
nativism, the entrance to experiences of 
ageism and a diagnosis of dementia may 
increase the patient and their partners’ fear of 
inhumane treatment and loss of agency in any 
healthcare facility. Healthcare providers are 
encouraged to demonstrate their sensitivity to 
such fears. In addition, healthcare providers 
can have an open conversation with the patient 
and their family regarding the progression and 
sequelae of the illness while allowing the 
patient and family to exercise as much 
autonomy as they wish in treatment (Adames 
et al., 2014).

• For optimal treatment, it is critical that 
healthcare providers remain familiar with the 
various forms of oppression that a Latinx 
SGM elder with dementia might experience 
in their everyday lives and interactions and 
how these have shaped a healthy distrust of 
healthcare providers and larger systems of 
care. Confianza (trust), the Latinx cultural 
value that emphasizes expression of deep, 
true feelings to only trusted circles of indi-
viduals with whom trust has been built, can 
be understood as a method of survival for 
those who have faced multiple interlocking 
systems of oppression. Confianza is essential 
to establish the healthcare provider-patient 
relationship (Adames et  al., 2014). Thus, 
building relationships with this community 
may take time and a deliberate effort by 
healthcare providers to demonstrate that they 
are deserving of trust.

 Establishing Institutional Protocol

The use of a specific protocol for staff interaction 
with aging Latinx SGM patients that demon-
strates sensitivity to disability concerns and 

dementia- specific experiences may be helpful. 
Such protocol can include the following:

• Provide solutions to address barriers to care 
access by providing services that include 
language interpreters (e.g., Spanish, sign 
language) available upon patient request at 
any time.

• Provide specific training about Latinx SGM 
patients that emphasizes the importance of 
respecting a patient’s identities as an essential 
component of care. Create and enforce a 
facility-wide protocol that honors the 
language, gender pronouns, and gender 
identity of individuals, regardless of gender 
expression.

• Display informational pamphlets specific to 
Latinx SGM patients in multiple places that 
are easy to find (e.g., throughout the office, in 
patient rooms, at help desks, and other 
locations) within a healthcare facility. 
Pamphlets must be in multiple languages.

• Display information in accessible ways for 
the differently abled community. For exam-
ple, information in Braille, sign language, or 
visual guides should be available throughout 
facilities.

• Provide accessibility for all differently abled 
communities at all healthcare office locations, 
regardless of whether local or state law 
requires it, e.g., wheelchair access, ramps, 
available staff to assist in transporting clients, 
spacious parking for the disabled, and utilize 
transportation services to help patients with-
out cars access facilities.

 Clinical Assessment: Inclusive 
Protocols for Intake and Preventative 
Screening

Healthcare agencies are encouraged to imple-
ment strategies that capture the most inclusive 
assessment for Latinx SGM elders. Staff must be 
trained in dementia assessment, care, illness 
progression, and the impact of dementia on the 
behavioral, physical, psychological, and social 
aspects SGM patients. Intake forms can be 
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designed to contextualize intersecting identities 
to best inform treatment including the following:

• Include inclusive gender terminology on 
intake forms, providing transgender and 
gender nonconforming as options. Leave 
additional space on intake forms for patients 
to identify their gender in their own way, 
outside of binary options.

• Do not assume that any listed gender identity 
or sexual orientation precludes a history of 
partners or self-identified categories. Sensitive 
questions healthcare providers can ask may 
include “Are your current partner(s) men, 
women, or other?”

• Create opportunities for patients to describe 
their relationship status and family structure in 
their own language. Healthcare providers 
must also recognize that heteronormative and 
monogonormative biases exist and work to 
silence and pathologize diverse family 
structures. The healthcare provider should 
commit to an open stance regarding 
relationship status and focus on working with 
the patient’s loved ones just as they would 
with any heteronormative, monogamous 
partnerships. This also includes assessing for 
a patient’s living situation and whether they 
live with or have children. All families should 
be viewed as legitimate with diverse 
constellations.

• SGM Latinx patients require additional con-
siderations and sensitivity in how they are 
asked about sexual behavior and sexual 
health. Recognize that SGM elders of the 
Silent or GI Generation may be more private 
about their sexual behavior; this may reflect 
experiences of lifelong harmful attitudes 
about SGM membership from the dominant 
culture.

• Avoid asking any questions about sexual 
behavior, sexual orientation, or gender identity 
that are not strictly related to the patient’s 
immediate health concerns.

• Assess for dementia-related disorders, and 
consider how HIV may contribute or 
exacerbate cognitive decline and other health- 
related symptoms. Healthcare providers 

should remain updated with best treatment 
options for co-occurring HIV and dementia.

• Monitor and assess for risk and signs of physi-
cal, sexual, emotional, and financial abuse or 
violence in patients’ lives.

• Become knowledgeable of the increased risk 
of suicide associated with the progression of 
dementia, and consider the additional risks the 
SGM Latinx community faces, such as 
increased alienation and lack of social support 
which may exacerbate the threat of suicide. 
Thus, comprehensive suicide assessment must 
be included for both the caregiver and patient.

 Dementia Diagnosis: Next Steps 
for Healthcare Providers

When early dementia is detected, healthcare pro-
viders are tasked with supplying patients and 
their families with a plethora of early-stage 
education about what the patient can expect 
regarding the progression of disease. The 
healthcare providers can also provide information 
about available SGM community resources to 
bolster social support for both the patient and 
caregiver. In addition, healthcare providers are 
encouraged to give caregiver-specific resources 
to empower and educate caregivers, ensuring 
they are making connections and staying socially 
engaged as the disease progresses. Some 
examples include the following:

• Assess the caregiver’s abilities and willing-
ness to provide care through a caregiver pro-
file questionnaire. This questionnaire can help 
determine whether the caregiver understands 
the disease, knows where to obtain additional 
information about the disease, and needs 
additional support or assistance (Alzheimer’s 
Association, n.d.).

• Become aware that within SGM communities, 
caregivers are diverse and often are of SGM 
status as well. Given the existence of diverse 
family structures, information should be 
provided both to the caregiver and patient in a 
way that is nonintrusive and respectful of 
Latinx cultural values while also ensuring the 
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caregiver is informed about all available 
options and resources.

• Give all patients, families, and caregivers 
information about the benefits of maintaining 
an ongoing relationship with healthcare 
providers throughout dementia care. This may 
be best provided in a pamphlet designed 
specifically for this community and works 
best when tailored to unique identity-based 
concerns. The provider must be ready to 
explain why this ongoing relationship reaps 
benefits, as healthy distrust of medical 
institutions may influence SGM Latinx 
families’ potential inclination to attempt total 
in-home care without any additional support.

 After Diagnosis: Considerations 
for Creating a Welcoming 
and Affirming Environment

It is important that once patients, caregivers, and 
family members begin their relationships with 
healthcare institutions, healthcare providers, and 
staff that SGM Latinx patients are provided the 
most welcoming and affirming environment 
possible including some of the following:

• Displaying diversity in images that the patient 
can relate to regarding identity group 
memberships (e.g., gender, race, sexual 
orientation, ethnicity) is a simple yet powerful 
method to establish a welcoming environment 
that provides subtle messages about the value 
of the patient’s presence in an institution.

• Health providers and institutions can also dis-
play images of patients and healthcare provid-
ers from diverse SGM communities via online 
bulletins, emails, and patient portals and on 
institution websites. One example may include 
a “Tips for Wellness for SGM-POC” online 
bulletin.

• Any healthcare facility must ensure that trans-
gender and gender nonconforming patients 
are allowed to use the restroom that aligns 
with their gender identity. Unisex restrooms 
are highly recommended.

• For transgender patients using ongoing hor-
mone replacement therapy (HRT), assurance 
that this therapy will be provided in a manner 
consistent with the prevailing standards of 
care is imperative.

• Note: While these specific recommendations 
for creating a welcoming and affirming 
environment are an essential start, they are 
incomplete without considering how structural 
inequities exist within healthcare institutions 
(see Strong Intersectionality 
recommendations).

• For undocumented caregivers, family mem-
bers, or patients, entrance into palliative care, 
hospice, or nursing home organizations can be 
dangerous. This makes alternative, culture-
specific, in-home care services (that do not 
require insurance) all the more necessary for 
dignified end-of-life support services.

 Strong Intersectionality: Structural 
Policies That Ensure Authentic 
Living

…Let’s build a world where I can be, without hav-
ing to cease being me, where you can be, without 
having to cease being you…

Strong intersectionality turns the lens of intersec-
tionality away from intersecting identities within 
individuals toward interlocking systems of 
oppression. In this section, recommendations that 
address systemic inequities experienced by SGM 
Latinx with dementia are provided.

 Addressing Structural Oppression: 
Ways to Shift Healthcare Culture

Training programs Develop and implement 
formal training programs throughout the medical 
field, as well as across disciplines, that specifically 
discuss the forms of structural oppression 
impacting aging Latinx SGM while creating 
dedicated missions to shifting the culture of 
healthcare to inclusive, culturally competent 
service delivery.
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Nondiscrimination policies Any Area Agencies 
on Aging (AAA), hospitals, memory clinics, 
nursing, and long-term care facilities who serve 
Latinx SGM elders living with dementia must 
provide policies that focus on protecting the well- 
being and safety of this community from struc-
tural oppression.

• Blanket nondiscrimination policies must be 
incorporated into institutions’ missions and 
policies. Providing a statement that acknowl-
edges the multiple interlocking forms of 
oppression and how they uniquely impact 
individuals who hold multiple minoritized 
group memberships is affirming of patients’ 
life experiences, and should be explicitly 
stated on agency websites, pamphlets, and by 
healthcare providers themselves. These should 
be presented as nondiscrimination policies 
regardless of any status. In addition, these 
policies should include language regarding 
fair visitation rights for culturally diverse 
SGM patients within all agencies to show 
respect for familismo, in whatever form it may 
take in a patient’s life.

• Compassionate services must become the 
norm for SGM Latinx older adults. Staff 
should be provided specific training about 
discriminatory behavior experienced in 
healthcare by SGM People of Color, and 
alternative behaviors should be taught to 
professionals to reduce discrimination. Some 
of these discriminatory behaviors include 
withholding touch; degrading comments; 
physical, sexual, and verbal abuse; assault; 
and discriminatory responses to diverse 
(consenting) sexual behaviors between older 
adult patients as well as discriminatory 
responses to patients’ gender expression (e.g., 
wearing wigs).

• Specific training and policies should be pro-
moted to reduce the pressure older adults feel 
to hide their SGM identities in fear of discrim-
ination or threats. This training should also 
address the tripled/quadrupled invisibility this 

group faces through ageism, heterosexism, 
and ethnocentrism/racism. In the same vein, 
healthcare providers should ensure the privacy 
of SGM patients who want to keep their iden-
tity private, who may fear discrimination by 
their family or community, abuse, or discrimi-
nation from staff members and society.

Outreach As a result of the significant barri-
ers to dementia care access, and due to the iden-
tified high risk for social isolation and barriers 
to care addressed in the literature for SGM 
elders with cognitive impairment and their 
caregivers (Fredriksen-Goldsen, Jen, et  al., 
2016; Fredriksen-Goldsen, Kim, et  al., 2016), 
targeted outreach for this community is 
recommended.

Hiring diverse leaders and staff Additionally, 
AAA agencies are encouraged to hire staff who 
identify as SGM individuals, are bilingual (i.e., 
English/Spanish) and bicultural, and have experi-
ence working with individuals living with demen-
tia, as they may be ideal to serve this community 
(Lambda Legal, 2016; NHCOA, 2016). The 
image of the healthcare provider must change as 
the population continues to diversify, and the 
underrepresentation of diversity in leadership 
and professional healthcare services must end. 
This requires conscious efforts by institutions to 
educate and hire diverse healthcare providers, 
especially in leadership positions, and to stop dis-
criminatory education and hiring practices.

• In particular, healthcare institutions can 
reevaluate their requirements for hiring and 
training procedures for receptionists, as they 
are the first line of encounter with patients. 
This sets the tone for how a patient feels 
about  their care, including their sense of 
safety and dignity. A zero-tolerance policy 
for discrimination should be mandated for 
all receptionists, phlebotomists, pharmacy 
technicians, and “first-line encounter” 
positions.
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Reporting grievances Grievance-reporting pro-
cesses related to discrimination must be thorough 
and easy to file in nursing homes, hospice care, 
and any other in-facility or in-home service.

• While the Health Insurance Portability and 
Accountability Act (HIPAA) is required to 
protect the privacy of SGMs, discrimination 
continues to occur. Filing grievances is time- 
consuming, and many Latinx families may 
not know their rights. Therefore, “Know Your 
Rights” brochures specifically tailored for the 
SGM community should be available in all 
settings that an elder Latinx SGM with 
dementia may encounter and should be pro-
vided in understandable language (including 
easy-to-read Spanish guides). Caregivers 
should also be provided with “Know Your 
Rights” information.

• Staff should be available to assist SGM Latinx 
in filing grievances, and grievances depart-
ments should receive oversight related to 
 possible discriminatory practices/dismissal of 
appeals based on protected statuses.

 Transformative Intersectionality: 
Actions That Honor the Dignity 
and Right to a Life 
of Self-Determination

…and where neither you nor I will force one 
another to be like either me or you…

Transformative intersectionality asks profession-
als to take the greatest leap – and the most reward-
ing leap – toward truly transforming the systems 
of oppression that continue to plague minoritized 
communities with unacceptable health, educa-
tion, and opportunity disparities. This starts by 
taking on policy initiatives and motivating, 
through local grassroots efforts, changes in legis-
lative agendas and framing of policy issues.

 Expanding the Role of Healthcare 
Providers into SGM Advocacy

Healthcare providers and institutions that  
provide services to the Latinx SGM population 
with dementia are encouraged to work toward 
becoming advocates for their clients by becom-
ing familiar with the laws and accreditation stan-
dards that require all healthcare providers to 
deliver high-quality care regardless of gender 
identity, sexual orientation, HIV status, age, 
 ethnicity, immigration status, race, disability, and 
gender. Such advocacy should include the 
following:

• Coverage of SGM people, people with  
HIV, and Latinx communities within antidis-
crimination and equal opportunity mandates 
of the Affordable Care Act (ACA).

• Support for the ACA’s survival, as well as its 
expansion of nondiscrimination requirements 
for employees, employers, and services in 
healthcare that are currently excluded from 
nondiscrimination rules within the 
ACA.  Additional antidiscrimination laws 
should be included and enforced regarding 
SGM that rely on state agencies such as 
Medicare and Medicaid.

• Equal access to affordable healthcare insur-
ance should be advocated for by healthcare 
professionals for same-sex spouses, partners, 
and their children.

Section 1557 The Department of Health and 
Human Services (2015) added nondiscrimination 
laws through Section 1557 in the ACA in 2016. 
However, Section 1557 is limited to certain 
groups based on race, color, national origin, sex, 
age, and disability. Section 1557 also applies to 
state agencies such as the Children’s Health 
Insurance Program (CHIP), Medicare, and 
Medicaid (Kaiser Commission on Medicaid 
and  the Uninsured, 2016). Gender identity dis-
crimination is considered a part of sex discrimi-
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nation (National Center for Transgender Equality, 
2017) and includes interpretations prohibiting 
discrimination based on sexual stereotypes but 
does not explicitly state protections for sexual 
minorities (U.S.  Department of Health and 
Human Services, 2016). Enforcement and inter-
pretation varies by state, local laws, and institu-
tions and has been ineffective in preventing 
discrimination against SGM.  In addition, while 
national origin is a protected status, it does not 
prohibit policies based on immigration status 
(Kaiser Commission on Medicaid and the 
Uninsured, 2016).

• Thus, advocacy for expansion of nondiscrimi-
nation rules to explicitly cover sexual orienta-
tion, ethnicity, undocumented status, and 
gender identity protection as a separate cate-
gory from sex discrimination is required to 
ensure nondiscrimination is applied to Latinx 
SGM through Section 1557.

HIPAA Advocating for expansion of rights 
under the Health Insurance Portability and 
Accountability Act (HIPAA) to include pro-
tecting the privacy of patients regardless of 
 documentation status is necessary for equitable 
access for Latinx communities, as many  
families worry that exposure to the healthcare 
system will endanger undocumented friends or 
relatives.

• There are many reasons why gender minori-
tized older adults do not change their gender 
marker on their birth certificate or other iden-
tity documents, including the financial cost, 
state policies, or documentation status (Porter 
et al., 2016). Identity documents are also fre-
quently required to gain entrance into retire-
ment communities and other types of senior 
housing. Healthcare providers can advocate 
for creating policies that avoid requiring legal 
gender markers and documentation status in 
their admission process to late-stage 
agencies.

Insurance companies A societal-level effort to 
admonish discriminatory practices by insurance 
providers that deny or limit coverage for needed 
care by SGM Latinx patients and families is nec-
essary to allow patients better access to health 
insurance coverage. Advocacy to include laws 
that require broader recognition of families of 
SGM and their legal rights, including nontradi-
tional family structures, is required to protect 
families’ coverage through insurance and rights 
to decision-making in end-of-life arrangements.
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Abstract
Since the late 1990s, family caregiving theo-
ries have contributed significantly to improve 
our understanding of the dynamic and diverse 
experiences of caregivers. Some theories have 
been translated into best practices to deliver a 
broad range of programs for family caregivers. 
However, researchers still have not been able 
to translate most of these theories into inter-
ventions for low- income and culturally diverse 
caregivers. This chapter highlights current 
knowledge, research, and practice available 
and, for the most part, based on stress and cop-
ing conceptual models, for Latino older adults 
with dementia and their family caregivers. 
More specifically, we discuss how existing 
support services for Latino caregivers are able 
to address multiple threats associated with 
their experience of dementia, their cultural 
family context, and the everyday challenges 
associated with their low-income status and 
limited available resources. Several salient 
theoretical frameworks and innovative efforts 
that led to development of evidence-based 

knowledge are examined along with interven-
tions to meet the needs of Latino family 
dementia caregivers.

Introduction

Alzheimer’s Disease (AD) and related dementias 
are conditions characterized by a decline in 
memory and other mental skills that impact the 
person’s ability to perform daily activities 
(Alzheimer’s Association, 2017). AD is a degen-
erative brain disease and the most common cause 
of dementia (Wilson et  al., 2012). The recent 
Alzheimer’s Disease Facts and Figures (2017) 
report describes dementia as a syndrome  – a 
group of symptoms, such as difficulties with 
memory, language, problem-solving, and other 
cognitive skills – that has a number of possible 
causes. These difficulties occur because nerve 
cells (neurons) in parts of the brain involved in 
cognitive function have been damaged or 
destroyed. Dementias are responsible for detri-
mental health and disability and generate higher 
levels of health-care cost and depletion of 
resources for caregivers and people with demen-
tia than for adults with no dementia disorders 
(Alzheimer’s Association, 2017). Furthermore, 
dementia caregivers report high levels of burden 
and other negative psychosocial outcomes 
(depression, anxiety, etc.) while caring for a per-
son with dementia (Mausbach, 2014).
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The Alzheimer’s Association reports (2017) 
that an estimated 5.5  million Americans in the 
United States of America (USA), of all ages, are 
living with Alzheimer’s dementia in 2017 and 
that, by 2025, the number of people age 65 and 
older with Alzheimer’s dementia is estimated to 
reach 7.1 million—almost a 35% increase from 
the 5.3 million age 65 and older affected in 2017 
(Hebert, Weuve, Scherr, & Evans, 2013). 
However, among minorities, older African- 
Americans are about twice as likely to have 
Alzheimer’s or other dementias as older Whites, 
and Latinos are about 1.5 times as likely to have 
Alzheimer’s or other dementias as non-Hispanic 
Whites (Samper-Ternent et al., 2012). The lower 
socioeconomic status of many older Latinos and 
the high cost of dementia care, along with the 
extra financial burdens associated with physical 
health problems common in older Latinos (e.g., 
diabetes, heart disease), are associated with an 
increased demand and need for frequent health 
services (Alzheimer’s Association, 2017). Given 
that the number of Latinos is also expected to 
grow in the coming years and reach 20% of older 
adults needing care by 2050 (Alzheimer’s 
Association, 2017), it becomes a priority to 
examine the unmet needs of dementia family 
caregivers among Latinos in the USA. 
Furthermore, Latinos’ own cultural values and 
beliefs about normative family care can place 
these caregivers at a disadvantage compared to 
non-Hispanic White caregivers (Angel & Angel, 
2015). In particular, rapidly occurring demo-
graphic changes (e.g., increased mobility, 
smaller family size, less dependence on the 
extended family, etc.) and changes in patterns of 
acculturation (greater adaptation to Anglo- 
American culture) may erode traditional family 
values (Angel & Angel, 2015; Coon, et al., 2004; 
Montoro-Rodríguez, Kosloski, Kercher, & 
Montgomery, 2009). Reviews of the qualitative 
literature also indicate that Latino caregivers fre-
quently report “feeling caught” in the tension 
between cultural expectation of family piety and 
their ability to fulfill caregiving demands 
(Apesoa-Varano, Gomez, & Hinton, 2015). 
Latinos often assume multiple family caregiving 
roles, providing care to older parents and rela-

tives with dementia and, at the same time, caring 
for their own children and grandchildren. Recent 
content analysis of qualitative ethnographic 
interviews of Latino caregivers indicates that 
regardless of who the care recipient is, caregiv-
ers’ narratives support similar themes  – both 
positive and negative (Arevalo-Flechas, 
Martinez, & Flores, 2017). These include duty to 
family first, sense of satisfaction from caregiv-
ing, and willingly sacrificing to be in this role, 
which provides a sense of purpose. At the same 
time, however, caregiving is described as physi-
cally exhausting, emotionally draining, and 
financially straining, leading to role challenges, 
role captivity, legal stressors, fear, and major 
stress. Earlier quantitative studies comparing 
Latino to non-Latino caregivers similarly found 
higher rates of depression and other indices of 
psychological distress (Hinton, Chambers, 
Velásquez, Gonzalez, & Haan, 2006; Pinquart & 
Sorensen, 2005).

Based primarily on stress and coping concep-
tual models, this chapter will highlight current 
knowledge, research, and practices available for 
Latino older adults with dementia and their fam-
ily caregivers. More specifically, we outline how 
existing support services and programs for Latino 
caregivers are able to address multiple threats 
associated with the experience of dementia, the 
cultural family context, and the everyday chal-
lenges associated with low-income status and 
limited available resources. Examined in the dis-
cussion are the most salient theoretical frame-
works and innovative efforts to develop 
evidence-based knowledge and interventions that 
contribute to meet the needs of Latino family 
dementia caregivers.

 Theories Associated with Dementia 
Caregiving Research

During the past three decades, researchers have 
developed a myriad of social/psychological 
theories aimed at understanding the experience 
of family care and its impact on caregivers’ well- 
being. The early theoretical models were 
developed to examine sources of caregiver stress, 
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as well as how stress and burden affects 
psychological outcomes, depression, anxiety, 
physical health, service utilization, and/or 
institutionalization of care recipients. Develop-
ment of this first generation of theories began in 
the 1960s with the work of Thomas Holmes and 
Richard Rahe. Holmes and Rahe (1967) theo-
rized a direct link between stress and physical 
and psychological illness. The result was their 
Social Readjustment Rating Scale, which 
assigned weights to a variety of common stress-
ful life events and used a person’s total score as a 
measure of their risk for illness (Holmes & Rahe, 
1967).

This theory was the foundation for the Stress- 
Process Model developed by Leonard Pearlin and 
colleagues (Pearlin, Mullan, Semple, & Skaff, 
1990) and the revised stress model (Folkman, 
2008), which examined care demands on the 
caregiver as stressors and investigated their 
cumulative effects, as well as explored the role of 
coping mechanisms to reduce their negative 
impact. Folkman argued that the coping abilities 
of the stressed individual were also a predictor of 
whether the person would be ill/distressed or not 
(Fig.  13.1). Someone with excellent coping 
abilities, for example, would not be as severely 
negatively affected by personal illness as 
someone with poor coping abilities. Pearlin’s 
pioneering contribution was to apply this Stress- 
Process Model to a caregiver’s situation. This 
application has led to a variety of caregiver 
intervention programs, as described in the next 
section.

Other early models paid particular attention to 
the caregiving social content and dyadic 
interaction of the caregiver-care recipient 
relationship (Kahana, Kahana, Johnson, 
Hammond, & Kercher, 1994), highlighting the 
importance of both the person and the 
environment. Later models, including Caregiver 
Identity Theory, articulated by Montgomery and 

Kosloski (2009, 2013) conceptualize caregiving 
as a series of identity transitions that result from 
changes in the caregiving context and in personal 
norms. Caregiver identity is a set of meanings 
applied to the self in the care context and is used 
as a reference point to guide behavior wherein 
the discrepancy or incongruence between a 
caregiver’s behavior and his or her identity 
standards is suggested as the major source of 
caregiver stress (Montgomery, Kwak, & Kosloski, 
2016).

 Theory-Derived Programs 
for Caregivers

With the exception of Holmes and Rahe’s (1967) 
work, the theories described in the previous 
section led to the development of several 
caregiver intervention programs. The Holmes- 
Rahe Stress Inventory (1967) did not directly lead 
to any such programs; however, its relevance to 
the field is in how it provided the foundation for 
Lazarus and Folkman’s (1984) Cognitive 
Appraisal Theory which, in turn, informed the 
development of several evidence-based caregiver 
interventions discussed below.

The first, the Coping with Caregiving  
(CWC) psychoeducational program (Gallagher- 
Thompson, Ossinalde, & Thompson, 1996), is 
derived from both Cognitive Appraisal Theory 
(i.e., Pearlin’s Stress-Process Model) and 
Bandura’s Self-Efficacy Theory (Bandura, 1986). 
It aims to teach caregivers adaptive coping skills 
through education, role playing, and home 
practice using a small group, workshop format. 
The proposed increase in self-efficacy, resulting 
from this behaviorally based learning, mediates 
positive outcomes. In the multiple, randomized 
controlled trials conducted with this program (or 
its derivatives), significant reduction in symptoms 
of depression was common, along with use of 

Stressful Life Event Coping Abilities Possible Physical
and/or Mental Illness

Fig. 13.1 Stress-Process Model. (From Knight and Sayegh (2010). Copyright 2010 by Oxford Academic. Adapted 
with permission)

13 Stress and Coping: Conceptual Models for Understanding Dementia Among Latinos



234

more effective cognitive and behavioral coping 
strategies as compared to emotion-focused 
coping (see Coon, Keaveny, Valverde, Dadvar, & 
Gallagher-Thompson, 2012 and Gallagher- 
Thompson et al., 2012 for comprehensive reviews 
of this body of work). It is noteworthy that this 
program has been effectively tailored and 
translated into Spanish, Chinese, Japanese, and 
Farsi and then evaluated in several additional 
studies (Tzuang & Gallagher-Thompson, 2014).

From Cognitive Appraisal Theory also came 
the Resources for Enhancing Alzheimer’s 
Caregiver Health (REACH I and REACH II) 
collaborative research initiatives (Schulz et  al., 
2003). This body of work began with REACH I, 
a multisite research program (six sites) sponsored 
by the National Institute on Aging (NIA) and the 
National Institute on Nursing Research (NINR). 
Its main purpose was to test the effectiveness of a 
variety of interventions unique to each site 
ranging, for example, from family therapy (with 
and without technology enhancement) at the 
Miami, Florida, site to small group workshops at 
the Palo Alto, California, site. Each site enrolled 
its own sample and collected its own data. 
REACH II was an outgrowth of these studies: the 
most effective features from each successful 
randomized, controlled trial were incorporated 
into a new, multicomponent intervention that was 
administered using standard protocol, across five 
remaining sites, with the same outcome measures 
collected at each site. Another unique feature of 
REACH II was that it enrolled a large, diverse 
sample of dementia family caregivers  – the 
largest to date in the USA (Belle et  al., 2006). 
The active intervention consisted of components 
addressing safety, self-care, social support, 
emotional well-being, and management of 
problem behaviors. Home visits were conducted 
(up to nine total) to develop individualized 
“action plans” for each caregiver. Participation in 
a telephone-based support group was also offered. 
The control condition consisted of education 
about dementia, but with no home visits or 
support group included as part of the program. 
The results indicated that caregivers in the active 
intervention, regardless of ethnicity or race, 
reported greater significant, positive improvement 

on an omnibus measure of well-being, from pre- 
to post-participation as compared to those in the 
control condition. There was also a trend for 
greater delay in institutional placement over 
time  – although this was not statistically 
significant due to the small samples (N’s) 
involved.

The success of REACH II was followed by 
many “variations on the theme” to make the 
program more affordable to deliver in community- 
based settings. One example is the REACHing 
OUT program (Burgio, Gaugler, & Hilgeman, 
2016) which tailored the REACH II for caregivers 
in the state of Alabama by shortening it and 
adding local features considered appropriate for 
that region. Other versions are detailed on the 
Rosalynn Carter Institute for Caregiving website 
http://www.rosalynncarter.org. Most recent 
iterations involve briefer adaptations that are 
more appropriate to be implemented and tested in 
community settings. REACH II is listed and 
described in detail on the National Registry of 
Evidence-based Programs and Practices website 
(ht tp: / /nrepp.samhsa.gov/landing.aspx). 
REACHing OUT is listed as an evidence-based 
treatment on the National Alliance for Caregiving 
(http://www.caregiving.org) and Roselyn Carter 
Institute for Caregiving websites (http://www.
rosalynncarter.org).

A similar program is called Care Partners 
Reaching Out (CarePRO); it was created as a 
derivative of REACH II by Coon et  al. (2004) 
who modified REACH II for use in the states of 
Arizona and Nevada. Coon described the program 
as follows: “CarePRO aims to enhance the quality 
of life for both caregivers and their care recipients 
by teaching caregivers stress management and 
behavior management skills” (ASU Now, 2013, 
p. 4). With over five, in-person skills workshops 
and five telephone calls with an assigned coach, 
caregivers are taught how to identify sources of 
frustration, practice mindful breathing, change 
unhelpful thinking, schedule pleasant activities 
for themselves, plan for the future, and manage 
difficult behaviors their care recipients may 
exhibit. Of the over 600 caregivers from Arizona 
and Nevada that enrolled in this program since its 
inception, over 95% reported having increased 
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understanding of dementia and confidence in 
providing care after completing their 10 sessions. 
During the launch of this program, over 40 staff 
members of local Alzheimer’s Association 
chapters in both states were trained and delivered 
CarePRO in both Spanish and English (Coon, 
et al., 2016).

The Stress-Process Model (Pearlin et  al., 
1990) has also inspired a wide range of psychoso-
cial programs and educational programs or sup-
port interventions for dementia caregivers. 
Typically, these include some focus on develop-
ment of more adaptive coping skills to reduce 
distress. For example, perceived stress may be 
associated with unhelpful negative thinking about 
caregiving and the future. In that case, helping 
caregivers learn how to see their situation from a 
different perspective can increase their positive 
coping and reduce stress. Furthermore, the Stress-
Process Model later led to development of multi-
component interventions that address several 
factors likely to cause stress, such as low engage-
ment in positive activities and increasing social 
isolation. These are represented in best practice 
programs such as Powerful Tools for Caregivers 
(PTC) developed by Schmall and Sturdevant 
(2000), the Savvy Caregiver Program developed 
by Hepburn, Lewis, Sherman, and Tornatore 
(2003), and the New  York University (NYU) 
multicomponent counseling program developed 
by Mittelman, Roth, Haley, and Zarit (2004).

Originally developed to address caregivers of 
adults with chronic health conditions (Schmall & 
Sturdevant, 2000), Powerful Tools for Caregivers 
(PTC) is grounded in Self-Efficacy Theory 
(Bandura, 1986). The premise of PTC is that 
increased self-efficacy will promote the use of 
coping behaviors that will, in turn, enhance self- 
care and well-being among caregivers (Zeiss, 
Gallagher-Thompson, Lovett, Rose, & McKibbin, 
1999). PTC was originally targeted to caregivers 
of persons with Alzheimer’s disease, stroke, and 
Parkinson’s disease (Boise, Congleton, & 
Shannon, 2005; Kuhn, Fulton, & Edelman, 
2003). Research evidence indicates that PTC 
improves caregivers’ self-efficacy, enhances 
positive views about the caregiver role, increases 
self-care behaviors, and decreases depression, 

anger, and guilt (Boise et al., 2005; Kuhn et al., 
2003). Recent findings also indicate that this 
program can be an effective resource for reducing 
psychological distress and objective burden 
among spouses caring for disabled partners 
(Savundranayagam, Montgomery, Kosloski, & 
Little, 2011).

The Savvy Caregiver Program was designed 
to train family and professional caregivers in the 
basic knowledge, skills, and attitudes needed to 
handle the challenges of caring for a family 
member with Alzheimer’s disease and to be an 
effective caregiver (Hepburn et  al., 2003). This 
intervention has been designated as one of the 
approved dementia training programs of the 
Alzheimer’s Disease Demonstration Grants to 
States (ADDGS) program, which is funded 
through the U.S. Administration on Aging 
(Stalbaum, Wiener, & Mitchell, 2007). Research 
evidence demonstrate the program’s effectiveness 
in increasing caregiver skill, knowledge, and 
confidence as well as reducing caregiver distress 
(Hepburn et al., 2003; Hepburn, Lewis, Tornatore, 
Sherman, & Bremer, 2007). The research findings 
also suggest significant positive outcomes for 
caregivers who participated in the program, 
versus those in the control group, with respect to 
the caregivers’ beliefs about caregiving, their 
reactions to the behavioral symptoms of their 
care recipient, and their feelings of stress and 
burden (Hepburn, Tornatore, Center, & Ostwald, 
2001; Ostwald, Hepburn, Caron, Burns, & 
Mantell, 1999).

The Caregiver Counseling Intervention devel-
oped by Mittelman et al. (2004) at the New York 
University (NYU) School of Medicine was origi-
nally developed for spousal caregivers of persons 
with Alzheimer’s disease or related dementias. 
This psychosocial intervention provides individ-
ual and family counseling along with a support 
group referral and additional support as needed. 
Research findings indicate that the NYU inter-
vention reduces negative appraisals of care recip-
ients’ behavioral problems, increases positive 
effects on multiple outcomes for spousal caregiv-
ers and persons with dementia, and postpones 
nursing home placement (Mittelman et al., 2004). 
The impact of this intervention on depression, 
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caregiver appraisals of behavior problems, and 
delay in nursing home placement is long-lasting 
and both clinically and statistically significant. 
The NYU program has also been found to exert 
consistent effects in reducing adult child caregiv-
ers’ negative reactions to disruptive problems 
(Gaugler, Reese, & Mittelman, 2016). This pro-
gram has been recognized by the Administration 
on Aging as an evidence-based protocol.

The third theory discussed in the previous sec-
tion, Caregiver Identity Theory, has also recently 
been translated into a best practice intervention to 
manage care planning for caregivers. The 
Tailored Caregiver Assessment and Referral 
(TCARE) best practice program aims to develop a 
care plan based on the assessment of caregiver’s 
needs, burden, identity discrepancy, availability 
and preference for services, and change over 
time. Early evidence (Montgomery, Kwak, 
Kosloski, & O’Connell Valuch, 2011) indicates 
that program promotes the well-being and mental 
health of caregivers.

In summary, the past two decades have wit-
nessed the development of several theoretical 
frameworks to understand the conditions under 
which family caregivers manage stress and 
maintain their health and positive outlook while 
caring for their loved ones. As a result, researchers 
have developed effective interventions to support 
family dementia caregivers. Nevertheless, the 
translation from theory to programs, and best 
practices to support family caregivers, has been 
limited by practical considerations such as cost, 
access, and availability of appropriately trained 
bilingual/bicultural staff. There is also some 
debate in the field as to the efficacy of these non- 
pharmacological interventions. The reviews by 
Gallagher-Thompson et al. (2012) and Olazarán 
et  al. (2010) clearly indicate that psychosocial 
programs with strong education and skill- 
building components are successful in improving 
mental health of distressed caregivers. However, 
other recent systematic reviews and meta- 
analyses of psychosocial interventions (e.g., 
Gaugler & Burgio, 2016) conclude that this body 
of literature is limited by a lack of high-quality 
evidence to derive conclusions of efficacy, an 
absence of clarity about the type of intervention 

delivered, and variation in study design, outcome 
measures, and/or screening criteria. Readers are 
encouraged to draw their own conclusions; 
however, our opinion is that there are now several 
evidence-based programs for Latino caregivers – 
described in detail below  – but that the field 
would benefit from creative thinking about what 
Latino caregivers need most, and how to provide 
this to them, over the course of their caregiving 
journey.

 Interventions for Latino Caregivers

Intervention research for Latino family caregiv-
ers generally follows the models and practices 
developed in the caregiving literature over the 
previous decades and described above. However, 
the quantity of research studies and evidence- 
based programs aimed at Latinos and other ethnic 
and cultural minorities is increasing slowly, 
compared to their growing needs. In this section, 
we review the main theoretical models that have 
influenced past work, as well as the translation 
efforts to adapt existing programs to make them 
more relevant and helpful to the Latino 
community. This section also describes several 
established support services for Latino caregivers 
and identifies new and innovative initiatives 
aimed to increase support for Latino caregivers.

The Alzheimer’s Disease Demonstration 
Grants to States, which was initiated in the early 
1990s (Montgomery, Kosloski, Karner, & 
Schaefer, 2002), helped to establish programs 
which support family dementia caregivers who 
were not able to access services because of their 
geographical and cultural isolation. One of the 
programs directed at Latino caregivers was the El 
Portal Latino Alzheimer’s Project – a dementia- 
specific outreach and service program targeting 
Latino caregivers in the Los Angeles County area 
in California. The project exemplifies an 
interorganizational, community-based 
collaboration established to provide dementia 
care services to a large, urban Latino community 
in Los Angeles County. Case management was 
included among the services offered, along with 
an array of coordinated services ranging from 
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counseling, to referrals, to transportation, to 
support groups and respite services, both at home 
and at the adult care center. The key point of the 
project is that the Portal Latino Alzheimer’s 
Project provided ethnic-sensitive services to 
Latinos using culturally specific outreach and 
service delivery strategies. Results from the 
evaluation of service utilization conducted by 
Aranda, Villa, Trejo, Ramirez, and Ranney 
(2003) indicated that Latinos reported a reduction 
in barriers to care and an increase in service utili-
zation. This El Portal Latino Alzheimer’s Project 
was a great model to increase the awareness of 
Alzheimer’s disease as a public health problem. 
The project was also a way to enhance the demen-
tia care capacity among Latino caregivers, as 
well as a way of alleviating the negative out-
comes of the dementia experience.

Along with El Portal Latino Alzheimer’s 
Project, another attempt to understand how cul-
tural values affect Latino caregivers and other 
ethnic groups was the Sociocultural Stress and 
Coping model (Aranda & Knight, 1997). The 
model addressed normative expectations about 
family care and their impact on caregiving out-
comes. The model pointed to “a shared common 
core to stress and coping in family caregivers of 
persons with dementia that moves from the 
stressor of the care recipient’s behavior problems 
to caregivers’ appraisals of caregiving as burden-
some to poor physical and emotional health out-
comes for caregivers” (Knight & Sayegh, 2010, 
p.  11). In the revised version of this Stress-
Process Model, the role of cultural values 
appeared to be group specific, and those values, 
such as filial piety or familism, had a mediating 
influence on caregiver outcomes, mostly through 
coping resources such as social support and cop-

ing styles rather than through the caregivers’ 
appraisal of burden (Fig. 13.2).

Researchers have proposed an expanded 
sociocultural model of stress and coping to 
examine the role of culturally situated factors, 
such as coping abilities and the caregiver’s self- 
efficacy beliefs, as mediators of negative 
psychosocial outcomes among Latina and non- 
Hispanic White caregivers (Montoro-Rodriguez 
& Gallagher-Thompson, 2009). Their research 
findings indicate that the effects of ethnicity and 
other primary stressors (such as the care 
recipient’s behavioral troubles and the caregiver’s 
perceived health) are mediated by coping 
resources and appraisal of self-efficacy in 
managing the care, specifically on the level of 
burden of female caregivers. These findings 
indicate that both structural and cultural factors 
appear to affect the caregiving experience.

Additionally, it is important to consider the 
impact of acculturation on caregiver distress. 
Acculturation refers to the degree to which 
someone has adopted the values of the dominant 
culture of the country to which they have 
immigrated (Berry, 2003). Acculturation levels 
vary from community to community, from region 
to region, and from individual to individual. 
Programs designed to target specific racial/ethnic 
minority groups must be mindful of the different 
levels of acculturation and must modify their 
program to make it meet the expectation of that 
groups’ collective acculturation level. Angel and 
Angel (2015) comment on ways to measure 
acculturation and stressed its complex role in 
family caregiving.

Many of the caregiver intervention researchers 
mentioned in the previous section adapted their 
programs to better meet the needs of Latino 

Fig. 13.2 The Revised 
Sociocultural Stress and 
Coping Model For 
Caregivers. (From 
Knight & Sayegh, 
(2010). Copyright 2010 
by Oxford Academic. 
Adapted with 
permission)
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communities (see Table  13.1). As previously 
described, from Lazarus and Folkman’s (1984) 
Cognitive Appraisal Theory came Coping With 
Caregiving. A Spanish translation of this program 
was created to make it more accessible to Latino 
caregivers, and the program inspired the creation 
of a fotonovela (bilingual picture book) and a 
webnovela (online telenovela) that each showed a 
Latino caregiving family facing challenging 
situations and displaying appropriate skills to 
care for their loved one (described in the next 
section). CarePRO is also available in Spanish 
and has been delivered by trained bilingual/
bicultural staff of local Alzheimer’s Association 
chapters.

The REACH studies, which were also based 
on cognitive appraisal, likewise made significant 
efforts to reach Latino communities. REACH I 
included two samples of Latino dementia 
caregivers: Cuban-Americans in Miami, Florida, 
and Mexican-Americans (primarily) in Palo Alto, 

California. Each site offered a different program: 
a family-therapy-based approach in Miami 
(Schulz et al., 2003) and a Cognitive-Behavioral 
Therapy (CBT) and psychoeducational 
intervention focusing on coping skills in Palo 
Alto (the Coping with Caregiving/CWC program; 
Gallagher-Thompson et  al., 2003). Based on 
positive results from these studies and the larger 
REACH II investigation, the Southern Caregiver 
Resource Center (SCRC) in San Diego, along 
with several other community-based 
organizations and the County of San Diego, 
developed and implemented Spanish adaptations 
and translations of REACH (Gallagher- 
Thompson, Alvarez, et al., 2015). This REACHing 
OUT program, a new and abbreviated version of 
REACH I, was titled Cuidadores Acompañándose 
y Luchando para Mejorar y Seguir Adelante 
(CALMA), and the adapted version of REACH II 
was named Cuidadores Unidos Inspirados en 
Dar Amor y Buscar Respuestas (CUIDAR). 

Table 13.1 Selected evidence-based intervention programs adapted for Latino caregivers

Theory Intervention
Cultural adaptations/translations for Hispanic/Latino 
dementia family caregivers

Folkman and Lazarus: 
Cognitive Appraisal 
Theory

Coping with Caregiving 
(CWC)/Our Family 
Journey

Spanish translations of both available on request; CWC 
also adapted for Chinese, Farsi, and Japanese
Fotonovela: Unidos Podemos! Enfrentando la pérdida de 
memoria en familia
Webnovela: MIRELA – How a Latino family copes

REACH I
REACH II
REACHing OUT

Original REACH materials are in Spanish and English
REACHing OUT, aka CALMA (Cuidadores 
Acompañándose y Luchando para Mejorar y Seguir 
Adelante)
Translation of REACH II, aka CUIDAR (Cuidadores 
Unidos Inspirados en Dar Amor y Buscar Respuestas)
Both of these were specifically adapted for San Diego 
County (lower literacy)

CarePRO Spanish translation
Bilingual staff of the Alzheimer’s Association trained to 
implement program in Arizona and Nevada

Pearlin: Stress-/Process 
Model

Caregiver Counseling 
Intervention: NYU 
program

Northern Manhattan Hispanic Caregiver Intervention 
Effectiveness Study, underway in 2017, to examine 
effectiveness of program among Latino caregivers

The Savvy Caregiver 
Program (SCP)

Culturally appropriate Spanish translation
Review of program effect on minority caregivers shows 
positive results

Powerful Tools for 
Caregivers (PTC)

Has effectively served Spanish, Korean, Chinese, and 
Vietnamese caregivers with translated materials

Montgomery: Caregiver 
Identity Theory

The Tailored Caregiver 
Assessment and Referral® 
(TCARE®)

TCARE translated into Spanish and adapted for use with 
Latinos in Louisiana and state of Washington
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These were tailored to the needs of lower-literacy 
individuals and families living in that region 
(Southern San Diego County, California). These 
programs included lay Latino community peer 
educators/counselors or health advocates, known 
as promotores/as, who were considered essential 
to successful outreach and involvement of the 
target community. Careful study of the impact of 
both interventions  – CALMA for caregivers 
experiencing high levels of burden but whose 
depression was low and CUIDAR for caregivers 
with high levels of depression – found that both 
programs reduced caregivers’ levels of burden 
and depression (Gallagher-Thompson, Alvarez, 
et  al., 2015). However, since one is much less 
labor intensive than the other (CALMA is done in 
a small group format, whereas CUIDAR is done 
in home visits), the grouping determination 
suggests a careful assessment at the outset so that 
caregivers can be referred to the most appropriate 
program to meet their needs.

These and similar programs have also made 
efforts to better reach Latino caregivers through 
targeted outreach, employment of bilingual/
bicultural staff, and concentrated training so that 
fidelity to the “parent” program(s) is maintained. 
Powerful Tools for Caregivers is known to be 
effective among caregivers from multiple cultural 
backgrounds and has served Spanish, Korean, 
Chinese, and Vietnamese caregivers with 
translated materials. The Northern Manhattan 
Hispanic Caregiver Intervention Effectiveness 
Study, underway in 2017 (Luchsinger et  al., 
2017), examines the effectiveness of the 
Caregiver Counseling Intervention program 
among Latino caregivers in New York City.

To help the Savvy Caregiver Program better 
serve Latino caregivers, researchers translated it 
into a Spanish-language program culturally 
appropriate to address the needs of the Latino 
caregivers (Oakes, Hepburn, Ross, Talamantes, 
& Espino, 2006). Kally et  al. (2014) examined 
the impact of Savvy Caregiver among caregivers 
of Latino, African-American, and Asian/Pacific 
Islander descent and found that caregivers of all 
three ethnic groups showed better competence, 
reduced depression, greater tolerance for care 
recipients’ memory problems, better management 

of their situation, and improved perception of 
their situation 6 months after enrollment, with the 
achieved improvements maintained at 12 months 
after enrollment in most cases. These encouraging 
results indicate that the Savvy Caregiver Program 
has been successful at meeting the needs of the 
minority groups it serves.

Finally, TCARE, which is based on Caregiver 
Identity Theory, has been translated into Spanish 
and adapted for use with Latinos in Louisiana 
and the state of Washington (Montgomery, 2014). 
TCARE has not been tested to examine whether 
outcomes for those using the Spanish version are 
different. However, the feedback from care 
managers suggests that it works well with Latino 
caregivers. The measure has been translated into 
many other languages and is used by researchers 
in many countries.

 Caregiver Interventions Using 
Information and Communication 
Technology

Extending the stress and coping conceptual mod-
els to the Digital Age has potential because infor-
mation and communication technologies are 
becoming effective supportive tools for 
caregivers. Information technology stresses the 
role of unified communications. The convergence 
of audiovisual and telephone networks with 
computer networks through a single cabling or 
link system makes possible that large number of 
people around the world access information via 
the Internet, many of them through smartphones. 
This rapid growth, especially in developing 
countries, has changed everyday life and made 
information technology a vital resource for many. 
Dementia is a global phenomenon with increasing 
incidence and prevalence around the world 
(Alzheimer Disease International, 2009). 
Therefore, it is not surprising that caregivers, 
educators, and health professionals are turning to 
technology to help dementia patients and their 
family caregivers to reduce their burden, stress, 
and depression and to preserve quality of life. 
Technology has the added benefit of reaching a 
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large number of people and promising permanent 
access to those resources.

Recent culturally tailored, nontraditional care-
giver interventions using a form of information 
technology include the development of a foto-
novela and a webnovela for Latino dementia 
caregivers in California. The fotonovela, Together 
We Can! Facing Memory Loss as a Family, is an 
innovative intervention developed for Latinos at 
Stanford University (Gallagher- Thompson, 
Tzuang, et  al., 2015). It is a 20-page bilingual 
“picture book” containing a dramatic storyline 
wherein Latino actors depict specific challenging 
scenes designed to illustrate skills for managing 
stress and difficult behaviors, employing adap-
tive coping strategies, and asking for help from 
other family members. This psychoeducational 
program provides Latino caregivers with accu-
rate information about dementia and illustrates, 
in a culturally appropriate manner, constructive 
ways of coping with various stressful situations 
confronting Latino caregivers. It addresses spe-
cific needs by reaching out to Latinos with low-
literacy levels and potentially less than accurate 
knowledge about dementia. Initial results from a 
study using a sample of Latino caregivers in 
California found that those in the fotonovela con-
dition reported less depression at the conclusion 
of the program and found it more helpful overall, 
compared to caregivers in the control condition 
who received typical Spanish-language educa-
tional materials (Gallagher-Thompson, Alvarez, 
et  al., 2015). The fotonovela is a culturally tai-
lored program that not only impacts level of 
depressive symptoms in Latino caregivers by 
training them with effective coping strategies to 
deal with stress but also delivers benefits to low-
income families, such as helping them to access 
needed resources. The webnovela, MIRELA, is a 
short, online telenovela in Spanish which is spe-
cifically designed for Spanish caregivers to teach 
Latino caregivers how to cope with dementia 
caregiving, reduce burden of care, decrease 
stress, and alleviate depression. MIRELA is 
based on the Coping with Caregiving program 
(described earlier) as a Cognitive-Behavioral, 
theory-based psycho educational intervention that 
is both entertaining and informative. The ran-

domized controlled trial has just finished, and 
preliminary analyses of data indicate that 
MIRELA is significantly more successful in 
reducing symptoms of depression and caregiving 
stress than the education-only control condition 
to which it was compared.

Other technology-based interventions devel-
oped for caregivers include the iCare program 
that can be currently found at the iCarefamily.
com website (iCareFamily, 2010). The iCare 
Stress Management e-Training program is 
entirely an Internet-based adaptation of the CWC 
program. The initial evidence for the program 
indicated that change in perceived stress was sig-
nificant for the iCare condition in comparison to 
the education-only group condition (Kajiyama 
et al., 2013). These promising results will need to 
be replicated and further adapted to increase 
caregiver’s participation and engagement with 
the program.

The Pew Internet surveys show steady growth 
in the use of technology by both bilingual and 
Spanish-dominant Hispanics; the most recent 
(Brown, López, & Lopez, 2016) notes Latinos’ 
increased dependence on access to the Internet 
through mobile devices, such as cellphones and 
tablets. Highlights of technology-based 
interventions over the last several years show 
equal expansion in the kinds of communicative 
and social interactions being developed for 
persons with dementia in collaboration with their 
caregivers. Such interventions join telenovelas, 
now being displayed on tablets and phones 
(Gallagher-Thompson, Alvarez, et al., 2015), and 
other telehealth applications (Tirado, 2011).

The research review of interventions targeting 
Hispanic/Latino caregivers by Llanque and 
Enriquez (2012) noted the negative impact of 
caregiving on the caregivers’ health although 
caregivers report less stress and perform greater 
personal care. The authors caution that Hispanics/
Latinos do not represent a cohesive group but 
instead are a different cultural grouping requiring 
different and tailored interventions. The flexibility 
offered by technology can potentially address 
this diverse cultural group. For example, 
StoryCall, a tablet-based app (emobile 
application) was originally developed on 
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cellphones to support caregivers in any cultural 
grouping by sharing 60-second stories of how 
they overcome challenges in daily caregiving 
such as dispensing medications or soothing 
agitation. In pilot tests of this research, the care-
givers of USA Veterans with dementia were iden-
tified as having a desire for maintaining personal 
privacy and security while also developing or 
expanding social and community contacts (Davis, 
Nies, Shehab, & Shenk, 2014). Touch screen 
technologies are also growing in popularity 
(Astell et al., 2010; Kerssens et al., 2015; Purves, 
Phinney, Hulko, Puurveen, & Astell, 2015). 
Astell et  al. (2010) reported on the interactive 
CIRCA utility, a multimedia touch screen system 
that contains a wide range of stimuli to prompt 
reminiscing for adults with dementia. The inten-
tion is that people with dementia and caregivers 
will explore CIRCA together, using the recollec-
tions sparked by the media as the basis for con-
versations. The evaluation of the utility of CIRCA 
confirmed that people with dementia can use the 
touch screen system and that the contents prompt 
them to reminisce. The interactive utility also 
supports caregivers to interact with people with 
dementia as more equal participants in the con-
versation. The results suggest that interacting 
with the touch screen system is engaging and 
enjoyable for people with dementia and caregiv-
ers alike and provides a supportive interaction 
environment that positively benefits their rela-
tionships. The use of video and multimedia on 
emobile devices allows caregivers to support as 
well as to go beyond reminiscence (Davis, 
Shehab, Shenk, & Nies, 2015; García-Betances, 
Jiménez-Mixco, Arredondo, & Cabrera-
Umpiérrez, 2015).

Finally, new interest in wearables that send 
signals to phones or tablets has spurred the 
development of interventions to help caregivers 
address persons with dementia (Mahoney, Coon, 
& Lozano, 2016), and to share caregiver 
perspectives (Matthews et  al., 2016). Chen and 
Schulz (2016) offer analysis on how technology 
can reduce social isolation. Brando, Olmedo, and 
Solares (2017) review 30 studies that apply 
technology for diagnosis, for neuropsychological 
rehabilitation, and for caregiver interventions. 

The findings include that, while multiple efforts 
at providing better diagnoses are abundant, the 
same cannot be said for interventions involving 
caregivers, who are all too often left out of any 
analysis of impact on either caregiver or caregiver 
recipient. In sum, technology is easing its way 
into the caregiver world with some promising 
beginnings, but there remains much to do. The 
programs for caregivers using information 
technology are also promising, and while they 
are being tested for caregivers, they are still in the 
process of being translated and tailored to 
caregivers of diverse cultural backgrounds.

 Community-Based Caregiver 
Interventions

Another promising area of intervention taking 
place in communities across the USA refers to 
the social, environmental, and contextual 
readiness to accommodate and support caregivers 
and their families. New community initiatives 
directed to develop Age- and Dementia-Friendly 
Communities are now gaining popularity. These 
initiatives are still in the piloting implementation 
phase, but there are increasing efforts to test their 
effectiveness in a variety of individual, family, 
and community outcomes. These initiatives are 
long-term commitments by organizations from 
different sectors to agree to a common agenda for 
social change and propose solutions to current 
social challenges. The research indicates that 
collective impact initiatives (as opposed to 
isolated social change initiatives) are more 
effective in bringing social change and serve 
more effectively in providing a unified voice for 
policy change (Kania & Kramer, 2013). In the 
United Kingdom, the Alzheimer’s Society’s 
Dementia Friends initiative was developed to 
improve inclusion and quality of life for people 
with dementia. The goal was to change people’s 
perceptions of dementia and transform the way 
the community thinks, acts, and talks about the 
condition. Volunteers become a Dementia Friend 
as they learned about what it is like to live with 
dementia and how to do something about it. 
Dementia Friends are a group of people who 
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have come together to learn more about dementia 
and the ways they can help, from telling friends 
about programs to visiting someone living with 
dementia. Dementia-friendly communities 
encourages communities to sign up and work 
toward establishing Local Dementia Action 
Alliances for creating a group of people who 
have come together to create a dementia-friendly 
community.

The Dementia Friendly America (DFA) ini-
tiative is the USA licensee of the international 
Dementia Friends program (http://www.dfamer-
ica.org). The DFA has put in motion a movement 
to more effectively support and serve those 
across America who are living with dementia 
and their family and friend care partners. The 
lead organizations represent all sectors of com-
munity and are collectively leveraging their 
national reach to activate their local affiliates, 
members, and branches to convene, participate 
in, and support dementia- friendly community 
efforts at a local level. In Minnesota, the move-
ment has led to the development of a variety of 
meaningful opportunities for community 
engagement and education that include memory 
cafés, a play in Spanish to increase awareness of 
dementia, an intergenerational dance hall, book 
displays at local libraries, a local leaders forum 
to stimulate community conversation around 
Alzheimer’s disease, and a chorus for individu-
als with dementia and their caregivers, among 
other programs (LaPorte, 2016). According to 
the DFA, collaborative communities are encour-
aged to progress through four phases as they 
journey to become dementia friendly: convene-
engage- analyze-act. An assessment of the com-
munity’s needs, community dissemination of 
priorities, and assessment findings are a key 
component. The DFA tools have been success-
fully deployed by dozens of communities across 
the USA and are now present in more than 80 
communities in 25 states to have joined them by 
the end of 2016. The group’s goal is to have 
dementia-friendly initiatives in all 50 states by 
the end of 2017. The DFA initiative was acknowl-
edged with the 2015 Public Trust Award presen-
tation at the Leading Age Annual Meeting in 
Boston, Massachusetts, for its work in fostering 

dementia friendliness across the country. 
Certainly, we expect that these initiatives will be 
culturally tailored interventions.

 Summary and Future Research

The theories of family caregiving reviewed in 
this chapter have been a source of inspiration to 
develop support services and programs for care-
givers and their families. Evidence-based inter-
ventions have been developed based on these 
theories, and some of them have been adapted 
and translated into culturally appropriate pro-
grams for Latino caregivers of elderly patients 
in the USA and across the world. Although great 
progress has been made, it is necessary to 
advance the understanding of the characteristics 
of caregivers for whom specific programs are/
are not effective so that the best and most appro-
priate recommendations regarding programs be 
made for each individual. For example, caregiv-
ers suffering from significant depression or anx-
iety may benefit most from a more 
counseling- oriented approach, whereas those 
with less stress may benefit from psychoeduca-
tional programs, and those with very mild dis-
tress may be helped sufficiently with 
technology-based programs. Alternatives to 
pharmacological treatments, such as these, need 
to continue to be developed and tested with 
diverse caregivers.

In considering the progress made during the 
past years and looking at what needs to be done 
to increase support programs for dementia 
caregivers in the Latino community, we are 
encouraged by the many efforts directed to 
develop culturally tailored, evidence-based 
programs. However, we believe we still face a 
real challenge to develop evidence-based 
interventions more specifically directed to Latino 
caregivers  – not just “derivatives” of programs 
developed primarily for middle-class Caucasians. 
Such interventions need to identify the main 
barriers that limit access to social and medical 
health services and address the main challenges 
associated with Latinos’ lower socioeconomic 
status, higher level of health problems, and their 
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struggle with their own cultural values in the 
midst of their process of acculturation.

We propose that research be directed to con-
ceptualize the interactive nature of family care-
giving for Latino individuals, their families, and 
communities, using not only linear models 
addressing causal relations between stress and 
caregiving outcomes but also through the lenses 
of a system-dynamic perspective that builds upon 
current stress and coping frameworks and the 
empirical findings in the literature. This approach 
would illustrate how changes in one factor can 
have wide-ranging and reciprocal impacts on 
other factors (Richardson, 2013). The goal in a 
system-dynamics model is to examine how 
relationships between endogenous variables 
(such as supporting programs for adults and 
caregivers, the availability of family and caregiver 
resources, etc.) can explain system behavior over 
time (e.g., caregiver outcomes, such as physical 
and mental health). From a system perspective, 
the development of programs to support Latino 
caregivers and their families will entail the use of 
a mixed methodology approach wherein 
researchers working with Latino caregivers and 
their families and community partners in the 
broader Latino communities all participate in a 
discussion to develop a qualitative system- 
dynamics conceptual model that represents the 
reciprocal relationships that impact the 
caregivers’ main concerns and specific needs. 
This conceptual model will highlight the interplay 
of the existing resources (human and social 
capital) and the Latinos’ aspirations/outcomes, in 
the context of the larger social and organizational 
opportunities that contribute to support or neglect 
such aspirations. From a systemic perspective, 
the expected system outcomes for caregivers 
(such as well-being) can be subjected to either 
reinforcing (positive) or balancing (negative) 
impacts at any specific time. The core cultural 
beliefs of Latino family caregivers (such as 
family orientation) may impact well-being as a 
reinforcing factor (decreasing stress and 
depression) and in turn increase the ability of the 
family to provide quality of care for their 
members. On the other hand, cultural values 
(such as the duty to care or the expected 
caregiving role for women) may impact 

negatively the well-being of caregivers and in 
turn diminish their ability to seek the help they 
need or to maintain or increase their available 
network of support. A system-dynamics approach 
that considers the constellation of these reciprocal 
relationships over time may offer a promising 
path to better understand the complexity of the 
caregiving experience among Latino families.

In summary, certain cultural and psychosocial 
factors can serve either as buffers against stress 
or can greatly augment the stress that dementia 
family caregivers experience. Culturally tailored 
interventions are recommended for use with 
diverse caregivers in different contexts, such as 
in-home and community settings, to help in the 
effective management of stress and depression. 
Developing community partnerships is 
encouraged as are collaborations to better engage 
and initiate change among low-income and 
underserved dementia caregivers. Research that 
builds upon conceptual models that incorporate 
the caregiver’s cultural context and specific 
situational factors is also encouraged. Future 
research that specifies both moderators and 
mediators of evidence-based interventions among 
diverse caregivers will be invaluable to the field. 
Clearly, this is an expanding area of research, and 
it is expected that there be an increase in the 
number of empirical studies showing the 
effectiveness of various interventions for 
dementia caregivers among Latinos in the USA.
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Abstract
The understanding of the factors associated 
with the caring for a person with dementia and 
the related caregiver burden is a key area of 
study, as the research clearly demonstrates 
that dementia affects the caregiving relatives 
as well as their families. Specifically, grief, 
loss, and depression are common emotions 
experienced by dementia caregivers. Latino 
families face greater levels of dementia 
caregiver burden associated with the cultural 
values that they subscribe to which may serve 
as protective factors against dementia 
caregiver burden or, conversely, place them at 
a higher risk of dementia caregiver burden. 
This chapter focuses on grief, loss, and 
depression in the caregiver(s) and families of 

Latinos with dementia. Specifically, we dis-
cuss Latino cultural experiences and values 
and illustrate how these may contribute to or 
ameliorate the caregiver burden. As a back-
drop for this analysis, this chapter utilizes 
General Systems Theory as it relates to Latino 
families and dementia and outlines treatment 
options and concerns, including best prac-
tices, informal support services, and utiliza-
tion barriers faced by Latino caregivers.

Introduction

The focus of this chapter is to address some of the 
emotional experiences of Latino dementia care-
givers including grief, loss, and depression. 
Highlighted are various cultural aspects such as 
immigration, acculturation, and cultural values 
unique to Latinos in the United States of America 
(USA) such as familismo (familism), marianismo 
(marianism), and machismo (machismo) that 
may influence the emotional experiences of 
Latino dementia caretakers. The first section of 
this chapter addresses the concepts of caregiving 
and caregiver burden, emphasizing the role of 
stress in the caregiver experience, followed by 
how caregiver burden is understood for many 
Latino caregivers. This chapter then addresses 
the experience of loss, grief, and depression 
among Latino caregivers, highlighting how cul-
turally relevant aspects may contribute to or 
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ameliorate the stress and care burden. This chap-
ter focuses on interventions that may contribute 
to the well-being of Latino caretakers, using as a 
backdrop General Systems Theory and its appli-
cation to Latino families as it relates to caregiver 
burden. Interventions relevant to Latino individu-
als, families, and groups are provided. Finally, 
this chapter concludes with author observations, 
remarks, and recommendations for improving 
the emotional status of Latinos in their caregiving 
experience.

 Latino Caregivers and Caregiver 
Burden for Dementia

A person who provides care to people who need 
some degree of ongoing assistance with every-
day tasks and provides this care on a regular or 
daily basis is often referred to as a caregiver 
(Centers for Disease Control [CDC], 2016). 
Approximately 15.7 million adult family care-
givers care for someone who has Alzheimer’s 
disease (AD) or other dementias (Alzheimer’s 
Association, 2015). This is in addition to formal 
caregiving through institutions and nursing 
homes. Latinos have the highest reported preva-
lence of caregiving at 21%, and together with 
African-American caregivers, Latinos experi-
ence increased burdens from caregiving and 
spend more time caregiving on average than 
their White or Asian-American peers (Family 
Caregiver Alliance, 2015).

Caregivers frequently suffer from depression, 
exhibit maladaptive coping strategies, and 
express concerns about their poor quality of life 
(Galvis & Cerquera-Córdoba, 2016; Molyneux, 
McCarthy, McEniff, Cryan, & Conroy, 2008; 
Papastavrou, Kalokerinou, Papacostas, Tsangari, 
& Sourtzi, 2007; Serrano-Aguilar, Lopez- 
Bastida, & Yanes-Lopez, 2006). The aforemen-
tioned are experiences associated with caregiver 
burden, which is a multidimensional response to 
the negative appraisal and perceived stress result-
ing from taking care of an individual who is ill 
(Adelman, Tmanova, Delgado, Dion, & Lachs, 
2014). This multidimensional response to per-
ceived stress threatens the physical, psychological, 

emotional, and functional health of caregivers 
(Carretero, Garces, Rodenas, & Sanjose, 2009; 
Etters, Goodall, & Harrison, 2008; Parks & 
Novielli, 2000).

Kim, Chang, Rose, and Kim (2012) examined 
the multidimensional predictors of caregiver 
burden in caregivers of individuals with dementia 
by using nationally representative data. The 
findings showed that disease-related factors were 
the most significant predictors, explaining 16% 
of caregiver burden. These factors were followed 
by caregiver sociodemographic factors and 
caregiving-related factors, such as activities of 
daily living (ADLs), the number of hours of 
caregiving, use of coping strategies, and caregiver 
gender. The findings showed that impaired 
functioning in care recipients predicted caregiver 
burden and also interacted with demographic and 
caregiving-related factors (Kim et al., 2012). This 
study confirmed the findings of a previous study 
(Etters et  al., 2008) in which a comprehensive 
literature review was conducted, examining the 
years 1996 through 2006, that identified the 
factors that influence dementia-related caregiver 
burden, examined patient and caregiver 
characteristics associated with caregiver burden, 
and highlighted evidence-based interventions 
designed to lessen caregiver burden. The findings 
showed that dementia caregiving was associated 
with negative effects on caregiver health. 
Additionally, factors such as gender, relationship 
to the patient, culture, and personal characteristics 
influenced the impact of the caregiving experience 
(Etters et al., 2008). Other studies have found that 
spousal caretakers of patients with dementia were 
far more likely to be diagnosed with depression 
than spouses of those who did not have dementia 
(Cooper, Balamurali, & Livingston, 2007; Joling 
et al., 2010).

Neuroscientific evidence also supports the 
relationship between stress and negative physi-
cal and emotional health. It has been found that 
elevated stress increases cortisol levels (de Vugt 
et al., 2005). Furthermore, elevated cortisol lev-
els can predispose caregivers to negative health 
consequences, leaving caregivers of patients 
with behavioral and psychological symptoms of 
dementia (BPSD) at greater risk (de Vugt et al., 
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2005). Another cortisol test, hair cortisol con-
centrations (HCC) proposed as a promising 
endocrine marker of chronic psychological 
stress, was used to further explore the biological 
impact of caregiving burden (Stalder et  al., 
2014). The results showed elevated HCC in 
dementia caregivers compared to non-caregiver 
controls. Caregivers showed a positive associa-
tion of HCC with self-reported caregiving bur-
den and depression.

More recently, studies have explored other 
areas related to Latino dementia caregiver burden. 
A study focusing on resilience among Latino 
dementia caregivers found that while barriers 
such as lack of understanding of dementia, 
mistrust in services, perception of inflexibility in 
services, and caregiver’s belief about their 
obligations to the caregiver role contributed to 
the caregiver burden, there were also facilitators 
to the caregiving role (Macleod, Tantagelo, 
McCabe, & You, 2017). Factors such as having 
good communication with the care recipient, 
having an “expert” (i.e., professional) as point of 
contact, and having beliefs about the caregiving 
role that enabled the use of services were all 
facilitators that reduced the caregiving burden 
(Macleod et  al., 2017). Although studies 
exploring dementia caregiving burden among 
Latinos are still somewhat limited, existing 
studies will be reviewed in subsequent sections 
of this chapter.

 Loss and Grief Among Caregivers

Grief is a normal adaptive response to a broken 
affectionate bond which causes a loss (Bowlby, 
1961, 1969/1982). This adaptive response varies 
based on the environment and psychological 
composition of the person grieving (Bowlby, 
1961; Parkes, 1972). Grief is part of the normal 
process of reacting to a loss and can be experi-
enced as a mental, physical, social, or emotional 
reaction or a combination of all of these (National 
Institute of Health, 2009). Various theorists have 
developed different models of grief – all consist-
ing in distinctive stages experienced by the per-
son who grieves (Bowlby, 1961; Kübler-Ross, 

1969; Stroebe & Schut, 1999; Worden, 1983). 
One of the first models about grief was developed 
by Bowlby (1961), and it stated that stage one of 
the grief process is characterized by numbness, 
shock, and disbelief. During the second stage, the 
person experiences pain, despair, and disorgani-
zation. Finally, in stage three, the person feels 
more hopeful and positive and develops ways of 
adapting to the new reality of life. With stage 
three, there is a resolution to reorganize one’s 
life, to start anew, and to build new relationships 
(Bowlby, 1961). Many other models followed 
with similar stages including those of Kübler-
Ross (1969), Worden (1983), and Stroebe and 
Schut (1999).

Dementia caregivers experience loss and grief 
throughout and beyond the caregiving experience. 
A study exploring family caregiver perceptions 
of the experience of loss and grief, as it occurs 
prior to and following the death of a relative with 
dementia, identified six themes that emerged 
among caregivers: loss of person and the 
relationship, loss of hope, pre-death grief, 
expectancy of death, post-death relief, and 
caregiving reflections (Collins, Liken, King, & 
Kokinakis, 1993). A previous study supported 
similar themes (Austrom & Gendrie, 1990). Loss 
and grief can become increasingly salient among 
Latino dementia caregivers due to their personal 
experiences with immigration. What follows is a 
discussion of how the experience of immigration, 
so common among Latinos in the USA, can have 
a direct impact on the sense of loss and grief of 
Latino dementia caregivers.

 Latino Caregivers: The Immigration 
Experience of Loss and Grief

Feelings of loss and grief among Latino caregiv-
ers in the USA are influenced by their immigra-
tion experience. For many Latino caregivers who 
are also immigrants, the experience of immigra-
tion itself entails loss. This loss is experienced at 
the physical, psychological, and emotional levels 
(Falicov, 2005, 2014). For immigrants, there is a 
sense of loss of the motherland, of physical 
contact with homeland loved ones, and of 
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experiencing direct support from family and 
friends. Individuals can experience a loss of 
everything that was known in their homeland 
environment that helped them maintain a daily 
rhythm of life’s routines such as working a job, 
going to school, attending worship services, and 
using their common language. Subsequently, 
these losses bring about emotional and 
psychological reactions (Arredondo-Dowd, 
1981; Falicov, 2005). Often, immigrants do not 
have the time or mental space to emotionally 
process the losses or to talk about their unique 
immigration narrative/story due to the demands 
that they face in the new country (Falicov, 2014; 
Perez, 2016). According to Falicov (2014), 
“There is no formal structure, no designated 
‘sacred’ place or time, no cultural collective 
celebration that allows people to come together 
to mark the migration and to provide a container 
for the strong emotions everybody is feeling” 
(Falicov, 2014, p.  79). Therefore, these losses 
often go unspoken and emotionally unprocessed.

Arredondo-Dowd (1981) used the three stages 
of grief posited in Bowlby’s (1961) grief model 
to compare the process of losses and grief 
associated with immigration to the process of 
grief and mourning precipitated by the death of a 
loved one. Arredondo-Dowd (1981) stated that, 
in the immigrant experience, the immigrant first 
feels a sense of disbelief that he/she has actually 
left loved ones behind whom they no longer will 
see on a regular basis (Arredondo-Dowd, 1981). 
Later on, the immigrant experiences the sense of 
loss and becomes homesick and makes references 
to the homeland, now filled with idealization and 
longing in that referencing. As the immigrant 
begins the process of adaptation to the new 
country, new support systems emerge, and there 
is an acceptance of the new life with potentially 
increasing identification with the American life 
(Arredondo-Dowd, 1981). However, unresolved 
feelings of loss associated with the separation 
from the motherland and separation from 
significant family members may surface in 
unexpected ways when the individual is faced 
with a new role such as taking care of an ill family 

member (Vazquez & Rosa, 2011), as in the case 
of dementia caregivers. The need for accessible 
support systems, those that were left behind 
during immigration, becomes salient during these 
times of caregiving. Often, Latino immigrants 
who are caregivers for loved ones with dementia 
are at double risk of caregiver burden, as they 
experience an overlap of loss and separation 
feelings (Lorant & Thomas, 2008; Lum & 
Vanderaa, 2010). This happens first due to the 
losses and unresolved grief of the immigration 
experience and second by the experience of loss 
and grief that occurs with the cognitive, 
emotional, and physical decline of the family 
member with dementia.

As the life of the person with dementia 
changes because of the disease, the caregiver 
experiences a sense of loss. As compared to how 
the person with dementia was previously 
functioning in life, the progressive deterioration 
of memory, communication, social, and 
interpersonal skills for the person with dementia, 
along with their increasing lack of independence, 
negatively affects the caregiver’s sense of 
connectedness. The caregiver experiences a sense 
of disconnection between who the person is in 
present time and with the internalized “object 
representation” of the person prior to the onset of 
dementia. According to Bowlby (1961), object 
representation is the mental representation of an 
experience with a real person. Thus, there is a 
realization that the current reality does not match 
this internalized object representation of who the 
person with dementia was before the onset of 
dementia. This process can bring on a sense of 
emotional, mental, physical, and spiritual loss 
and grief for the person with dementia, as well as 
for the caregiver (Vazquez & Rosa, 2011). For 
Latino immigrants who are also caregivers, the 
experience of loss and grief for who the loved 
one was to who they are, as they reach late stages 
of dementia, can be exacerbated by unresolved 
feelings from their previous histories of loss and 
grief related to their immigration experiences, 
thus adding to the burdened emotional experience. 
Many times, this can lead to depression.
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 Latino Caregivers and Depression

Although grief is considered a normal reaction to 
a loss, many times, prolonged grief can lead to 
temporary or clinical depression (Chiambretto, 
Moroni, Guarnerio, Bertolotti, & Prigerson, 
2010; Zisook & Shear, 2009). Some studies 
support the idea that caregivers may experience 
clinical depression due to their role (Collins 
et  al., 1993; Lindgren, Connelly, & Gaspar, 
1999). Other studies have suggested that the 
symptoms of depression experienced by 
caregivers and described in the literature are 
more consistent with “anticipatory grief” or 
emotional reactions that occur before an 
impending loss as opposed to clinical depression 
(Walker & Pomeroy, 1996). However, there is 
agreement that caregivers are at a higher risk for 
depression (Chiambretto et  al., 2010; Zisook & 
Shear, 2009).

Latinos caring for persons with dementia have 
consistently reported higher levels of depression 
as compared to European-American caregivers 
(Lawton, Kleban, Moss, Rovine, & Glicksman, 
1989; Menselson, Rehkopf, & Kubzansky, 2008). 
In 2003, Hinton, Haan, Geller, and Mungas 
explored the frequency and intensity of 
neuropsychiatric symptoms of the person with 
dementia and the factors that modify their 
association with caregiver depression among 
Latino families. The results indicated that the 
overall intensity of neuropsychiatric symptoms 
of the person with dementia was significantly 
associated with caregiver depression (Hinton, 
Haan, Geller, & Mungas, Hinton, Haan, Geller, 
& Mungas, 2003). Cultural values have been 
shown to influence the expression of emotional 
issues including loss, grief, and depression 
(Adames, Chavez-Dueñas, Fuentes, Salas, & 
Perez-Chavez, 2014). These values are discussed 
in the next section of this chapter.

 Latino Cultural Values Defined

While loss and grief are universal feelings that 
transcend cultures, the way in which these 
universal feelings are expressed varies among 

cultures (Vazquez & Rosa, 2011). The role of 
cultural values among dementia caregivers has 
been recently explored among various cultural 
and ethnic groups (Ajay, Kasthuri, Kiran, & 
Malhotra, 2017; Bentwich, Dickman, & 
Oberman, 2017; Lin, Wang, Pai, & Ku, 2017; Liu 
et al., 2017; Powers & Whitlatch, 2016). Among 
Latinos, there are specific cultural elements and 
values that influence the experience and display 
of their loss and grief (Vazquez & Rosa, 2011). 
Latino cultural values such as familismo 
(familism), marianismo (marianism), and 
machismo (machismo) can certainly inform the 
understanding of these emotional expressions. 
Although there are other cultural values of great 
importance, the aforementioned have specific 
relevance to the topic of this chapter. What 
follows is a brief description of the values 
mentioned and how they may serve as protective 
factors or as challenges to the caregiver burden 
that is typically found among Latino dementia 
caregivers.

Familismo (familism) refers to the cultural 
value that involves individuals’ strong identifica-
tion with their nuclear and extended families and 
strong feelings of loyalty, reciprocity, and solidar-
ity among members of the same family. 
Considered one of the most important cultural 
values among Latinos, it entails a strong value to 
close relationships, interdependence, cohesive-
ness, and cooperation among family members 
(Santiago-Rivera, Arredondo, & Gallardo-
Cooper, 2002). Familismo can be a source of sup-
port during times of crisis (Santiago- Rivera et al., 
2002). It is a strong sense of identification with 
and loyalty to nuclear and extended family, and it 
includes a sense of protection of familial honor, 
respect, and cooperation among family members. 
Through these values, individuals place their fam-
ily’s needs over their own personal desires and 
choices.

Familismo is consistent with the collectivistic 
orientation typical of Latino cultures. A 
collectivist culture values the needs of a group or 
a community over the needs of the individual, 
wherein kinship, family, and community are 
extremely important (Hui & Triandis, 1986). In 
these instances, people’s tendency to work 
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together to create harmony and group cohesion is 
extremely valued. In collectivist cultures, most 
people’s social behavior is largely determined by 
goals, attitudes, and values that are shared 
with some collectivity (group of persons) 
(Triandis, 1988).

The collectivistic traditional family welcomes 
the support of friends or outside members after 
they have been “legitimized” as part of the fam-
ily. For example, a close family friend may be 
considered as a relative and even addressed as an 
“uncle” or “aunt” who participates as a family 
member in the caregiving role. Latino families 
may welcome a caregiver system in which vari-
ous family members participate in the caretak-
ing, and family members will “take turns” in 
caregiving based on flexibility and availability. 
The family members may give emotional sup-
port and advice to a burdened caretaker. They 
also may encourage the affected relative in the 
help- seeking process from either formal (e.g., 
primary care or mental health care) or informal 
sources (e.g., “curanderismo,” i.e., an ethnomed-
ical healer) (Ostir, Eschbach, Markides, & 
Goodwin, 2003).

Familismo may also reduce depression among 
caregivers. A recent study explored the role of 
familismo as a motivator among Latino caregiv-
ers to provide support (Villalobos & Bridges, 
2016). The results indicated that familismo was 
predictive of emotional support among caregiv-
ers and reduced depression (Villalobos & 
Bridges, 2016). To some extent, this shared care-
giving may reduce the burden placed upon one 
member only and serve as a buffer to the caregiv-
ing burden.

While familismo has shown to correlate with 
lesser burden in USA Latino caregivers, thus 
denoting the importance of specific cultural 
contexts influencing dementia caregiving in 
Latinos (Losada et  al., 2006; Villalobos & 
Bridges, 2016), other studies have found 
familismo to be inversely associated with 
perceived social support among Latino dementia 
caregivers (Robinson-Shurgot & Knight, 2005). 
The same study found no significant effects in 
caretaker burden and was positively correlated 
with distress (Robinson-Shurgot & Knight, 

2005). Acculturation to Western values of 
individualism was given as a potential explanation 
in a previous study with similar results (Knight 
et  al., 2002). Familism can also be a source of 
distress when the family is not able to adequately 
care for an impaired older adult, there is failure to 
seek help from outsiders (such as specialized 
professionals), and there is an expectation of 
support from family and extended family 
(Gallagher-Thompson et  al., 2003). Further 
studies are needed in this area to better under-
stand these mixed research findings.

 Latino Gender Roles Defined

Marianismo is a Latino gender role that may help 
explain the increase in Latina dementia caregiv-
ers as compared to male Latino caregivers. 
Marianismo was first defined by Stevens (1973a, 
1973b) as the devotional following to a belief of 
female spiritual superiority which teaches that 
women are semidivine and morally superior to 
and spiritually stronger than men but also sub-
missive to men. A more contemporary definition 
states that marianismo is a strong or exaggerated 
sense of traditional femininity, especially in some 
Latin American cultures, placing increased value 
on forbearance, self- sacrifice, nurturance, and the 
limiting of sex to marriage (Gil & Vazquez, 
2002).

According to Gil and Vazquez (2002), Latinas 
with a strong sense of marianismo follow 
traditional mandates that they call the Marianista’s 
Ten Commandments. Among these ten 
commandments are (1) do not forsake tradition, 
(2) do not place one’s own needs first, (3) do not 
ask for help, (4) do not discuss personal problems 
outside the home, and (5) do not change those 
things which make one unhappy (i.e., that, 
realistically, one cannot change). A Latina 
following these culturally traditional marianista 
mandates may feel compelled to take care of the 
loved one in unconditional, self-sacrificing ways, 
without “complaining” to others about what is 
happening with the ill family member. She may 
also disregard considering self-care, as this would 
be putting her needs first. In a study exploring 
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how women of Mexican origin conceptualized 
caregiving as a construct in terms of cultural 
beliefs, social norms, role functioning, and 
familial obligations, it was found that the majority 
of all caregivers had similar views about 
caregiving as an undertaking by choice, and 
almost all caregivers engaged in self-sacrificing 
actions to fulfill the marianismo role (Mendez- 
Luck & Anthony, 2016).

The expectation is that Latinas should take on 
the primary caregiver responsibility (Borrayo, 
Goldwaser, Vacha-Haase, & Hepburn, 2007). 
Although marianismo may provide caregiving 
relief to other family members, it is also likely to 
place an unequal burden on Latina caregivers. 
Such expectations are based on the cultural norm 
that women should be self-sacrificing and 
nurturing (marianismo) and thus not perceive 
caregiving as a burden (Borrayo et al., 2007; Zea, 
Quezada, & Belgrave, 1994). Even when the care 
is burdensome, the expectation will be that she 
can and must manage. This outlook may begin to 
explain why increased symptoms of depression 
are found among Latina caregivers (Adams, 
Aranda, Kemp, & Takagi, 2002; Jezzini, 2013; 
Polich & Gallagher-Thompson, 1997).

Machismo is interrelated with marianismo 
and is associated with the perception of the man 
as provider and protector of the family (Santiago- 
Rivera et  al., 2002). A summary of the 
understanding of machismo from various 
perspectives, including historical, ethical, and 
contemporary, is described elsewhere (see 
Adames & Chavez-Dueñas, 2017). Machismo is 
not limited to positive attributes only. It has also 
been associated with negative behaviors, such as 
authoritarianism, emotional restriction, and being 
controlling (Torres, Solberg, & Carlstrom, 2002).

Although Latinas tend to assume the caretaker 
role more often, at times, Latinos assume the 
role. However, the influence of men in the 
caregiver role has not been as carefully 
considered. In a case study exploring the lived 
experience of male Latino caregivers of an ill 
female family member, the men expressed close 
family bonds and the desire to emotionally 
protect one another (Broeckelmann, 2015). 
Additionally, the Latino men found challenges in 

areas that were foreign to their traditional male 
role such as having to cook, clean, and do the 
dishes, among other chores. The findings 
indicated that male Latino family caregivers can 
meet role challenges with a sense of responsibility 
and find increased family strength from the 
experience (Broeckelmann, 2015). These findings 
suggest that the male traits of provider and 
protector of the family may facilitate the caretaker 
role among Latinos.

 Other Key Latino Cultural Elements

Another relevant cultural element among Latino 
caregivers and their caregiver burden is 
acculturation. Acculturation, defined as “changes 
in original cultural patterns that occur as a result 
of ongoing contact among groups of individuals 
with different cultures” (Chun, Organista, & 
Marin, 2003, p. xxxiii), has an impact on the 
Latino immigrant dementia caregiver. The less 
acculturated the individual, the stronger the 
person adheres to traditional cultural values 
(Chun et al., 2003). This adherence can increase 
the tendency of a traditional caregiver to care for 
the loved one following customary and 
conventional modes. Additionally, less 
acculturated caregivers confront increased 
language barriers and limited access to care 
which are contributing factors to increased 
depression (Pinquart & Sörensen, Pinquart & 
Sörensen, 2005). Lower levels of acculturation 
are associated with limited English language 
proficiency and increasing barriers to access of 
mental health care (DuBard & Gizlice, 2008; 
Kirmayer et al., 2010).

Acculturation has an influence on gender 
roles, which also affects the Latinos’ caregiver 
burden. Studies suggest that a caretaker’s gender 
is the most important characteristic in determining 
the caregiving role, with females taking on this 
role more often as compared to males (Harwood 
et al., 2000; Torti Jr., Gwyther, Reed, Friedman, 
& Schulman, 2004). Among less acculturated, 
traditional Latinos, females are most likely to 
care for their parents or other family members 
(Harwood et al., 2000). Similarly, if blood-related 
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females are unavailable, daughters-in-law are 
more likely to provide such care (Henderson & 
Gutierrez-Mayka, 1992). Additionally, in the 
Latino community, family members do not see 
nursing homes as an alternative due to lack of 
connection to existing services, language barriers, 
and strong cultural beliefs that elders are not to 
be separated from their loved ones when needed 
most. Instead, daughters are expected to become 
the primary caregivers (Crist, 2002). Another 
barrier to Latino caregivers’ access to nursing 
homes and other services available in the 
community is the stigma associated with mental 
illness, in part due to a lack of knowledge 
regarding mental health disorders and treatments 
among the Latino communities. Studies have 
described this association between the stigma of 
mental illness and reduced access to care (Interian 
et al., 2010; Keyes et al., 2012).

Understanding the Latino culture and how the 
many cultural elements may support or hinder the 
well-being of dementia caregivers are 
fundamental steps for the provision of mental 
health care and for appropriate interventions for 
this population. Given that much of the caregiving 
process occurs within the context of the family 
system (Family Caregiver Alliance, 2015), the 
next section of this chapter will consider General 
Systems Theory and its relationship to Latino 
families, as well as a discussion of other related 
and applicable theoretical models. General 
Systems Theory provides a theoretical 
understanding consistent with the Latino 
collectivist worldview orientation. The theory 
will also be discussed in the context of culturally 
congruent mental health interventions that are 
available to support Latino caregivers and 
Latinos’ experience of caregiving burden, grief, 
and depression.

 General Systems Theory as Applied 
to Latino Caregiving Burden

The construct of family plays a vital role in 
Latino communities (Arredondo, Gallardo- 
Cooper, Delgado-Romero, & Zapata, 2014), 
especially when a family member has dementia 

(National Alliance for Caregiving and Evercare, 
2008). To further understand this intersection, 
this portion of this chapter provides an overview 
of General Systems Theory and considers its 
application to Latino families affected by 
dementia. General Systems Theory was 
introduced by biologist Ludwig von Bertalanffy 
in the late 1920s and later adopted by family 
therapists to understand the intricacies of familial 
functioning (Goldenberg & Goldenberg, 2013). 
Within a General Systems framework, families 
are acknowledged as complex entities defined by 
interrelated relationships that are guided by the 
concepts of organization and wholeness 
(Goldenberg & Goldenberg, 2013).

A major premise of General Systems Theory 
is an understanding that the “whole” cannot be 
simply reduced to the sum of its parts, given that 
there must be accounting of the multiple and 
synergistic forces that interact and inform a 
family’s functioning. In other words, in most 
families, there are typically several members 
involved, and their interactions inform one 
another in a dynamic manner so that the 
by-product of these interactions is multiplicative, 
rather than summative. These notions are 
especially true for Latino families where kinship 
extends beyond the traditional nuclear family to 
include extended family and close friends (e.g., 
godparents, in Spanish padrinos and madrinas) 
and spiritual leaders (Arredondo et al., 2014).

Additionally, a family’s functioning is typi-
cally defined and maintained by family rules that 
are usually unspoken and that help regulate 
familial transactions and preserve stability, 
commonly understood as “homeostasis” 
(Goldenberg & Goldenberg, 2013). As previously 
outlined, within Latino families, these rules are 
often informed by relevant cultural values (e.g., 
collectivism, familismo, and marianismo) as well 
as other family dynamics (e.g., family secrets). 
Essentially, these cultural values and dynamics 
play a key role in the psychological functioning 
of Latino families. For example, unspoken family 
rules that are guided by cultural values in more 
traditional Latino families may include the 
following: “The family’s needs come before the 
individual’s needs”; “As a female, please handle 
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the caretaking duties without protest”; “Papi’s 
(Dad’s) dementia is a private matter”; “This 
matter needs to be handled exclusively by the 
family.”

A critical component of General Systems 
Theory is the awareness of “subsystems.” 
Subsystems are parts of the greater system that are 
responsible for particular familial tasks or pro-
cesses (Goldenberg & Goldenberg, 2013). 
Essentially, family functions are generally com-
pleted by subsystems, which are divisions within 
the family, such as the spousal, parental, and sib-
ling subsystems. For example, in a Latino family 
affected by dementia, the two eldest children may 
be placed in the decision-making role. In Latino 
families, there may be additional subsystems that 
assist with familial functions, such as madrinas 
and padrinos (i.e., godparents/close friends) or 
members of the church community (Falicov, 
2014). In essence, when a family encounters a 
challenge such as dementia, it utilizes its subsys-
tems and its related rules to address the challenge 
and return to a state of “equilibrium,” given that a 
family member with dementia has the power of a 
disruptive force to the family’s previous status 
quo. Families that are considered “open” in 
General Systems Theory allow for influences out-
side of the family to affect its rules, thereby per-
mitting for change and promoting flexibility. 
Fundamentally, these processes promote “discon-
tinuity” or “incoherence,” which eventually allows 
for a new homeostasis to be achieved at a more 
advanced level. For example, new information 
introduced to the family through its openness may 
lead to better communication or problem-solving. 
Conversely, families that are deemed “closed” pre-
clude outside forces from informing its infrastruc-
ture, possibly leading to familial deterioration or 
distress (Goldenberg & Goldenberg, 2013). These 
processes will be informed by the family’s cultural 
values, level of acculturation, and other factors in 
their background (e.g., support, strengths, previ-
ous dysfunction).

Depending on the Latina/o caregiver’s back-
ground, these processes can play out in various 
ways. For example, the caregiver’s cultural  values 

may guide them to keep the dementia diagnosis a 
“secret,” thus preventing external input and keep-
ing the family system closed to potential support. 
However, the caregiver’s connections to extended 
systems may mediate this process and allow out-
side forces to inform the dementia management 
process. Practitioners who interface with Latino 
families to address the concerns of dementia will 
want to consider these dynamics in their formal 
assessment processes with Latino caregivers and 
their families in order to ensure their interven-
tions are appropriately planned.

Additionally, families are also a subsystem to 
a broader system, i.e., a framework embedded in 
Ecological Systems Theory (Boyd-Franklin, 
2006; Bronfenbrenner, 1977; Falicov, 2014). 
This theory espouses that individuals develop in a 
series of dynamic and interlocking subsystems, 
including a microsystem (e.g., families, schools), 
a mesosystem (i.e., the interaction of 
microsystems), an exosystem (e.g., neighborhood, 
school board, local government), and a 
macrosystem (e.g., laws, cultural norms, federal 
government). Scholars have also posited that 
families are sociocultural units that are 
simultaneously influenced by several cultural 
factors, such as race and ethnicity (Boyd- 
Franklin, 2006; Hays, 2008; McGoldrick, 
Giordano, & Pearce, 2005). Additionally, 
Falicov’s (2014) Multidimensional Ecosystemic 
Comparative Approach (MECA) aptly illustrates 
how ecological forces such as poverty, racism, 
the church, and neighborhoods, along with 
cultural variables including race, ethnicity, 
nationality, and language, can all affect the 
development and functioning of Latino families. 
As interventionists consider dementia’s impact 
on a family and the related caregivers, there is a 
need to appreciate the complexity of these 
significant interweaving forces to ensure a deeper 
understanding of the family’s presenting concerns 
and background. The cumulative understanding 
will guide the formulation and treatment process, 
helping to ensure an optimal outcome for all 
relevant stakeholders  – the patient, the 
caretaker(s), and the family.
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In summary, General Systems Theory and 
Ecological Systems Theory help to provide an 
understanding of the context in which Latino 
families and caregivers exist and function. 
These frameworks allow interventionists to con-
ceptualize the dimensions that prevent or exacer-
bate caregiver burden in Latino families. The 
next section considers interventions that may 
assist families and caregivers with the challenges 
of caring for a Latino family member with 
dementia.

 Family and Caregiver-Based 
Interventions

Dementia is a disease that may affect the entire 
family, as some family members are often 
intricately involved in the treatment process 
(Gonyea, López, & Velásquez, 2016). Specifically, 
the National Alliance for Caregiving and Evercare 
(2008) has observed that caregivers are a critical 
part of the dementia management team. They are 
typically charged with three major duties: (a) 
communicating information about the disease to 
the patient, (b) implementing and monitoring the 
treatment plan, and (c) communicating progress 
and concerns to the treating physicians (Albert, 
1999). Given the deleterious impact that this role 
has on caregivers and families, researchers have 
turned their attention to these entities to learn 
more about their well-being and to ensure they 
receive optimal support as they engage in their 
critical and, at times, taxing functions. This 
section considers family-based interventions and 
individual and group-based interventions, as well 
as other factors that affect the treatment process. 
Interventionists are encouraged to bear in mind 
that Latina/os and their families all have their 
own unique backgrounds informed by the 
previously discussed cultural values, acculturation 
level, family interactions, etc. and that 
consideration of these variables is key to the 
appropriate conceptualization and planning of 
treatment.

 Latino Family-Based Interventions

While measuring quality of life factors in indi-
viduals afflicted by a disorder and those who care 
for these individuals is common, few studies con-
sider the quality of life of families in aggregate 
(Ducharme & Geldmacher, 2011). Given the 
importance of familismo in Latino families, this 
effort to do so holds great appeal. As noted 
earlier, grief and loss are common occurrences in 
families managing dementia. According to Walsh 
and McGoldrick (2004), “Secrecy, myths and 
taboos surrounding the loss interfere with 
mastery. When communication is blocked, the 
unspeakable is more likely to be expressed 
in dysfunctional symptoms or destructive behav-
iors” (p. 17).

When possible, it is preferred that interven-
tionists be proactive and engage in preventative 
efforts with families to assist them in addressing 
concerns associated with grieving and the care-
giving process (Lichtenthal & Kissane, 2008). To 
assist families and promote effective and sound 
communication and problem- solving, an adapta-
tion of Kissane’s (2000) Family Focused Grief 
Therapy (FFGT) model may be useful. Having 
emerged from the palliative care arena, this 
research-based preventative model may have 
great utility for Latino families grappling with 
dementia. The model encourages early interven-
tion; provides families with education on the 
grieving, death, and dying process; places an 
emphasis on family strengths; promotes embrac-
ing diverse perspectives; facilitates open commu-
nication and the establishment of goals; and 
guides the problem- solving as well as the deci-
sion-making processes. The model stresses that 
interventionists must be mindful of cultural fac-
tors, especially the group’s cultural values, when 
adapting and adopting this framework.

Another family-based intervention utilizes a 
structural family framework to evaluate the role 
of family functioning on the stress process of 
caregivers. A representative study involved the 
families of 181 caregivers, wherein 97 were of 
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Cuban descent (Mitrani et al., 2006). The study 
revealed that family functioning concerns 
contributed to the stress and burden levels of 
caregivers. The authors concluded that family 
therapists should consider adopting a structural 
family approach with families affected by 
dementia. Specifically, interventions should 
facilitate family cohesion by designing 
“homework” that engages the caregivers in 
family activities and providing guidance around 
conflict resolution. In addition, the “homework” 
would encourage expressions of affection and 
levity and would assist in the reduction of anger 
or negativity toward the individual with dementia. 
An example of the assessment of family 
interactional patterns, in case study format, 
highlights how the patterns can cause or alleviate 
burden (Mitrani & Czaja, 2000). Since the study 
focused primarily on Cuban families, adaptions 
may be necessary for Latino families who 
originate from other Latin countries.

 Individual Interventions: Cognitive- 
Behavioral Therapy (CBT)

In addition to family-based interventions, another 
common and effective treatment approach 
available for Latinos includes Cognitive- 
Behavioral Therapy (Benuto & O’Donohue, 
2015; Pineros-Leano, Liechty, & Piedra, 2017). 
This therapy provides a combination of strategies, 
including education, skill-building, cognitive 
restructuring, and behavior activation (Craske, 
2010). Caregivers and families utilize a number 
of belief systems, informed by cultural values, 
family rules, and personal dispositions, to guide 
their behavior. At times, these variables may lead 
to optimal functioning; at other times, they may 
lead to maladaptive functioning. Through 
Cognitive-Behavioral Therapy, caregivers and 
families are afforded the opportunity to examine 
their beliefs and worldviews and adjust them 
accordingly to ensure optimal functioning 
(Goldenberg & Goldenberg, 2013). What follows 

are individually based CBT interventions that 
have been found to be effective with caregivers.

Belle et al. (2006) evaluated the efficacy of a 
comprehensive, randomized, controlled 
intervention that was the first to include several 
ethnic groups (i.e., Euro-Americans, Latinos, and 
African-Americans). The intervention integrated 
a cognitive-behavioral approach that included 
“providing caregivers with education, skills to 
manage troublesome care recipient behaviors, 
social support, cognitive strategies for reframing 
negative emotional responses, and strategies for 
enhancing healthy behaviors and managing 
stress” (p. 730). While not made explicit in their 
implications, from a General Systems perspective, 
it could be surmised that improved functioning 
for the caretaker can enhance the family’s overall 
positive functioning (Mitrani et al., 2006).

In examining Latino caregivers, Gallagher- 
Thompson et al. (2015) evaluated the effectiveness 
of an innovative approach involving a 
“fotonovela” to help Latino caregivers learn 
about the caregiving process while learning 
effective strategies for managing related stressful 
situations. As described by the researchers, “This 
newly created 20-page ‘picture book’ (in Spanish 
and English) has a dramatic story line where 
Latino(a) actors depict specific challenging 
scenes designed to illustrate key skills for 
managing difficult behaviors, using adaptive 
coping strategies, asking for help from other 
family members, and managing stress” (p. 149).

When compared to the control group who 
reviewed standard informational pamphlets, the 
fotonovela “picture book” group reported less 
depressive symptoms, reported reading and refer-
ring to the fotonovela with greater frequency, and 
found the book more helpful. However, the inter-
vention did not seem to influence how the caregiv-
ers responded to behavioral problems. This 
cost-effective and culturally tailored intervention 
may have great utility for individuals with low lit-
eracy levels. Since most of the participants were 
of Mexican descent, it is possible that adaptations 
may be necessary for the applicability to Latino 
subgroups, e.g., Cubans, Puerto Ricans, etc.
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 Group Interventions: Cognitive- 
Behavioral Therapy (CBT)

Another variation of CBT involves shifting the 
treatment modality from individual-based 
therapy to group-based therapy. To this end, 
Gallagher-Thomson, Arean, Rivera, and 
Thompson (2001) explored the feasibility of 
providing a group-based, culturally adapted, 
psychoeducation intervention for Latino 
caregivers. The eight-week pilot intervention 
provided cognitive-behavioral skills to 73 Latino 
caregivers in the San Francisco Bay Area. The 
intervention focused on the frustration and anger 
that is typically associated with caregiving 
practices. After treatment, participants in the 
intervention group reported fewer depressive 
symptoms than those participants, while those in 
the waiting list group reported slightly higher 
depressive symptoms. Additionally, more 
individuals in the intervention group reported 
greater mastery over their angry feelings in the 
post-interviews than their waiting list 
counterparts. While the pilot study did not 
include random assignment or a follow-up 
component, these preliminary findings with 
Latino caregivers suggest that psychoeducation 
in a culturally adapted and supportive environment 
can help decrease depression and facilitate skill 
acquisition.

Arango-Lasprilla et  al. (2014) examined the 
effectiveness of a group, cognitive-behavioral, 
caregiver intervention in Latin America. While 
the intervention was designed for caregivers in 
Cali, Colombia, it may have some relevance for 
first-generation, foreign-born Latinos living in 
the USA.  Utilizing a culturally adapted 
intervention, the authors provided the 
experimental group with cognitive strategies 
(i.e., thought monitoring and restructuring) and 
behavioral strategies (e.g., relaxation and 
assertiveness training) which focused on the 
negative feelings associated with caregiving (e.g., 
anger, frustration). When compared to the control 
group who completed an educational program, 
the intervention group reported greater levels of 
life satisfaction and lower levels of depression 

and caregiver burden. However, no differences in 
stress levels were detected between the groups. 
The cultural adaptation and the group format 
make this intervention especially appealing for 
Latino caregivers, as it considers the unique 
cultural variables of this particular subgroup and 
embraces the collectivistic nature of Latinos, in 
general. Special attention will need to be given to 
adapting the intervention for Latino caregivers in 
the USA.

Finally, Gonyea et al. (2016) evaluated a cul-
turally congruent, CBT group intervention for 
Latino Alzheimer’s caregivers. In addition to 
receiving linguistically compatible groups 
facilitated by culturally competent therapists, the 
treatment group (n = 33), also known as Círculo 
de Cuidado (Circle of Care), engaged in 
traditional CBT activities, such as behavior 
activation, problem-solving, and relaxation 
exercises, while the control group (n  =  34) 
participated primarily in educational activities, 
including education about Alzheimer’s disease, 
communicating with health-care professionals, 
and addressing safety concerns. Compared to the 
control group, participants in the CBT group 
“reported lower neuropsychiatric symptoms in 
their relative, less caregiver distress about 
neuropsychiatric symptoms, a greater sense of 
caregiver self-efficacy, and less depressive 
symptoms over time” (p.  292). In addition to 
addressing the traditional areas of care (e.g., 
stress, depression, skills), this intervention also 
focused on neuropsychiatric symptom 
management (agitation, apathy, depression, and 
hallucinations) and related disruptive behaviors 
(wandering, verbal assaults)  – symptoms that 
caregivers often find challenging. The majority of 
the participants were of Dominican or Puerto 
Rican descent; thus, adaptations may be necessary 
for other Latino groups.

 Other Treatment Factors

In addition to the formal services described 
above, some Latino families and caregivers may 
seek and utilize informal and/or nontraditional 
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support services in times of distress due to both 
cultural factors (Rogler & Hollingshead, 1985; 
Rogler, Malgady, & Rodriguez, 1989) and 
structural inequity concerns (Alegría et al., 2002). 
As described by Alternative Resource Theory 
(Rogler & Hollingshead, 1985; Rogler et  al., 
1989), individuals or ethnic minority groups who 
are in distress may use informal support and/or 
familiar social entities to resolve their problems 
rather than formal social supports (e.g., mental 
health agencies). For example, some Latinos may 
address their emotional distress or mental health 
concerns through close friends (Keefe, Padilla, & 
Carlos, 1979, spiritual leaders (Kane & Williams, 
2000) or indigenous/folk-healing practices 
(Loera, Muñoz, Nott, & Sandefur, 2009). Again, 
cultural values such as familismo or cultural 
processes like acculturation may mediate these 
aforementioned practices with Latino families. 
For example, Villatoro, Morales, and Mays 
(2014) found that higher levels of behavioral 
familismo in Latinos were associated with 
greater  use of informal support services. They 
concluded, “…the underutilization of mental 
health services…may result from the resource-
fulness of supportive familial and social networks 
that help with the coping of emotional distress” 
(p. 354).

Conversely, Barrier Theory espouses that 
institutional and cultural obstacles may prevent 
Latinos from accessing or utilizing services 
(Kouyoumdjian, Zamboanga, & Hansen, 2003). 
Specifically, Alegría et al. (2002) found that some 
Latinos tend to underutilize specialty mental 
health services due to linguistic barriers, restricted 
access to Medicaid specialty services, differences 
in mental health problems detection, and subpar 
mental health services. Moreover, Cho, Kim, and 
Velez-Ortiz (2014) note that gender, education 
level, nativity status, and insurance eligibility 
may all serve as barriers to utilization, while 
Interian, Martinez, Guarnaccia, Vega, and 
Escobar (2007) note that mental health stigma 
may also lead to underutilization.

At times, families may need to consider plac-
ing their loved ones in a nursing home for more 
appropriate care. Gaugler, Kane, Kane, and 
Newcomer (2006) assert that Latino families 

struggle considerably with this decision, as it is 
antithetical to many of their cultural values 
(e.g.,  familismo and collectivism). Nonetheless, 
institutionalization is a necessary consideration 
for some families. Gaugler et al. (2006) identified 
the predictors that led to Latinos being placed a 
nursing home. Through event history analyses, 
they considered the context of care, cognitive 
functioning, caregiver stress and depression, and 
caregiving resources in 324 Latinos across eight 
catchment areas in the USA. Interestingly, within 
the Latino subsample, individuals with cognitive 
impairment and who lived with their caregivers 
in Florida were less likely to be placed in a 
nursing home, while those across the USA who 
were Medicaid eligible were almost four times 
more likely to be placed in a nursing home. 
Additionally, the likelihood of placement was 
increased if the caregiver that provided more 
hourly assistance to the care recipient was 
depressed and employed more adult day services. 
These findings emphasize the importance of 
within-group differences (e.g., Cubans vs. other 
Latinos), regional differences (Florida vs. other 
states), and cultural values that promote the 
utilization and support of family and other 
informal support services (e.g., familismo, 
collectivism).

 Closing Remarks

Dementia is a disease that can affect the entire 
Latino family, especially relatives involved in the 
direct care of the affected family member, 
commonly referred to as caregivers. Specifically, 
family members involved in the management of 
the disease can be taxed by their responsibilities, 
thus experiencing dementia caregiver burden. 
This burden is often associated with grief, loss, 
and depression. Additionally, the caregiving 
process is often informed by a number of factors 
including the Latino family’s cultural values, the 
family’s acculturation history, and the family 
interactional patterns. To address caregiver 
burden, there are both effective preventative and 
treatment interventions available to assist care-
givers and families affected by dementia  
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and the related grief, loss, and depression. 
Interventionists are encouraged to consider the 
following recommendations as they contemplate 
the most appropriate course of action for 
managing the grief, loss, and depression often 
associated with caregiver burden:

• The term Latino is an umbrella term used to 
describe a very heterogeneous group, 
encompassing people from more than 20 
countries in Latin America with different 
colonization histories, migration patterns, 
sociopolitical histories, etc. Interventionists 
must consider the Latino caregiver and 
family’s overall ethnic background and 
appropriately adapt the treatment approach to 
meet the specific needs of the respective 
participants.

• The acculturation process, cultural values, and 
familial interaction patterns play key roles in 
the psychological functioning and distress of 
caregivers and their families. Interventionists 
need to accurately assess these factors as they 
provide their services.

• While there are several interventions available 
to Latino caregivers and their families, a “one- 
size- fits-all” approach is not advised when 
addressing caregiver burden and the related 
stress, grief, and depression. Interventions 
must consider personal, familial, and cultural 
factors and adapt their service plan 
accordingly.
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Abstract
The increase of the elder population in Mexico 
has led to a growth in individuals with chronic 
diseases among which the dementias stand out. 
Approximately 800,000 people in Mexico have 
some form of dementia, a figure that will triple 
in the next 30 years. The accelerated process of 
aging of the population that has occurred in the 
past years has led to the need by the health sys-
tem to prioritize the timely diagnosis of degen-
erative diseases including dementia, leaving the 
intervention in the background and oriented 
exclusively to the family as an instrument for 
the application of treatments. In a context of 
great social inequalities and economic con-
straints, the family must cope with the multiple 
manifestations of dementia related to the pro-
gressive deterioration of cognitive functions, 
within which the behavioral and psychiatric 

symptoms occupy a predominant place because 
of their negative effect on the patient’s health 
and on the mental health of the caregiver. The 
lack of access to nursing homes and related 
facilities, in-home registered nurses and home 
health aides, and other home- and community-
based services in Mexico leaves the manage-
ment of behavioral and psychiatric symptoms 
of dementia in the hands of families and care-
givers who accomplish the caring process in 
highly disadvantaged contexts.

Introduction

Currently, there are 13 million adults 60 years of 
age or older living in Mexico (INEGI, 2014). 
While the Mexican life expectancy at birth is 
72 years for men and 78 years for women, healthy 
life expectancy for both sexes is reduced to 
66 years, suggesting that Mexican elders live in 
poor health conditions during their last years of 
life. Diseases that frequently present during aging 
and that are main causes of death include demen-
tia, diabetes, heart disease, and stroke (Gutiérrez 
Robledo & Arrieta Cruz, 2014). Reported preva-
lence rates for dementia range between 6% and 
8% (Mejia-Arango & Gutierrez, 2011). Age- and 
sex-specific rates indicate increasing prevalence 
with age and higher prevalence in women; the 
group with the highest educational level had the 
lowest prevalence. Hypertension and diabetes 
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were the two vascular risk factors along with 
depression that demonstrated an increased risk of 
dementia (Mejia-Arango & Gutierrez, 2011).

The projections are that there will be 3.5 
 million elderly people affected by dementia by 
2050 in Mexico; this will have a major impact on 
the overall health-care system of the country 
(Gutiérrez Robledo & Arrieta Cruz, 2014). 
Multimorbidity, social disadvantage, and limited 
access to health-care systems characterize the 
elder population living in Mexico. Regarding 
dementia care in Mexico, low levels of awareness 
and training of health-care staff contribute to low 
rates of diagnosis, and for those who are diag-
nosed, the lack of professional knowledge about 
treatment and care options may also deny people 
access to post-diagnostic care, treatment, and 
support (Prince, Comas-Herrera, Knapp, 
Guerchet, & Karagiannidou, 2016).

When we consider dementia, the first manifes-
tations that come to mind are those symptoms 
related to cognitive deterioration including loss 
of memory, inability to recognize places and 
faces, and language difficulties. But the bigger 
challenge is often the Behavioral and 
Psychological Symptoms of Dementia (BPSD). 
The International Psychogeriatrics Association 
defined these as “symptoms of disturbed percep-
tion, thought content, mood, or behavior that fre-
quently occur in patients with dementia” (Finkel, 
e Silva, Cohen, Miller, & Sartorius, 1997). These 
symptoms include depression, psychosis, and 
aggression, wandering or walking/getting lost, 
agitation, apathy, and emotional distress. 
Although BPSD are present in 90% of the cases 
of dementia at any given point in the duration of 
their illness, the frequency of BPSD vary among 
the different types of dementia and over the 
course of the disease. While some symptoms can 
be more often recognized in some types of 
dementia such as the frontotemporal type, the 
clinical presentation has wide variation (Kar, 
2009; Savva et al., 2009). However, BPSD are a 
major source of significant distress to individuals 
suffering dementia. Patients subjectively experi-
ence changes in emotions, perceptions, thought 
content, and motor function against a backdrop 
of impaired cognitive state and ineffective com-

munication which undermine the individual’s 
usual psychological capacities to adequately 
respond to everyday demands. BPSD can be 
understood as ineffective attempts of the demen-
tia patient to cope with environmental and physi-
ological stress factors. The purpose of this chapter 
is to describe the conditions that characterize 
Mexican elders with dementia in Mexico and 
their caring system. To accomplish this goal, we 
present evidence from different studies based on 
the Mexican population and some theoretical 
background that provides for an understanding of 
the results of the studies.

 Prevalence of BPSD in Latinos

The most prevalent BPSD are apathy, depression, 
irritability, agitation, and anxiety. Of the most 
prevalent symptoms, apathy is often the first 
reported by caregivers. However, the coexistence 
of symptoms is a predominant feature in demen-
tia. During the course of the disease, 50% of 
patients may present at least four symptoms 
simultaneously (Frisoni et  al., 1999). 
Consequences of BPSD are disturbed sleep, 
fatigue, increased risk of falls, accidental inju-
ries, inadequate nutrition which produce high 
levels of burden for the caregivers, and increased 
use of health-care resources in patients with 
BPSD ending, most of the time, in institutional-
ization. The relationship between BPSD and 
level of cognitive impairment is not always lin-
ear, while apathy increases with cognitive 
decline. Higher prevalence rates of BPSD are 
observed in the middle stages of dementia, with a 
reduction during the last years (Lövheim, 
Sandman, Kallin, Karlsson, & Gustafson, 2006).

Much research on BPSD has been undertaken 
in the developed world, while the strongest evi-
dence of BPSD in low- and middle-income coun-
tries come from the 10/66 Dementia Research 
Group (Prince, 2000). The study gathered infor-
mation from 14 sites in Latin America, including 
Mexico, along with four in India, two in China, 
one in Taiwan, and one in Africa. Data on BPSD 
was collected through an interview with the care-
giver (Ferri, Ames, & Prince, 2004). Nearly 80% 
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of the individuals with dementia were reported 
by their caregivers to have BPSD.  Latin 
Americans ranked between Chinese participants 
who presented the fewest symptoms and those 
from India who presented the highest symptoms. 
However, Latin Americans had the highest preva-
lence rate in each of the three most frequent psy-
chiatric syndromes (i.e., schizophreniform/
paranoid psychosis, depression, anxiety), with 
depression being the highest (51%). When com-
pared to non-Hispanic Whites, Latinos with 
dementia living in the USA have also shown 
higher rates of neuropsychiatric symptoms, with 
depression being the most common (Hinton, 
Tomaszewski Farias, & Wegelin, 2008), and a 
strong association between the presence of neu-
ropsychiatric symptoms in the patient and depres-
sion in the caregiver has been reported (Hinton, 
Chambers, Velásquez, Gonzalez, & Haan, 2006; 
Hinton, Haan, Geller, & Mungas, 2003).

These results are compelling evidence of the 
social and health conditions in which aging, 
dementia, and caregiving are taking place among 
Hispanics living in their own countries or as an 
ethnic minority group living in the USA, both of 
which have aged under economic hardship condi-
tions and health disparities that have a cumulative 
effect on their physical, cognitive, psychological, 
and social functioning, thus increasing the burden 
of disease. As the 10/66 study highlights, the expe-
rience of dementia in the developing world, espe-
cially in Latin America, is distressing for a high 
number of affected people (Ferri et al., 2004).

 Data from the Mexican Health 
and Aging Study

In this section, we present data from a group of 
Mexican elders 60  years of age and older that 
participated in the Mexican Health and Aging 
Study (MHAS), a prospective four-wave panel 
study of a nationally representative cohort of 
older Mexican adults (Wong et  al., 2015). The 
individuals included in the following analysis 
participated in wave three (2012) of the study 
through a proxy interview due to limitations (e.g., 
health problems, sensory and motor difficulties, 
or language impairment), which prevented them 

from answering the questions on their own. As 
part of the assessment, proxy informants (usually 
a spouse or an adult child) provided information 
about the participant’s cognitive and functional 
decline, neuropsychiatric symptoms, and medi-
cal history. Based on established cut points for 
cognitive impairment (Jorm, 2000; Mejía-
Arango, Wong & Michaels-Obregón, 2015) and 
functional decline (Mejia-Arango & Gutierrez, 
2011), 1010 individuals were classified as normal 
(71%) or demented (29%).

Elders with dementia were significantly older 
compared to those not demented, 64% were 
female, and 63% did not have a partner mainly 
due to widowhood. Low educational attainment 
is a common characteristic among Mexican 
elders, and in this study’s results, 32% and 38% 
of the subjects in the normal and dementia group, 
respectively, never attended school. The presence 
of other medical diseases is also a prevailing con-
dition in this population. The sum of different 
comorbidities such as hypertension, diabetes, 
heart attack, pulmonary disease, and stroke is 
also frequent among both groups but is signifi-
cantly higher in the elders with dementia, two- 
thirds of which have one or more comorbidities. 
Access to a formal health service existed for 
approximately half of the elders, and although it 
was higher in those classified with dementia, the 
other half of the elders depended on out-of- 
pocket payments or on a less resourceful health 
service such as Seguro Popular.1 Exacerbating 
the situation, results showed that only one-third 
of the participants had a retirement pension, addi-
tional evidence of the economic disadvantage of 
this population (see Table 15.1).

Cognitive and behavioral symptoms were 
common between both groups; however, almost 
91% of the elders with dementia had at least one 
symptom compared to 59% in the normal group. 
Analyzing each of the individual behavioral or 
psychiatric symptoms (see Fig. 15.1), they were 
all significantly higher in the dementia group: 
wandering (40.8% vs. 3.6%), hallucinations 
(43% vs. 6.4%), angry or hostile (58% vs. 36%), 

1 Seguro Popular is a public health insurance that covers a 
wide range of services without co-payments for its 
affiliates.
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Table 15.1 General characteristics of elders with normal cognition and dementia in Mexico

Normal Dementia
P valueN = 716 N = 294

Age, mean (SD) 72.9 (9.3) 81.2 (8.9) 0.0001
Sex
Male 53.2 36.1 0.0001
Female 46.8 63.9
Marital status
Single 4.3 7.1 0.0001
Married 57.5 34.7
Divorced 9.8 9.9
Widowed 28.4 48.3
Education, mean (SD) 3.8 (4.1) 3.2 (3.8) 0.0001
0 32.5 38 0.168
1–6 51.1 49
7 or more 16.4 13
Comorbidities
None 45.6 37.7 0.012
1–2 48.9 52.7
3–5 5.5 9.6
Access to formal health service 50.4 58.2 0.023
Has a retirement pension 24.7 30.1 0.17
Number of psychiatric and behavioral symptoms 1.1 (1.2) 2.7 (1.9) 0.0001
None 41.3 9.3 0.0001
1–2 46.5 43.4
3–4 10.6 25.3
5–7 1.6 22.1

Source: Wong et al. (2015)
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Fig. 15.1 Percentage of behavioral and psychological symptoms in subjects with normal cognition and dementia 
Wong et al. (2015)
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sleep disturbance (58% vs. 39%), dangerous 
behaviors to self or others (20.2% vs. 7.1%), pac-
ing/rocking movements (31.2% vs. 11.3%), and 
paranoid thoughts (22.2% vs. 6.7%). After adjust-
ing for sex and age, logistic regression analysis 
showed that wandering (OR  =  14.67, 95%, CI 
8.46–25.43), hallucinations (OR = 4.5, 95%, CI 
2.81–7.19), pacing/rocking movements 
(OR = 1.61, 95%, CI 1.01–2.56), and angry/hos-
tile (OR  =  1.88, 95%, CI 1.30–2.73) were the 
symptoms highly associated with the presence of 
dementia. The pattern of BPSD found indicated 
that psychiatric symptoms were also present in 
subjects without dementia, which may lead fami-
lies to think that these are a normal part of aging, 
thus further reducing a family’s search for health 
care. On the other hand, wandering, hallucina-
tions, and pacing, all of which were highly preva-
lent among dementia patients, have been 
described as embarrassing behaviors that bring 
shame to the family (Gallagher-Thompson et al., 
2003). The associated stigma they have can cause 
families to mask the symptoms, increasing the 
possibility of socially isolating the patient.

In summary, Mexican individuals with demen-
tia in this study have a high prevalence of BPSD 
(91%). Wandering, hallucinations, pacing, and 
angry behaviors were the most common symp-
toms. This group had a profile of high health and 
economic vulnerability consisting of the follow-
ing: (1) presence of at least one comorbidity in 
60% of the group, (2) low educational attain-
ment, (3) lack of a retirement pension in 70% of 
the group, and (4) no access to formal health ser-
vice in 40% of the group.

 BPSD Interventions and Their 
Applicability to Mexican Culture

Treatment for BPSD has focused on pharmaco-
logical interventions; however, during the last 
several years, there has been a surge toward 
 psychosocial–environmental interventions for 
management of behavioral symptoms. Current 
guidelines recommend non-pharmacological 
interventions as first-line treatment followed by 
the least harmful medication for the shortest time 
possible (Azermai et  al., 2012; Gauthier et  al., 

2010). To understand the basis of non- 
pharmacological interventions, Cohen-Mansfield 
(2001) proposed three theoretical models con-
ceptualizing inappropriate behaviors in demen-
tia, including (1) the unmet needs model refers to 
BPSD as an expression of discomfort and distress 
in the dementia patient due to their biological, 
social, and psychological needs that are not 
apparent to the caregiver or that they do not feel 
able to fulfill; (2) the learning and behavioral 
models assume that a different learning experi-
ence is needed to change the behavior, based on 
reinforcement contingencies; and (3) the environ-
mental vulnerability/reduced stress threshold 
model assumes that the dementia process results 
in greater vulnerability to the environment and a 
lower threshold at which stimuli affects behavior. 
The different models are complementary. 
Environmental vulnerability may increase sus-
ceptibility to environmental antecedents and con-
sequences or may produce an unmet need when 
normal levels of stimulation are perceived as 
overstimulation.

Of the theoretical models presented, non- 
pharmacological interventions are recommended 
considering that they address the psychosocial–
environmental underlying reason(s) for the 
behavior; they avoid adverse side effects, drug–
drug interactions, and limited efficacy of drugs; 
and they do not mask the patient’s actual need by 
eliminating the behavior that serves as a signal 
(when medication is efficacious). Specific non- 
pharmacological interventions reported in a sys-
tematic review (Livingston, Johnston, Katona, 
Paton, & Lyketsos, 2005) include reminiscence 
therapy, simulated presence therapy, validation 
therapy, acupuncture, aromatherapy, light ther-
apy, massage/touch, music therapy, Snoezelen 
multisensory stimulation, transcutaneous electri-
cal nerve stimulation, behavior management 
techniques, and other psychosocial interventions 
such as animal-assisted therapy and exercise, 
concluding that behavior management therapies 
appear to have lasting effectiveness for the 
 management of BPSD.  The matter in question, 
however, is the application of these models and 
interventions to the understanding and manage-
ment of behavioral problems in Mexican elders 
with dementia. As discussed in the following 
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text, several conditions of the population such as 
low availability of formal supportive services, 
reliance on family caregivers, high emphasis on 
collectivism (vs. individualism), low levels of 
formal education, strong cultural beliefs, and use 
of religious coping characterize the sociocultural 
context in which Mexican families understand 
and manage their relative’s disease. Given these 
sociocultural conditions, it is unlikely that the 
behavioral symptoms of the patient with demen-
tia will be addressed as an expression of unmet 
needs or explained as a high vulnerability to the 
environment or that the patient requires a new 
learning experience to be solved. Moreover, spe-
cialized interventions guided by so many differ-
ent approaches are incongruent with Mexican 
cultural context. A broader, social contextual 
framework with culturally sensitive explanations 
and interventions that necessarily goes beyond 
the Cohen models is needed to acknowledge the 
complexity of the caregiving experience and to 
assure a more comprehensive understanding and 
management of the patient’s condition.

 The Dementia Care System 
in Mexico

In countries with sound health and social care 
systems, formal care is provided in the form of 
nursing homes and related facilities, by in-home 
registered nurses and home health aides, and 
other home- and community-based services. 
These care services are paid services and are pro-
vided by health-care institutions or trained 
 individuals. Although private, formal care is 
available in most parts of the country, much of it 
relies on out-of-pocket payments and therefore is 
accessible to only a small percentage of the 
population.

 Formal Support

As in many low- and middle-income countries, in 
Mexico, the lack of long-term care policies and 
inadequate health-care services, combined with 
low levels of health insurance, reduce access to 

health care. The lack of long-term care policies 
implies that social and health services, as well as 
strategies of formal public support of older 
adults, are very few and are divided among dif-
ferent institutions that provide them. Regarding 
health insurance, the percentage of older adults in 
Mexico that are insured has increased, mainly 
after the implementation of Seguro Popular, an 
insurance mechanism offered to those previously 
not insured (i.e., primarily the poor, those in the 
informal market, and the self-employed). Data 
from the Mexican Health and Aging Study 
(MHAS) indicate that while in 2001 49% of men 
and 45% of individuals ages 50 years and older 
reported no health insurance, only 17% of men 
and 14% or women were not insured in 2012 
(Wong et al., 2015). However, issues of quality of 
care and inadequate services still make effective 
access to quality services for older adults an 
important challenge in the country. In addition, 
only a small proportion of older adults have a 
retirement pension. By 2013, only 26.1% of those 
60 years and older received a pension, with this 
percentage approximately doubling for men than 
for women, with 35% and 18.5%, respectively 
(INEGI, 2014). Finally, while private services in 
the form of home-care services or long-term care 
institutions are available, these do not include 
specialized dementia care, nor personnel that is 
trained adequately to provide such specialized 
services. In addition, given their high costs, pri-
vate services remain available only for a very 
small percentage of the total population of older 
adults in Mexico.

 Informal Care

Without formal health or social welfare provi-
sion, services for older people in low- and 
middle- income countries rely heavily on infor-
mal care from families. In Mexico, the family is 
the main source of economic and instrumental 
support for older adults (Angel, Angel, López- 
Ortega, Robledo, & Wallace, 2016). Even when 
and where services are available, families fre-
quently remain unaware of them and are left to 
manage the increasing complexity of dementia 

S. Mejía-Arango et al.



273

care without formal support. Individuals with 
dementia become increasingly dependent on 
informal caregivers, such as their spouses, their 
children, other relatives, or friends. The most 
common types of networks for older people in 
Latin American countries are the family- 
dependent support network and the locally inte-
grated support network (Thiyagarajan, Prince, & 
Webber, 2014) which share the commonality that 
network members do not look for professional 
help or are unaware of it.

Based on Wenger’s (1991) description, the 
family-dependent support network is essentially 
structured around nearby kin ties, close family 
relationships, and few friends and neighbors. A 
shared household with children, or very near but 
separate households, is the base for this network. 
High standards of care are based on long-term 
reciprocity, although increasing dependency 
demands tend to focus on one person, commonly 
a daughter. The locally integrated support net-
work includes close relationships with local fam-
ily, friends, and neighbors. It is based on 
long-term residence and active community 
involvement that have served to build up well- 
established reciprocal support relationships. In 
the study by the 10/66 Dementia Research Group, 
no differences were observed between Mexican 
rural and urban areas regarding network type. 
Approximately 40–45% of the participants lived 
in these two types of social support networks, 
while 10–15% lived in  locally self-contained, 
wider community-focused or private networks 
(Thiyagarajan et al., 2014).

 Caregiver

Caregiver characteristics have also been studied 
by the 10/66 Dementia Research Group (Prince, 
2004). In Latin American countries, most care-
givers are women (84%), mainly daughters 
(34%) and wives (26%), ages 40 and older. 
Nearly all lived with the person with dementia in 
large households, together with the extended 
family. Caring was associated with economic dis-
advantage, as many of the caregivers that were 
employed (35%) had to cut back on their paid 

work and frequently employed caregivers to 
undertake their tasks. This last finding highlights 
an important characteristic of the caring system 
in Mexico: nonpaid caregiving is mostly done by 
women (López-Ortega, 2014; Montes de Oca, 
1999; Nigenda, López-Ortega, Matarazzo, & 
Juárez-Ramírez, 2007; Robles Silva, 2001). The 
latest data for 2014 indicate that of the total gross 
domestic product (GDP) spent on health (5.7%), 
nonpaid health care accounted for 20.5% of the 
total; the public sector represented 40.7%, and 
the private sector represented 38.8%. Moreover, 
when analyzed by type of service, the data show 
that the 20.5% of nonpaid health work was almost 
equal to the amount of hospital services with 
21.3% of total health expenditures and higher 
than expected expenditures on primary care 
(16.5%; INEGI, 2015). While this refers to all 
household health care, as aging progresses, the 
proportion of total care for older adults is 
expected to equally increase.

Besides the economic disadvantage that care-
giving represents, several studies have noted the 
additional burden that dementia symptoms add 
for caregivers (Gibbons et al., 2014; McDowell, 
Hill, Nilsson, & Kozma, 2002). Informal care can 
negatively affect caregiver’s mental and physical 
health, particularly if care is provided frequently 
or for a prolonged period of time (Sawatzky & 
Fowler-Kerry, 2003; Schulz & Sherwood, 2008). 
The number of hours per day spent with a person 
with dementia, as well as the number of hours 
spent assisting with activities of daily living 
(ADLs), has been reported to be the highest 
among caregivers in Latin American countries 
compared to other low- and middle-income coun-
tries such as India, China, and Nigeria. The psy-
chological impact was also higher among 
caregivers from these countries as measured by 
the level of burden and presence of psychiatric 
morbidity (Prince, 2004). Other characteristics 
that increase the risk of burden among caregivers 
include overload, poor relationship with the 
patient, adverse life events, gender, high level of 
neuroticism, role captivity, and low levels of con-
fidence (Campbell et al., 2008).

Management of BPSD increases a caregiver’s 
burden from a variety of expected sources such as 
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the physical and emotional strain of providing 
care often with inadequate support from other 
family members. Although some studies on filial 
obligation in Mexico have shown increasing 
preference for shared responsibilities for caregiv-
ing among family members (Robles & Pérez, 
2012), others find an increasing divergence 
between academic discourse on the topic and the 
reality regarding ideal filial obligation and care-
giving. While most individuals declare that chil-
dren ideally should care for their parents, in 
reality, they are increasingly less able to do so 
due to other responsibilities (López-Ortega & 
Gutiérrez-Robledo, 2015).

Worldwide, psychological interventions with 
caregivers involve training them to use behav-
ioral management techniques based on different 
models and approaches such as the progressive 
lowered stress threshold model (Smith, Gerdner, 
Hall, & Buckwalter, 2004), psychoeducational 
interventions with caregivers (Beinart, Weinman, 
Wade, & Brady, 2012), and supportive counsel-
ing and family-based therapy (Mitrani & Czaja, 
2000). The results are mixed: those reporting 
effects on the patient showed improvements at 6 
months in mood and ideational disturbance, low-
ered rate of institutionalization, and a decrease in 
agitation, as well as improvement in the mental 
health of the caregivers (Livingston et al., 2005). 
However, behavioral management techniques 
centered on individual behaviors were in general 
more successful in having long-lasting effect 
over the BPSD. These different types of interven-
tions are all time-consuming, require effort and 
motivation both from the patient and the care-
giver, and also require extensive education for all 
concerned, conditions that are not easily met in 
Latin American countries where, as previously 
mentioned, caregiving is embedded in the life 
experience of families.

 Quality of Care

Quality of care offered by caregivers to elders is 
another issue to be considered when studying 
caregiving of Latinos with dementia. Abuse, mis-
treatment, and social and family violence are 

widespread conditions that affect many people 
around the world. The presence of cognitive 
impairment in the elder population has been 
associated with the increased likelihood of abuse 
and social exclusion (Rodríguez, Sotolongo, 
Gladys, & Calvo, 2012). This points to the social 
invisibility of this group, the unequal distribution 
of wealth and services, and the abuse of elders, 
predominantly of those who live in poverty. In a 
study in four cities in Mexico, Ruelas González 
and Salgado de Snyder (2009) found that the 
prevalence of elder abuses was 23% toward 
women and 9% toward men. In their study, not 
having a spouse, having more medical condi-
tions, and depression were the factors associated 
with elder abuse which, in most cases, the abuse 
is not reported for fear of retaliation and further 
abuse. Based on reports from the National Center 
on Elder Abuse, one in two people with dementia 
in the USA experience some form of abuse by 
others (Wiglesworth et  al., 2010). Results from 
the 10/66 study in Mexico (Zúñiga-Santamaría, 
Sosa-Ortiz, Alonso-Vilatela, Acosta-Castillo, & 
Casas-Martínez, 2010) find that 26% of the elders 
with mild to moderate dementia experience 
abuse. Emotional violence, followed by neglect, 
was the most common types of abuse. Some of 
the factors reported to be associated with elder 
abuse are poor health condition, depression, pov-
erty, lack of family support, social isolation, and 
a complicated emotional bond between the 
abuser and the abused (Corsi, 2001).

 Cultural Context

The importance that cultural background and 
social context has on the way that informal care 
takes place in Mexico is undeniable. Strong cul-
tural values such as familism prioritize reliance 
on family members rather than on institutions for 
instrumental, emotional, and material support 
(Campos, Ullman, Aguilera, & Dunkel Schetter, 
2014). This strong involvement in the care of a 
person with dementia by their family members is 
done as a duty and as an expression of respect 
and commitment for the elder. However, several 
challenges to maintaining this pattern of support 
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are, on the one hand, a shift from extended to 
nuclear families, rising migration rates, and the 
empowerment of Mexican women (Nobles, 
2013) all of which have an impact on the number 
of family members available for caregiving. On 
the other hand, there exists high economic vul-
nerability for families.

Cultural beliefs concerning the causes and 
treatment of mental illness can also act as barriers 
to treatment compliance, not only by the patient 
but also by caregivers. Family caregivers draw on 
their cultural and personal resources to under-
stand the nature and meaning of illness. Latinos 
use family issues as a cause of mental illness 
(Jimenez, Bartels, Cardenas, Dhaliwal, & 
Alegría, 2012) attributing symptoms to events 
that already happened and thus ignoring formal 
mental health interventions.

Low levels of education among the Mexican 
older adult population (Wong et  al., 2015) also 
limit treatment engagement, thus preventing 
dementia symptoms, particularly BPSD, to be 
addressed and managed correctly. Lack of infor-
mation about dementia as a progressive, degen-
erative medical condition in individuals with low 
education is worsened by the mistaken percep-
tion of dementia either as part of “normal aging” 
or the result of factors explained through cultural 
beliefs (Gallagher-Thompson, Talamantes, 
Ramirez, & Valverde, 1996).

 Health and Psychological 
Background

Multiple social, psychological, and biological 
factors determine the level of health of a person 
at any point in time. Ultimately, it’s the interplay 
of psychological and sociocultural factors with 
biological factors that configures the conse-
quences of any illness and allows a compre-
hensive understanding and management of a 
person’s illness. Among other psychological fac-
tors, the role of depression is crucial for poor 
health outcomes in the elder. The prevalence of 
depressive symptoms in the Mexican elder popu-
lation has been estimated between 12% and 
50%, and the risk factors include being female, 

having no paid job, being a caregiver, high levels 
of poverty, low education, and widowhood 
(Ávila-Funes, Melano-Carranza, Payette, & 
Amieva, 2007; Bojorquez-Chapela, Villalobos-
Daniel, Manrique-Espinoza, Tellez-Rojo, & 
Salinas- Rodríguez, 2009).

Several studies have reported a positive asso-
ciation between depression and dementia. When 
assessing the risk of dementia in diabetic elders, 
our group (Mejia-Arango & Zuniga, 2011) found 
that the coexistence of diabetes and depression 
had almost a fourfold increase on the risk for 
dementia compared to the increased risk of dia-
betes alone (RR, 2.71, 95%; CI 1.73–4.24). 
Factors such as obesity, lack of physical activity, 
bad habits of self-care, hypercholesterolemia, 
inflammatory effects, and, in general, the gluco-
metabolic imbalance present in diabetes have all 
been considered possible mechanisms that medi-
ate this relationship (Wilson et al., 2010).

Specifically for the association between 
depression and dementia, the hypotheses that 
have been raised to explain this relationship 
include (a) depression as a consequence of 
dementia, (b) depression and dementia as inde-
pendent conditions that share risk factors and 
tend to be comorbid, and (c) depression as risk 
factor for developing dementia (Bennett & 
Thomas, 2014; Byers & Yaffe, 2011). Mexican 
elders with both conditions in our study did not 
show a higher association of obesity, smoking, or 
a sedentary style. Neither was depression a sec-
ondary response to dementia since, at baseline, 
participants were not demented; however, comor-
bidity with other cardiovascular risk factors such 
as hypertension and heart disease was present in 
the group. This information is evidence of another 
characteristic that Mexican elders have and that 
needs to be considered when defining what car-
ing for Latinos with dementia means (i.e., multi-
comorbidity). Multicomorbidity of the population 
involves not only the coexistence of different 
medical conditions but also psychological condi-
tions such as depression that have a negative 
impact on quality of life. Vulnerability in this 
group is an expression of different factors includ-
ing social, economic, health, and psychological 
aspects.
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 Recommendations for Practitioners

The ways that dementia is understood and dealt 
with are not the same in every country. Actually, 
differences in how people acknowledge the con-
dition may be present among regions within a 
country (e.g., urban vs. rural). Dementia among 
Mexicans may be seen as a normal part of aging 
or as an expression of madness. In both cases, the 
search for a diagnosis is reduced, thus limiting 
the possibility of achieving quality of life and 
care for dementia patients and their caregivers. 
The need for a fairly consistent understanding of 
dementia as a medical condition caused by sev-
eral diseases should be addressed through educa-
tional programs with the community and 
implemented by the health system at national and 
local levels. For behavioral and psychological 
symptoms of dementia, education is particularly 
important because some of these are also present 
in elders without dementia which gives the fam-
ily a sense of normality. Stress or excessive wor-
rying could be misinterpreted as the cause of 
behavioral problems, again limiting the opportu-
nity for adequate management of the disease.

On the other hand, considering the influence 
that cultural background has on how dementia is 
approached by the family, it is important that 
health professionals become aware that culture 
and ethnicity guide and affect the behavior of 
those who have to manage, on a daily basis, the 
problems experienced by a patient with demen-
tia. Insensitivity of health practitioners to cultural 
beliefs has shown to reduce the search for help 
(Gallagher-Thompson et al., 2003) and can lead 
to a sense of mistrust in the health-care system. 
Educating health practitioners to understand the 
need for culturally sensitive interventions will 
allow them to help caregivers identify maladap-
tive, culturally based assumptions and incorpo-
rate the recommendations needed to manage 
behavioral and psychological symptomatology.

Some examples of culturally sensitive inter-
vention programs with dementia patients come 
from studies done with Latino families in the 
USA such as Círculo de Cuidado (Circle of 
Care), a Spanish language, culturally sensitive, 

targeted cognitive-behavioral therapy (CBT) 
group intervention for Latinos with Alzheimer’s 
disease and related disorders (ADRD) and care-
givers coping with their relatives’ neuropsychiat-
ric symptoms (Gonyea, López, & Velásquez, 
2016). The groups have shown the need to incor-
porate several factors in the way that health prac-
titioners help the patient with dementia and their 
caregivers:

• Individualized or person-centered interven-
tions, focused on behaviors and tailored to the 
specific concerns of each caregiver.

• Guidance for caregivers to better identify and 
manage their own distress.

• Use of problem-solving exercises.
• Reinforcement of caregivers’ sense of mastery 

of new skills.
• Removal of linguistic barriers and allowing 

participants to better articulate the nature of 
their caregiving experience within their own 
cultural framework and addressing a critical 
need “to be heard”.

• Engaging caregivers and care recipients in 
pleasant activities and improving 
communication.

• Use of relaxation techniques or exercises.
• Incorporating personal connections (person-

alismo) in every stage.

 Conclusion

The rapidly aging population and increasing old- 
age- related diseases such as Alzheimer’s disease 
and other types of dementia represent a high 
impact upon countries like Mexico. Long-term 
care systems in different countries include eco-
nomic incentives to financially support caregiv-
ers, and these have been supported through labor 
legislation. These incentives include a family 
caregivers’ ability to leave their job or have 
reduced working hours. Similarly, these incen-
tives allow caregivers—particularly those with 
greater care needs such as those caring for family 
members with dementia—to continue, at least 
partially, with their personal activities or to have 
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respite from their caregiving tasks. The aforemen-
tioned types of strategies are completely lacking 
in Mexico. Further research is needed to extend 
our knowledge regarding who is caring for older 
adults with dementia, what type of activities they 
are performing, and at what intensity level are 
they being performed. Knowing this information 
can help generate strategies to support these older 
adults and their primary caregivers.

No specialized diagnosis and treatment for 
Alzheimer’s disease and other dementias or for-
mal, publicly available long-term care services 
exist in Mexico, and the availability of specific 
treatment of BPSD symptoms of dementia is also 
almost nonexistent. It is critically necessary for 
the health sector to recognize the importance of 
BPSD and to generate strategies for training pri-
mary care practitioners to appreciate their impor-
tance and to develop programs to address the 
treatment concerns of this population. In addi-
tion, there is an urgent need for health and social 
development sectors to consider the high burden 
that is currently placed on caregivers. Relying on 
informal care from families in Mexico needs to 
be reassessed against the backdrop of the social 
and demographic changes that have led to 
increasing opportunities for women to carry out 
activities outside the home, their greater access to 
formal education, and better opportunities at 
employment, combined with changes in mar-
riage, divorce, and fertility rates that contribute to 
increasingly smaller family networks, reduced 
numbers of potential caregivers, and ultimately to 
what has been named the “crisis of care” 
(Arriagada, 2010).

The accelerated process of aging of the 
Mexican population that has occurred in the past 
years has led to the need by the health system to 
prioritize the timely diagnosis of degenerative 
diseases including dementia, but has left the 
intervention as an afterthought, and has remained 
exclusively reliant on the family as an instru-
ment for the application of treatments. As 
dementia contributes greatly to disability and 
dependence in older adults, there is a large need 
to work toward guaranteeing care and support 
strategies for those with dementia and their 

 family members. As previously discussed, the 
timely diagnosis and treatment of symptoms of 
Alzheimer’s disease and other dementias in 
Mexico is still scarce given that no specific 
national-level policies are currently in place. In 
2014, in response to this situation, and to better 
improve the well- being of people with dementia 
and related conditions in Mexico, the National 
Institute of Geriatrics of Mexico’s Ministry of 
Health, together with civil society organizations, 
has generated a National Alzheimer and Other 
Dementias Plan (Gutiérrez Robledo & Arrieta 
Cruz, 2014). The Plan follows the World 
Health  Organization and Alzheimer’s Disease 
International report on Dementia (World Health 
Organization, 2012), as well as the directives 
issued during the G8 World Leaders’ Summit in 
2013 (Global Action against Dementia, 2013). It 
establishes four guidelines: (1) awareness of the 
problem, (2) de-stigmatization, (3) promoting 
the well-being of those with dementia and their 
families, and (4) prioritizing care and diverse 
treatments for this condition. Specifically, of the 
many objectives, numbers eight and nine aim to 
improve the quality of care delivered by care 
workers and health professionals in care homes, 
seek to improve the appropriate antipsychotic 
prescription to treat challenging behavior, and 
offer innovative therapies (Gutiérrez Robledo & 
Arrieta Cruz, 2014). With the implementation of 
specific strategies that track with the Plan, the 
expectation is that in the near future, Mexico 
will provide timely detection of Alzheimer’s dis-
ease and other dementias, as well as provide 
appropriate treatments according to the needs of 
each older adult, their diagnosis, and progression 
of the condition, including interventions for 
 biological and psychological symptoms of 
dementia.
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Abstract
Guatemala is a country that is very diverse lin-
guistically, culturally, educationally, and eco-
nomically. Half the country’s population is 
Mayan, speaks 23 different languages, and 
lives mostly in rural impoverishment with lim-
ited formal education. Most of the remainder 
of the population is Spanish-speaking and var-
ies in income and education. Dementia care in 
the country likewise varies widely. Specialized 
dementia care is in its early stages of develop-
ment. For example, medical understanding of 
dementia, its subtypes, and its evaluation and 
treatment are limited even within the medical 
professions, and such services reach only small 
parts of the population, predominantly urban 
Spanish speakers with strong financial means. 
Throughout Guatemala, at legal, institutional, 
and professional levels both public and private, 
there is considerable interest in modernizing 
and destigmatizing dementia care and offering 
greater support to families. The most promis-
ing directions in this regard appear to be in 
developing: dementia awareness and services 
within the newly developing social services for 
the elderly; dementia clinics and medical ser-
vices within the large hospitals; dementia day 

health and residential care units; and special-
ized skill in the private sector, especially in 
neurology, gerontology, and neuropsychology. 
At a societal level, the challenge will be to 
develop such services in a manner that offers 
medical, behavioral, and social support with-
out further stigmatizing dementia or under-
mining existing positive values and support 
that are present and reflected in the popula-
tion’s religious beliefs, alternative healing sys-
tems, and family and community cultural 
systems. Close professional and population 
ties between Guatemala, Mexico, and the 
United States (U.S.) are likely to have a con-
siderable influence on these processes.

Introduction

Guatemala is located in Central America, bor-
dered by Mexico and Belize to the north, 
Honduras and El Salvador to the south, the Pacific 
Ocean to the west, and the Caribbean to the east. 
The country is considered to have a 40% indige-
nous population representing 23 spoken lan-
guages and a 60% Latino, Spanish-speaking 
population. Economically, there are great dispari-
ties of wealth and high levels of poverty. The 
population is primarily young and rural; however, 
the aging population is urbanizing (INE, 2002), 
and there are many challenges to dementia care 
in Guatemala.
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Given the great diversity of language, cul-
ture, and economic resources in Guatemala, 
practices in dementia care are also greatly var-
ied. In the population at large, and among both 
public and private mental health and social ser-
vices, the dementias are generally not widely 
recognized, nor are they clearly differentiated 
from other health-related problems of aging. 
Specialized dementia care is in its beginning 
stages in Guatemala. In addition, dementia 
“caregiving” may not even be greatly distin-
guishable from “just getting on with life.” For 
instance, in our experience, culturally-based 
attitudes can vary extensively, from great respect 
for elders, to not recognizing dementia, viewing 
dementia as a spiritual or mental health prob-
lem, infantilization of patients, and its associ-
ated stigma, and to a medical model interpretation 
of the disease process. Concerns related to pov-
erty, lack of transportation, differences in lan-
guage, and cultural practices along with scarcity 
of dementia resources often limit families’ 
access to medical, government, and social 
resources for dementia care.

The number of Guatemalans immigrating to 
other countries such as the United States, 
Mexico, and Canada is substantial. Under-
standing the diversity within Guatemala can 
assist dementia interventionists from other coun-
tries to better comprehend the expectations of 
this diverse ethnic group. Within Guatemala, 
there is also a small ex-patriot community of 
North Americans and other international citizens 
living in the country who may have been 
attracted to Guatemala because of its agreeable 
climate, low cost of living, and other sociocul-
tural factors (Instituto Guatemalteco de Turismo 
[INGUAT], 2017). Many of these are retirees, 
and some of these are developing dementia. 
Residential dementia care based on a North 
American model is beginning to develop in 
Guatemala and elsewhere in Central America to 
serve this population and to attract “medical 
tourism” from the North because of lower costs. 
This emerging pattern may also influence the 
development of local dementia care. On the 
reverse side of this migration pattern, over a mil-
lion Guatemalans live in the United States (U.S.) 

(Pew Research Center, 2012), and it is estimated 
that over half of these migrants are Mayan.

In this chapter, we aim to foster greater under-
standing of the ways in which the dementias are 
viewed and addressed in Guatemala and among 
Guatemalans so as to help facilitate the develop-
ment of sensitive and appropriate dementia care 
throughout the region. To do so, the approach of 
this chapter is to discuss the broader economic, 
social, and cultural factors that largely determine 
the current state of the country’s dementia care. 
While Guatemala differs substantially from its 
Central American neighboring countries, our 
hope is that having an awareness and knowledge 
of the diversity within Guatemala can encourage 
readers to go beyond this chapter to develop an 
interest and familiarity with similarly diverse 
Latin American countries and their approaches to 
dementia care. Professionals concerned with 
dementia care need to be aware of this diversity 
and need to be able to understand the situation of 
each family they assist in order to be able to assist 
effectively.

This chapter is based not only on a review of 
literature given that there is very little scientific 
literature specifically about dementia in 
Guatemala. It is also based on direct experience. 
The first author particularly has visited represen-
tative sites of most of the institutions listed in 
Table  16.1 and has interviewed many of the 
professionals most directly associated with the 
development of dementia care in Guatemala.

 Demographic Characteristics 
of Guatemala

Guatemala has a population of 15.6  million 
inhabitants, of which 51% live in rural areas 
(National Institute of Statistics, el Instituto 
Nacional de Estadística [INE], 2016). Guatemala 
is a multicultural and multilingual country with 
40% of the population self-identifying as indig-
enous and 38.5% as Mayan, and the remaining 
1.5% are Garífuna (African-Guatemalan) or 
Xinca. The K’iche’ represent 11.2% of the total 
population, Q’eqchi’ are 9.2%, Kaqchikel are 
7.0%, and Mam are 6.1% (INE, 2013). Literacy 
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and written materials in these four languages 
have only become common in the past decade, 
and such resources are still uncommon in the 
indigenous languages that represent smaller 
numbers of the population. Sixty percent of the 
population is made up of Ladinos, a term that 
refers to Spanish speakers who identify with a 
Westernized and Spanish language culture and 
who may have a mix of European and indige-
nous heritage. There is considerable mixing of 
ethnicity in Guatemala, as well as racism and 
stigma attached to indigenous identities; thus 
self- identification may underestimate the indig-
enous population (Villavicencio, 2017). More 
than 70% of the population speaks Spanish as 
their primary language, followed by 29.4% who 
speak a Mayan language (INE, 2013). In addi-
tion, there is considerable bilingualism. 
Although precise figures are not available, the 
elderly indigenous populations, especially 

women, are among those who are most likely to 
be monolingual in their indigenous language 
and illiterate and have little to no formal educa-
tion (INE, 2013).

Guatemala has the largest economy of Central 
America but some of the greatest economic 
inequality in all of Latin America. Poverty indices, 
malnutrition, and maternal-infant mortality are 
especially high in rural, indigenous zones (World 
Bank, 2017). Extreme poverty is at 13.33% 
(1,951,724 people), and general poverty is at 
40.38% (5,909,904 people; National Survey of 
Life Conditions, Encuesta Nacional de 
Condiciones de Vida [ENCOVI, 2011] (INE, 
2011)). According to national surveys, the propor-
tion of the population with a significant injury or 
illness that did not seek medical care for their med-
ical concern increased from 29.2% in 2000 to 
36.2% in 2014. Poverty is the primary reason for 
this increase. The urban centralization of health 

Table 16.1 Institutions serving dementia populations in Guatemala

Agency Status Coverage Services provided
Elderly Care
  Ministry of Public Health and 

Social Assistance (MSPAS)
Public, free Open to all Basic health care

  Guatemalan Social Security 
Institute (IGSS)

Public, free 
care from 
payroll 
taxes

Individuals with 
formal employment, 
their families, 
retirees, 17%

Basic health and disability care

  Centers for Comprehensive 
Medical Care for Pensioners 
(CAMIP; part of IGSS)

Public, free 
care from 
payroll 
taxes

IGSS retirees Geriatric medical clinics, chronic 
conditions

  Social Services Secretariat of the 
President’s wife (SOSEP). National 
Committee for the Protection of 
Old Age (CONAPROV)

Public, free Those in poverty 57 centers (day care) nationwide 
with transportation, daily food, 
physical and occupational therapy, 
primary health-care psychological 
support

  City of Guatemala and other 
municipalities

Public, free City residents Limited health care and preventative 
care, workshops, senior centers

  Elder Residential Care Private 30% of 70 facilities accept residents 
with dementia

Dementia Care
  Hospital Roosevelt Clinic of the 

Elderly (CAM)
Public, free Open to all Geriatric medical clinic, dementia 

clinic 1one day/week
  Association Grupo Ermita 

Alzheimer of Guatemala
Private 
non-profit 
NGO, free

Open to all Dementia medical care, day care, 
public education

  Casa de los Ángeles Private Open to all Living facility designed to care for 
the elderly with an emphasis on 
people with Alzheimer’s
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services and the lack of adequate public transpor-
tation also contribute to the problem (INE, 2011).

 Guatemala’s Aging Population

The sociodemographic characteristics of 
Guatemalan society are changing, and the 
increase in the life expectancy of the population 
is pushing Guatemala, like the rest of the world, 
toward facing a demographic transition charac-
terized by a decrease in birth rates and an increase 
in life expectancy. In Latin America and the 
Caribbean, the population of adults over 60 years 
of age tripled from 9  million reported in 1950 
(8% of the population) to 41  million in 2000 
(10% of the population; United Nations, 2009). 
In Central America, it is estimated that there are 
26.64  million adults over 60  years of age 
(Alzheimer’s Disease International, 2015); and in 
Guatemala, the National Institute of Statistics 
(INE, 2013) reported that in 2008 the population 
aged 65 and over amounted to 584,612 older 
adults (men and women). There were an esti-
mated 739,518 by 2015 (of a 16,176,133 total 
population), representing a growth rate of 3.8% 
compared to 2.34% of the general population. By 
2050, there will be approximately 3.7  million 
people over the age of 60 years; thus, Guatemala 
will have a much larger aging population in 
approximately 25  years. In 2015, women 
accounted for 55.90% of the adult population, 
and older men represented 48.99%. Of the total 
number of women, 56% did not have access to 
education (INE, 2013).

Older adults are located somewhat compara-
bly in urban areas (51%) and rural areas (48%) 
(INE, 2002). The departamentos [districts] with 
the highest rate of adult population are the dis-
tricts of Guatemala (which includes the capital, 
Guatemala City) with 24%—the largest and 
likely due to the centralization of most ser-
vices—followed by San Marcos with 7.4% and 
Huehuetenango with 6.8%. The districts with 
the lowest rates of older adults are El Progreso 
with 1.6% (total population of 169,290) and 
Baja Verapaz with 1.9% (total population of 

299,432) (INE, 2002). The distribution of the 
elderly population has also been affected by 
poor work structure, shortage of employment 
opportunities outside of agriculture, and extreme 
fractionalization of agricultural property (mini-
fundio) in rural areas. Some of the highest emi-
gration rates occur in the districts of Baja 
Verapaz and El Progreso, with rates at 20.5% 
and 27.7%, respectively (INE, 2002). The rea-
sons for this atypical age distribution of the 
population are not entirely clear, but it appears 
that, in these districts, most of the elderly emi-
grate to the capital or other districts. This 
implies that a significant number of the popula-
tion of recently urbanized elderly have become 
isolated from their familiar countryside, lan-
guage, and culture. Many individuals were also 
displaced by the 36 years of civil war that devas-
tated and depopulated many highland Mayan 
villages—a war that only ended in 1996.

Guatemalans have a life expectancy of 
71.72 years (HelpAge International, 2014), and 
an increase is expected, which can be consid-
ered a success in public health policies and 
socioeconomic development (WHO, 2015). 
However, this increase in the elderly population 
is one of the main causes of the increase in the 
prevalence of chronic and neurodegenerative 
diseases, such as dementias, which are becom-
ing a current public health problem for 
Guatemala. It is estimated that there are 
47.5 million people with dementia in the world 
and that each year 7.7  million new cases are 
recorded (WHO, 2017). It is estimated that 
58% of all people with dementia now live in 
countries classified by the World Bank as low 
or middle income (Alzheimer’s Disease 
International, 2015). Central America is esti-
mated to have had 1.54  million adults with 
dementia in 2015, with estimates of 2.97 mil-
lion for 2030 and 6.88  million for 2050 
(Alzheimer’s Disease International, 2015). 
Based on these figures, it is estimated that of 
the 800,000 older adults currently living  in 
Guatemala, approximately 70,000 to 80,000 
could develop some type of dementia. Of this 
amount, approximately 90% are diagnosed late 
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in the disease process, if at all (INE, 2002). 
There are many reasons for this situation, 
beginning with limitations of the health-care 
system.

 Sociological Factors Impacting 
Mayan and Latino Guatemalan 
Families Affected by Dementia

In general, it can be said that the primary institu-
tion addressing dementia care is the family 
(Alzheimer Disease International, 2012), and this 
is especially true in Guatemala. While dementia 
care in developed countries is increasingly the 
role of professionals, nursing homes, adult fam-
ily homes, and specialized dementia care units, 
these are scarce in Guatemala. Although 
Guatemalan families are quite diverse in their 
structure, knowledge, attitudes, and capacity for 
care, they are especially diverse in their resources 
and dynamics. The families cannot be stereo-
typed as having one typical set of values, rela-
tionships, or access to information or resources. 
Larger societal forces are responsible for a great 
deal of the diversity among families, and so we 
turn next to those forces.

Guatemala’s civil war, although not precisely 
a race war, to a great extent pitted the largely 
Latino centralized government and army, often 
supported by the United States, against a 
Guatemalan revolutionary movement, which 
affected many Mayan communities (Asociación 
de Amigos del País, 2004; Griffith, Stansifer, 
Horst, & Anderson, 2017). The peace accords of 
1996, although still far from fully implemented, 
included provisions for greater Mayan cultural, 
linguistic, and political autonomy, along with 
greater access to the central government and its 
services. The result is official policies of inclu-
sion, still hindered by the inertia of bureaucracy, 
habit, racism, and economic inequality.

It is not unreasonable to suspect that the civil 
war has had consequences for the dementia care 
of the Guatemalan population. For example, 
elderly Mayans are often monolingual, illiterate, 
and poor, with a distrust of centralized institu-

tions, the elderly Maya also have younger family 
members who may be bilingual, bicultural, edu-
cated, and social media savvy. In the best of cir-
cumstances, the elders with dementia will be 
situated in a familiar environment, where they 
know their community, their neighbors, and the 
local language(s) and where the community 
reciprocates in not only knowing them but also in 
caring for them. Thus, there may be many family 
members and others to share in caregiver duties, 
therefore lightening the caregiver burden of any 
one helping individual family member. The 
elder’s acculturated offspring would be able to 
negotiate public services for the older adult but 
would retain the respect and dedication for the 
elder as associated with the traditional, cultural 
expectations. In this ideal climate of cultural 
interdependence, Mayan elders would be most 
likely to accept help and direction from younger 
generations, as the younger generations would 
function as linguistic and cultural brokers to pro-
fessional dementia services.

In less favorable circumstances, the younger 
generations will reject the Mayan culture and 
the care of their elders and migrate to cities or 
other countries leaving the elderly Maya to 
fend for themselves. Similarly, when the 
elderly Maya move or are moved from their 
original communities, they may experience a 
sense of abandonment and isolation (Programa 
de las Naciones Unidas para el Desarrollo 
PNUD, 2005). Working-class Latino families 
can experience many similar generational 
dynamics, but the elders are likely to speak 
Spanish, be literate, and trust institutions. They 
will, however, experience many of the same 
structural barriers to professional care. Middle- 
and upper-class Guatemalans generally have 
better access to and trust in professional infor-
mation and care. Respect for elders from the 
younger generations is also common. However, 
elders may be more accustomed to authority 
and power within the family, and this can pres-
ent dilemmas when it comes to obtaining 
dementia care, e.g., for those with anosognosia 
(the lack of awareness of deficits). In such 
instances, power struggles concerning family 
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finances, driving, safety, and similar issues can 
become quite acute.

The INE (2006) has also studied the impact of 
socioeconomic level, sex, ethnicity, and resi-
dence on illness perception and help-seeking by 
Guatemalans. Women and older people are more 
likely than others to report health problems. 
Those in the northwest of the country (a predomi-
nantly indigenous area) are the least likely to 
report health problems on surveys, although they 
have the poorest health indicators in the nation. 
This may reflect differences in concepts of health 
and illness. For example, indigenous responders 
are less likely to report illness than non- 
indigenous (24% vs. 21%). This difference is 
also likely to affect and be affected by access to 
medications and health services in rural areas. 
The level of formal education potentially also 
impacts disease recognition. According to the 
INE (2006), the health service most frequently 
consulted is private clinics, especially in urban 
areas, followed by public health locations and 
hospitals, clinics in pharmacies, and health loca-
tions of the Guatemalan Social Security Institute 
(IGSS). Although community health centers 
were opened more than 10 years ago, these are 
the least consulted. The preference for private 
clinics demonstrates the dissatisfaction with and 
inaccessibility of public sector health care.

When the INE survey respondents had a health 
problem, they reported that they were most likely 
(51%) to consult a health provider (physician, 
dentist, psychologist). Other common options are 
to consult a family member, self-medicate, or do 
nothing. Indigenous survey respondents are less 
likely to consult a health provider and equally 
likely to self-medicate and more likely to consult 
family, do nothing, or consult a nurse. 
Respondents in the highest socioeconomic level 
consult a health professional 70% of the time, 
while those in the lowest socioeconomic level 
consult a health professional 16% of the time. 
Although health care is more costly in the cities, 
for the poor individual consulting a professional, 
it takes a much larger proportion of family 
income to do so. City dwellers report an average 
47 minutes to reach a health center, and for rural 

dwellers, it is 65 minutes to do so. Forty-six per-
cent travel by foot, 29% by bus, and 15% by car. 
In cities, taxi use is a more common mode of 
transportation, and in rural areas, it is via bicycle 
and pickup trucks. These limited transportation 
options are, of course, much harder on the sick 
and the poor and make professional health care 
even more inaccessible.

 Spirituality and Alternative 
and Complementary Medicine

Culture and health are closely related; both 
greatly influence how resources are used, the 
nature of the practices, and health behaviors and 
attitudes. These factors establish the conditions 
of life and health in a specific geographic region. 
Culture can determine very distinctive ways of 
viewing the world, life, health, and illness. 
Guatemala has been a nominally Catholic coun-
try since the Spanish conquest from the 1520s to 
the 1690s. Traditional Mayan religious beliefs 
and practices were folded into Catholicism and 
continue to be practiced and are currently under-
going some revival (United States Department of 
State, 2016). Evangelical Christianity and 
Mormonism have made considerable inroads in 
the past several decades, mostly via missionaries 
(U.S. Dept. of State, 2016). All of these belief 
systems have robust traditions of faith healing in 
Guatemala. Similarly, alternative and comple-
mentary medicine in the form of dietary supple-
ments, herbs, and alternative practices are also 
prominent in Guatemala.

The official health system in Guatemala is 
based on Western medicine, with an intervention-
ist quality/characteristic. It does not consider the 
cultural diversity of the population and the popu-
lation’s unique and/or particular knowledge of 
disease. This current, allopathic system treats 
people from a singular perspective, i.e., biologi-
cal, focusing on curing diseases with medications 
and surgery, without fully considering a patient’s 
other life circumstances, their life conditions, 
concerns, and spirituality, and excludes alterna-
tive, homeopathic, and ethnomedical approaches 
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such as Mayan medicine (Instancia Nacional de 
Salud, 2004; Instituto de Salud Incluyente, 2010).

The Mayan medical system is built on the 
three pillars of the Mayan cosmovision of holism, 
balance, and spirituality. Health is a holistic bal-
ance between life forces/energies and between 
the human, nature, and elements of the greater 
cosmos. Illness is construed as a lack of that bal-
ance. Mayan medicine has traditional practitio-
ners called comadronas, curanderos, chayeros, 
and guías espirituales [midwives, healers, 
 physical medicine doctors, spiritual guides] 
whose legitimacy rests on their ancestral medical 
knowledge and the confidence that Mayan fami-
lies place in them. These practitioners may use 
medicinal plants, offerings, and ceremonies to 
restore an individual’s balance, and they charge 
families for these services based on the family’s 
financial means (Icú, 2007). In 2003, the Inclusive 
Health Model (IHM) [MIS in Spanish] was 
developed to address public health at the com-
munity, family, and individual levels. The MIS is 
an integrated model that includes the Ministry of 
Health and Social Welfare working together with 
Mayan and popular healers (Monzón & 
Valladares, 2008). The Guatemalan city of Villa 
Nueva was the first to sign the agreement to 
implement such a project in June 2017.

These systems may not be invoked in demen-
tia  care unless the dementia is perceived as a 
medical, mental health, or spiritual problem, such 
as if there are hallucinations or delusions. In 
Guatemala, our experience is that faith healing is 
often practiced in parallel with medical healing. 
For example, squads of evangelists roam public 
hospitals during visiting hours, loudly praying 
and singing with whichever patients are willing 
to participate. Information about patient use of 
faith healing will sometimes be withheld from 
medical personnel, especially the pagan prac-
tices. However, our direct observations and expe-
riences in the community are that faith healing 
traditions and practitioners that actively discour-
age Western medicine are in the minority and that 
it is less common for faith healing to be used in 
preference to and in place of medical attention, 
except when medical attention is not available.

 Health-Care and Elder Care Systems 
in Guatemala

The epidemiological changes and the current 
characteristics of the health system in Guatemala 
pose a great challenge to its society. The scarce 
coverage and poor quality of the different retire-
ment and health-care programs for the elderly is 
a serious situation due to the lack of infrastruc-
ture that can respond to the needs of this popula-
tion. For example, late diagnosis and the lack of 
specialized care is a reality in the treatment of 
elderly people with dementia in Guatemala, 
despite having the 1997 Protection Act for the 
Elderly. The law indicates that the State must 
guarantee and promote the right of those 60 years 
or older to an adequate standard of living in con-
ditions that offer them education, food, shelter, 
clothing, geriatric and gerontological health care, 
recreation, and necessary social services for a 
purposeful and dignified existence (Congress of 
the Republic of Guatemala, 1997). This law was 
intended to produce changes at the level of public 
scrutiny and to also unify the work, advice, and 
cooperation of competent public, independent, 
and private entities. The law was also to develop 
gerontological programs, as well as to investigate 
and obtain precise and detailed information of 
the conditions of life of the elderly population. In 
fact, it is not a law focused on the individual 
elderly person with dementia, but exists to coor-
dinate interventions for the timely identification 
of signs and symptoms that constitute a major 
neurodegenerative disorder (American Psychi-
atric Association, 2013) and for the treatment that 
allows the elder to maintain their best possible 
quality of life and functionality.

The public institutions that serve dementia 
populations in Guatemala are outlined in 
Table 16.1. The main actors of the formal health 
sector in Guatemala include the Ministry of 
Public Health and Social Assistance (MSPAS), 
the Guatemalan Social Security Institute (IGSS), 
and the municipalities. Also included are univer-
sities and entities that offer human services, pri-
vate organizations, nongovernmental organi zations 
(NGOs), community organizations and coopera-
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tion agencies, and professional associations 
(Health Code, Article 9). The health system is 
divided into public and private sectors. The pub-
lic sector consists mainly of the Ministry of 
Public Health and Social Assistance (MSPAS) 
and formally provides care to 70% of the popula-
tion (Pan American Health Organization, 2009). 
The Guatemalan Social Security Institute (IGSS) 
provides coverage to less than 17.45% of the 
population, i.e., those who are formally employed 
(IGSS, 2007). In theory, these institutions cover 
over 87% of the population, but many of these 
services are centralized in the capital of 
Guatemala City where only 13% of the country’s 
total population is located. In reality, only 48% of 
the population actually receives services, leaving 
most rural area residents without adequate health- 
care access. The Military Health System assists 
active and retired members of the armed forces 
and the police, including their families, and 
serves less than 0.5% of the population. Almost 
12% of the population uses the private sector for 
health-care services (Pan American Health 
Organization, 2009), including less than 8% who 
have private insurance. Nongovernmental organi-
zations (NGOs) provide care to about 18% of the 
population.

With regard to the care of the elderly specifi-
cally, programs have been created at the public 
and private levels, both for profit and non-profit, 
which seek to support the maintenance of the 
quality of life and functioning of the elderly pop-
ulation. These include the public program 
“Golden Years” of the Social Services Secretariat 
of the President’s wife (SOSEP), municipal pro-
grams at the country’s capital and country’s 
departmental levels, the Center for Comprehensive 
Medical Care for Pensioners (CAMIP) of the 
IGSS, clinics in public hospitals, and private 
associations and centers. The Social Welfare 
Secretariat of the President’s wife (SOSEP) and 
the National Committee for the Protection of Old 
Age (CONAPROV) were selected as responsible 
for promoting, coordinating, conducting, and 
guiding programs and actions related to the well- 
being and security of the elderly through the 
National Program of the Elderly (PRONAM; 
Congress of the Republic of Guatemala, 1997).

Although the country’s previously described 
Protection Act for the Elderly was approved in 
1996, it was not until January 2016 when the for-
mal creation of the National Committee for the 
Protection of Old Age (CONAPROV) went into 
effect. Later in April of that year, the National 
Policy and Plan for Gerontological Care or 
National Comprehensive Care Plan for the 
Elderly was formed (SOSEP, 2016). Despite 
some administrative and legal deficiencies, 
SOSEP is an attempt to alleviate the lack of care 
for the elderly. It has proposed, and has as its 
responsibility, the development of the “My 
Golden Years” program, which provides compre-
hensive, daytime, and no direct cost care to a 
population living in conditions of poverty and 
extreme poverty. SOSEP currently has 57 centers 
nationwide and provides free daily food (two 
snacks and lunch), physical therapy, primary 
health care (including medical visits, dental care, 
ophthalmological assessments, daily vital signs, 
drug control, and minor treatments), psychologi-
cal support, and occupational therapy. These cen-
ters serve a large number of older adults living 
alone. Two out of ten Guatemalan adults techni-
cally qualify for services, given their economic 
situations, which complicates the challenge of 
providing sufficient support and care to meet the 
population’s need.

 Specific Examples of Guatemalan 
Elder Care Programs

The Golden Years The Golden Years centers do 
not have specialists who perform the diagnosis of 
dementia or chart a course of treatment. 
Individuals with presumed dementia who are in 
need of such services are referred to public 
health-care centers where they can be evaluated 
by a psychiatrist (if the neuropsychiatric symp-
toms are the primary source of concern) or to a 
neurologist (if a patient’s deficits are mainly 
related to memory). It is the case that many of the 
patients and their relatives do not follow through 
on the initial evaluation due to lack of resources, 
including time and money to travel to the health 
system center. Delays in diagnosis and treatment 
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inevitably lead to greater deterioration of the 
patient’s performance of activities of daily living. 
Fortunately, some of the Golden Years centers 
have a bus service that transports individuals both 
in the morning and the afternoon. This is the case 
of the center located in Sansare, El Progreso. The 
center’s administration has indicated that, if this 
service were not available, patients would not 
attend given their lack of transportation. In other 
instances, elders with dementia do not participate 
in the centers because of mistaken beliefs on 
behalf of their family members who observe 
some degree of ability for activities of daily liv-
ing and thus assume that their elders are suffi-
ciently independent to not need support or 
assistance.

Municipal Office for the Elderly At the 
municipal level, the City of Guatemala created 
the Municipal Office for the Elderly, an entity 
that promotes the social participation of older 
adults and their connection to a participatory 
structure of activities. It provides comprehensive 
care that allows participants to improve their 
physical and mental conditions. The office 
addresses health problems, as well as provides 
supportive techniques that contribute to the 
improvement of both physical and mental health, 
such as tai chi, rhythmic gymnastics, and occu-
pational therapy. The program offers psychoedu-
cational workshops that present and explain 
topics of preventive health and care at the 
moment of being diagnosed with a chronic, 
degenerative illness. Three axes guide the 
approach toward the grouping of older adults: 
mental health, gender health, and geriatric health. 
The program seeks to empower older adults by 
providing psychological treatment, raising 
awareness of physical health and sexuality, and 
implementing preventive measures in diseases 
common with age. Overall, the approach of the 
municipality of Guatemala is that of prevention 
by promoting active aging.

General Hospital “San Juan de Dios” and 
Roosevelt Hospital Although there is no spe-
cific program for the population with a diagno-
sis of dementia, referrals are made to the general 

hospitals San Juan de Dios and Roosevelt 
Hospital in cases where the  patient requires a 
specific treatment. In the case of Roosevelt 
Hospital, the Clinic of the Elderly (CAM) is 
headed by a geriatrician who directs care and 
provides for geriatric evaluations. The clinic 
also initiates pharmacological treatment when 
appropriate. The clinic is one of the first such 
projects in a public care hospital dedicated 
especially to the elderly adult population. When 
the evaluations confirm a dementia condition, 
the patient and his or her family are also pro-
vided with the clinic’s Older Adult School that 
offers two monthly sessions of psychoeducation 
services.

 Centers for Comprehensive Medical 
Care for Pensioners (CAMIP)

In view of the need to have a program of care for 
elderly pensioners, retirees, and beneficiaries, the 
Guatemalan Social Security Institute (IGSS) pro-
posed the Centers for Comprehensive Medical 
Care for Pensioners (CAMIP)  (NB: not all the 
population has access to this service.)   CAMIP 
seeks to guarantee better conditions of health for 
the population previously described, in particu-
lar it serves elderly people with diseases such as 
diabetes, hypertension, and osteopathic/bone 
problems. Despite the focus on the elderly popu-
lation, it does not have centers with geriatricians 
or clinics that treat patients with dementia. In 
general, the patient who presents with certain 
changes in cognition and/or behavior is referred 
to another site with centralized medical 
specialists.

Association Grupo Ermita Alzheimer of 
Guatemala Within the difficult reality of the 
lack of greater care for persons with dementia 
in Guatemala, there is a private, non-profit 
association that provides support to the elderly, 
elders with disabilities, and particularly those 
with Alzheimer’s disease (AD) and their fami-
lies. Since 1995, the Association Grupo Ermita 
Alzheimer of Guatemala has reported on the 
latest research advances in Alzheimer’s disease 
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and other dementias. It is the only non-profit 
center in Guatemala whose work is focused on 
general, population-based dynamics of demen-
tia treatment. It has the support of Alzheimer 
Disease International (ADI) and Alzheimer 
Latin America (ABI), and its President is a 
member of the Board of Directors of 
CONAPROV. The program is one that provides 
care through the intervention of a geriatric phy-
sician who determines the diagnosis of demen-
tia, follows up on pharmacological treatment 
when needed, and recommends  physical ther-
apy and supportive services to relatives who 
have a family member with dementia. All ser-
vices provided are free of cost to the patient 
and/or the patient’s family. Ermita is a center 
that provides support during the day; however, 
both in the Guatemalan capital and in the inte-
rior of the country, there are numerous home 
sites that also provide for the overnight care of 
older adults, although only some accept patients 
with dementia symptomatology. Finally, due to 
the lack of local statistics regarding dementia, 
Grupo Ermita also has research projects under-
way to provide data on the prevalence of 
dementia.

 Summary of Health-Care Provision 
of Dementia Services in Guatemala

The prospect for the care of patients with demen-
tia in Guatemala is not very encouraging because 
of deficiencies that seem very difficult to change 
in the short term. Although there are laws that 
favor specified care, actions are needed to pro-
mote and unify the necessary work of public and 
private institutions. In general, the country is not 
prepared for the dementia care required of this 
growing segment of its elderly population, both 
because hospitals do not have specialists and 
because there is no geriatric center for elderly 
care. However, the need for identified care has 
led to the opening of numerous care homes. 
Unfortunately, many of these care homes lack the 
infrastructure and presence of a multidisciplinary 
team to provide comprehensive care. They func-
tion mostly as nursing homes where adults can be 

“hospitalized” because they can no longer be 
cared for at home.

According to the directory of geriatric centers 
and public and private organizations that care for 
the elderly, there are more than 70 centers, almost 
50 of which are in the interior of the country, all 
of them private, and none with an exclusive focus 
on care of dementias. The remaining 10% are 
public. However, up to 30% receive patients with 
dementia and memory loss, if they have medica-
tion to control any presenting behavioral prob-
lems. Very few centers comply with the licensing 
requirements and adherence to the norms of the 
Ministry of Health to provide their service. Less 
than five percent of private centers have a geria-
trician who provides the required follow-up to 
pharmacological treatment. However, these are 
not constituted as dementia care centers. Casa de 
los Ángeles (2017) is a project that is beginning 
to operate and is defined as an assisted living 
facility designed to care for the elderly. Their 
stated intention is to focus on dementia care and 
to attract North American residents with the 
lower cost of care in Guatemala. Presently, it 
serves foreigners with general neurologic 
disorders.

 Perceptions of the Elderly 
and of Dementia in Guatemala

Guatemala’s greater society’s negative percep-
tions of aging and attitudes regarding dementia 
add to the deficiencies of the Guatemalan health 
system regarding the integrative care model that 
an adult with dementia requires. Undoubtedly, 
the social and economic inequality that afflicts 
Guatemalans’ day-to-day reality does not stop in 
its impact on the elderly who, in addition to hav-
ing a generally low level of formal education and 
having no access to the labor market, do not have 
access to basic health services and programs that 
provide fair pensions and opportunities to gener-
ate their own income.

Generally, in our experience, older Guatemalan 
adults are often excluded, exploited, and, in many 
cases, considered unproductive so that their qual-
ity of life and the respect for their fundamental 
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rights as well as their feelings and aspirations are 
neglected and disregarded. Unfortunately, a large 
percentage of this population resorts to public 
charity for survival and, as a result, often suffers 
from physical, emotional, and economic abuse, 
as well as being considered a burden or a hin-
drance, including by their own relatives. Of 
course, this situation cannot and should not be 
representative of the entire Guatemalan popula-
tion. Cultural diversity underlies variability in the 
perceptions of aging. For this reason, it is 
 important to note that, more often than not, 
 grandparents in indigenous communities are 
 valued and respected within and outside the com-
munity, as their status is seen as synonymous 
with wisdom, respect, and integrity. The elders 
play an active part in decision- making, because 
they are the bearers of the contextual and deeper 
knowledge of their history, which allows them to 
guide and advise their community (UNESCO, 
2010). This reality is lived especially in the towns 
of the interior of the Guatemala, while the situa-
tion is tempered in some indigenous families that 
migrate to the capital of the country.

On the other hand, there is still much igno-
rance about dementia. In the first place, although 
the term “dementia” has undergone some change, 
it is still often incorrectly used, leading to much 
confusion and stigma. Many Guatemalans today 
believe that dementia is synonymous with “mad-
ness” and that individuals who have “dementia” 
are in psychiatric centers, “tied to their beds,” and 
completely disconnected from reality. Some his-
torical reasons for this perception have been 
determined. For example, in 1890 in Guatemala 
City, the first psychiatric hospital in the country 
opened its doors as the “Asylum for Dementia,” 
where patients were classified as “pensioners, 
peacefully demented, and furiously insane.” It 
was, undoubtedly, a historical moment for the 
advancement of mental health in Guatemala 
since it enabled a specialized care center that 
sought to improve the quality of treatment of 
patients with psychiatric conditions (Miranda, 
2004). The work was pioneering; however, the 
terminology used probably influenced the under-
standing that many people developed for the term 
“dementia.” No doubt many specialists today 

know the difference between a psychiatric pathol-
ogy and that which is primarily neurodegenera-
tive. However, not all the population has this 
information. It is very probable that, at present 
and due to this perception, a person who is hav-
ing memory problems consults the neurologist 
because it is “something of the head,” and when 
the person is “demented or crazy,” the individual 
goes to the psychiatrist. It is telling  that even 
today, Google Translate renders the Spanish 
demencia to the English “insane.”

It is important to note that, in spite of advances 
in science and access to scientific research, many 
Guatemalan health specialists need to improve 
their knowledge about the diversity of progres-
sive brain pathologies that impact the functional-
ity of patients. There are other types of dementias 
apart from Alzheimer’s disease (AD), and both 
the course of the disease and the pharmacological 
and non-pharmacological approaches to treat-
ment  for each  are different.  However,  it seems 
that the “Alzheimerization” of dementia, i.e., the 
lack of knowledge about the many other types of 
dementia apart from Alzheimer’s disease, signifi-
cantly affects the assessment by health specialists 
in Guatemala, as well as the perception of health 
deterioration of the elderly patient and its impact 
on the family. For instance, if there is the pres-
ence of short-term memory impairment, accord-
ing to many specialists, this confirms the presence 
of Alzheimer’s disease (AD). The practitioners 
may often be correct; however, this assumption 
precludes them from performing any objective 
cognitive or neuropsychological assessment that 
could demonstrate the degree of deterioration 
and thus confirm if the patient’s profile represents 
AD or some other type of dementia. As suggested 
throughout this chapter, and as reflected in the 
nascent attempts of public and private institutions 
to serve this population, the multidisciplinary 
work that allows for the construction of a differ-
ential diagnosis process and the elaboration of an 
integrated intervention plan is present in 
Guatemala only in its earliest of stages. The cur-
rent, fragmented approach to dementia care also 
reflects a general, Guatemalan societal piecemeal 
characteristic of the current work of health 
specialists.
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It is our experience that, regrettably, this same 
ignorance of the consulted specialists of neurode-
generative diseases is transmitted to the elderly 
and the population in general. Many of the 
patients who learn that they do not have 
Alzheimer’s disease but do have dementia are 
happy and reassured, because they believe that 
AD is the disease that many people talk about in 
which “people get lost,” “it is ‘bad,’” and “there 
is no cure.” They instead believe that dementia 
(vs. AD) is a condition that can be controlled by 
medication. It is noteworthy that in many homes 
and care centers, admission personnel make the 
distinction by speaking of accepting “healthy, 
older adults with Alzheimer’s Disease” or “per-
sons with dementia.” This disinformation about 
the pathology and its etiology of dementia affects 
the approach to treatment and therefore the 
course of the disease. In addition, many 
Guatemalans still hold the erroneous belief that 
general aging is synonymous with alterations in 
cognition, functional impairment, and depen-
dence. Certainly, aging is a multifactorial phe-
nomenon that affects all levels of biological, 
social, and affective organization. However, that 
an individual begins with forgetfulness and even-
tually fully loses memory is not normal, nor inev-
itable for the aged. This belief also affects the 
search for care because it is widely expected that 
all older adults should lose their functioning abil-
ities, especially at the cognitive level, and thus 
families and patients themselves often do not 
think to mention such problems to their doctors.

Much of Guatemalan society thinks that the 
“grandparent who dies healthy and at age 100” is 
a special case because he or she was always inde-
pendent and was very active until the last days of 
his or her life. No doubt, this is likely the kind of 
healthy aging that most everyone would like to 
experience. Yet, this is another mistaken belief 
that leads individuals to delay the search for help 
until a dementia has advanced to moderate and to 
severe stages. Unfortunately, it has been our 
experience that not only is it the family that may 
hold these beliefs; many physicians also sub-
scribe to this way of thinking, and thus do not 
initiate the search for options for maintaining 
and/or improving, if possible, the patient’s condi-

tion. Once again, the lack of knowledge on the 
part of the professionals responsible for the deci-
sions that impact the health of the elderly plays 
an important role in this mistimed approach.

In summary, in Guatemalan society and even 
among health professionals, there is a limited 
understanding and acceptance of the medical per-
spective on Alzheimer’s disease and other demen-
tias and evaluation and treatment of these 
illnesses. This creates a complex and delicate 
situation for the clinicians who have up-to-date 
conventional, medical training. Clinicians who 
are adept at modern evaluation and treatment of 
the dementias must consider what impact the 
communication of such diagnoses can have on 
the patient and the patient’s family. Factors 
including education, urbanization, language, cul-
ture, and age will all influence how members of 
Guatemalan society view and treat their loved 
ones with dementia. Because accurate dementia 
education and support services are limited in 
Guatemala, a diagnosis provided without these 
key follow-ons can be harmful when it may lead 
to stigma, isolation, overprotection, exploitation, 
and even suicide.

It seems the time has come and it is of great 
necessity to update the perspective held by many 
Guatemalans of what it is to be an “old” person. 
Whereas the cultural-historical understanding is 
that the elderly, particularly those with dement-
ing conditions, are people of little value who rep-
resent a burden to society and are unable to care 
for themselves, health-care professionals can be 
at the forefront of informing Guatemalan society 
of medical research findings that can dissuade the 
population of erroneous and outdated beliefs 
about the disease process of dementia.

 Recommendations for a 
Guatemalan Integrative Care 
Approach for Treatment 
of Dementia

The following is a set of thoughtful consider-
ations that, when applied across the key constitu-
ents associated with the care of a patient with 
dementia and his or her family, can begin to 
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update the Guatemalan population’s understand-
ing of dementia. These considerations include the 
role of families, use of language, explicit consid-
eration of the use of correct medical terminology, 
help-seeking behaviors of patients and their fami-
lies, and appropriate use of disclosure.

How might a clinician put all of these consid-
erations together? After making a diagnosis of 
Alzheimer’s disease for an illiterate, village elder 
who is living alone and residing outside of the 
village, the clinician can attempt to gain an 
impression of the patient’s family’s perspective 
of the process and outcome. Then, the geriatri-
cian might communicate to the patient and the 
family: “Don Fulano, you have a disease of your 
brain in which cells, small parts of your brain, are 
slowly dying. Your memory and other abilities 
are slowly getting worse. There is no cure for this 
disease, but these medicines will help keep you 
healthy as long as possible. Your daughter should 
give them to you because you don’t remember 
well enough to take them when you should. It is 
not safe for you to be using your work tools any-
more, so you don’t need your machete. But you 
should keep active with your cofradia (commu-
nity religious/social organization). Your family 
can help you to remember the meetings and to 
walk you there. And it is so lonely and not safe 
for you to be living alone out there anymore. You 
have been getting lost and having other difficul-
ties. There is a Senior Center in San Juan de 
Sacatepéquez. Here is note for the social worker 
there to help you and your family figure out how 
to keep you safe.” The geriatrician may find that 
the younger and educated family members would 
be able to comprehend the diagnosis of 
Alzheimer’s disease and access appropriate edu-
cational information, including via the Internet.

 Role of Families

Professionals must, of course, listen to family 
members to learn about symptoms and practical 
problems about their infirm loved one in order to 
make an accurate diagnosis and offer useful treat-
ment and assistance. In addition, given the great 
diversity in Guatemalan families, professionals 

need to be alert to exploring the knowledge, atti-
tudes, skills, and values of family members. 
Having this information will help clinicians to 
better understand which family members are 
likely to play what roles in caregiving, what fam-
ilies may need to know, how families are likely to 
regard information, what types of care families 
are likely to be able to offer and implement, and 
where to direct families to find additional sup-
port. Professionals need to be particularly sensi-
tive to understanding whom the various family 
members are likely to trust and believe. It is not 
sufficient to presume that families will place full 
trust in and bestow authority to the intervention-
ist  merely because they are a health-care 
provider.

 Use of Language

A best practice for the professional is to work, 
i.e., speak fluently, in the patient’s preferred lan-
guage. Professionals who speak any of the 23 
Mayan languages are relatively rare in Guatemala 
and even much more difficult to find outside of 
the country. Linguistically matching patients to 
professionals is often an administrative chal-
lenge. Often, the next best practice is to employ 
professional interpreters. In North America, the 
recognized standard of practice when working 
with Spanish-speaking patients is to employ 
Spanish-speaking professionals or professional 
interpreters. However, finding professional inter-
preters for Mayan languages both within and out-
side of Guatemala is challenging. Video and 
phone interpreting, along with active interpreter 
training efforts, is making professional interpret-
ing increasingly available (National Maya 
Interpreters’ Network, 2017). Spanish-speaking 
professionals and interpreters who work with 
Mayans for whom Spanish is a second language 
need to recognize that they may have difficulty 
with Spanish, especially with dialects of Spanish 
from other regions.

Many Mayan families have the expectation 
that family members who speak Spanish or 
English will serve as interpreters for others, 
including interpreting between their family 
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 members with suspected dementia and health-
care professionals. Such family members rarely 
have interpreter training and are likely to mix 
their roles as interpreter and family member. 
They may answer on behalf of the patient, alter 
the patient’s responses, fail to interpret what is 
said, add to what is said, and/or interpret poorly. 
Nevertheless, while use of family members as 
interpreters is considered poor clinical practice 
and is even, in most instances, illegal in the 
United States (Department of Health and Human 
Services, 2002), it is still a common and even 
necessary practice in some settings, such as many 
Guatemalan clinics. Practicalities dictate that 
professionals be particularly alert to the ethical 
trade-offs of dealing with such situations so as to 
optimize both quality and accessibility of care. 
The Maya Healthcare Toolkit (2017), Wuqu’ 
kawoq (2017), and National Maya Interpreters’ 
Network (2017) can assist providers with this 
process.

 Explicit Consideration of the Use 
of Correct Medical Terminology

Many Guatemalans and other Latinos associate 
the word demencia [dementia] with psychosis. 
Many individuals, including physicians, may use 
“Alzheimer’s” for all forms of dementia. It is 
probably best to avoid the word “dementia,” 
unless the circumstances allow for a full explana-
tion that is likely to be understood and accepted. 
In this regard, the DSM-5 (American Psychiatric 
Association, 2013) terms of minor and major 
neurocognitive disorder may be preferable, even 
if they are somewhat awkward or unwieldy. It 
may also be preferable to refer to progressive 
cerebrovascular disease or small strokes (der-
rames, infartos) rather than “vascular dementia,” 
Lewy body disease rather than “Lewy body 
dementia,” frontotemporal degeneration rather 
than “frontotemporal dementia,” and the like. 
Such terminology should, of course, be accompa-
nied by explanations. When families are referred 
to literature, websites, and support groups where 
the term “dementia” is used, this should then be 
carefully explained.

 Help-Seeking Behaviors of Patients 
and Their Families

Many Guatemalans may not regard memory loss 
or behavior changes as medical conditions, or 
may not seek medical care for such conditions. 
Primary care providers will need to be proactive 
in screening for dementia. Even when memory 
loss or behavior changes are addressed, families 
may expect that medical attention will be con-
fined to narrow interventions such as solely med-
ications. Families may not expect attention to 
issues such as safety, competency, advanced 
directives, caregiving, emotional support, etc. 
Professional providers will need to be proactive 
in discussing these important matters.

Appropriate Use of Disclosure Culturally, 
many Guatemalans will have an expectation that 
health-care providers will be euphemistic and 
indirect regarding dementia diagnoses and prog-
noses. Families may expect that the doctor will 
be somewhat more frank with the family than 
with the patient. Families may regard direct com-
munication of the diagnosis with the patient to be 
potentially damaging to the patient. These expec-
tations likely vary with the age, education, and 
urbanization of the family members. Nonetheless, 
providers can address the family’s concerns by 
being alert to signals regarding what the family 
wants to know, by considering disclosure of diag-
nosis and prognosis to be a process that may 
unfold over time, and by considering clinical pri-
orities regarding information disclosure.

 Conclusions and Future Directions 
for Dementia Care in Guatemala

At this point, unfortunately, there is no direct data 
available concerning the prevalence of dementia 
due to treatable causes in Guatemala. However, 
Guatemala has a relatively high prevalence of a 
number of conditions likely to produce treatable 
dementia, such as malnutrition, metabolic syn-
drome, alcoholism, cerebral infections including 
cysticercosis and dengue fever, hypothyroidism, 
depression, etc. This suggests that a worthwhile 
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Guatemalan public health goal would be improved 
screening for dementia and evaluation for treatable 
causes. Likewise, the medical work- up for treatable 
causes of dementia (including vigilance for tropical 
diseases)  should be a priority when evaluating 
Guatemalans of the diaspora in other countries.

Clearly, there is also work to be done in updat-
ing geriatric training programs to include a more 
comprehensive and modern view of the demen-
tias. In addition, dementia awareness and skill is 
needed in allied specialties and professions. 
There is also a need to improve interdisciplinary 
collaboration. Greater economic resources are 
needed for care, preventive health, healing, and 
physical, psychological, emotional, recreational, 
and mental well-being of those with dementia. It 
will be necessary to support many existing proj-
ects that have demonstrated effectiveness, as well 
as to plan and develop new projects suitable to 
Guatemalan socioeconomic and sociopolitical 
realities. While it is perhaps a priority to 
first  address those with dementia who are iso-
lated and impoverished, such projects need to 
move beyond individual care to integrative care 
support approaches that include the family and 
other caregivers. Ultimately, appropriate demen-
tia care is part of a larger project of improving 
spaces for elder citizen participation and expres-
sion, as well as economic, cultural, and even 
political integration into Guatemalan society.
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Abstract

Cuba, the Dominican Republic, and Puerto 
Rico, otherwise known as the Spanish Insular 
Caribbean, comprise a subgroup of insular ter-
ritories that have similar cultural, historical, 
and colonial backgrounds. The Spanish Insular 
Caribbean population faces a particularly high 
risk for dementia, and only steadily emerging, 
albeit unique behavioral and psychological 
approaches for treatment. Comprehensive 
efforts to provide adequate and culturally con-
gruent treatment are complex and character-
ized by social, economic, political, and public 
health influences. This chapter begins contex-

tualizing the treatment of dementia by describ-
ing the cultural and historical landscape of the 
Spanish-speaking islands in the Caribbean. 
Prevalence rates of dementia in these regions 
are also discussed along with the current strate-
gic, national guidelines for comprehensive 
care and the systems of healthcare provision in 
each country. Furthermore, cultural consider-
ations for dementia management are discussed, 
including a summary of the psychological 
strengths exemplified within the Cuban, 
Dominican, and Puerto Rican communities. 
The chapter concludes with a review of treat-
ment practices and interventions for individu-
als with dementia and their caregivers.

 Introduction

The Spanish Insular Caribbean refers to those 
Spanish-speaking countries of the Caribbean 
region, including Cuba, the Dominican Republic, 
and Puerto Rico. Together, these populations are 
experiencing accelerated rates of aging and rapid 
increases in rates of dementia (Baez & Ibáñez, 
2016; Custodio et al., 2017; Ferri & Jacob, 2017; 
Manes, 2016). This trend mirrors a global rise in 
neurocognitive disorders in which the worldwide 
prevalence of dementia is expected to double every 
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20 years (Prince, Acosta, Castro-Costa, Jackson, & 
Shaji, 2009). In response, dementia is increasingly 
being regarded as a public health priority within 
the Spanish Caribbean, with growing initiatives 
aimed at its detection,  diagnosis, and treatment 
(Molero, Pino-Ramírez, & Maestre, 2007). At 
present, dementia remains one of the most serious 
concerns challenging healthcare services in the 
Caribbean (Anauati, Galiani, & Weinschelbaum, 
2015). While health services are steadily growing, 
significant advancements are necessary in order to 
provide culturally responsive, comprehensive care 
to meet the demands of the rising prevalence rates. 
Public knowledge about dementia continues to be 
limited in this region, with families often having 
little to no awareness of the neurodegenerative dis-
ease (Manes, 2016).

The management of dementia is very com-
plex, beginning with its appropriate detection and 
establishment of accurate diagnosis and severity. 
Typically, dementia diagnosis requires neuropsy-
chological testing, clinical interview, physical 
examination, and neuroimaging (Prince et  al., 
2009), all of which can be difficult to obtain. For 
example, determining when and where an indi-
vidual or family member should pursue a diag-
nostic evaluation may be challenging due to 
financial burden, lack of information, and/or 
inability to access appropriate providers. For 
many individuals in the Spanish Caribbean, meet-
ing with a physician who knows the patient is 
often the ideal first step, along with the provision 
of collateral information from a family member. 
These aspects are often crucial to establish 
changes from baseline in the patient’s cognitive 
functioning. Thus, establishment of a diagnosis 
and staging of dementia is the cornerstone of care 
for this growing population. Moreover, educating 
the patient and the caregiver is far more effective 
when the biopsychosocial profile is explored. 
Typical symptoms (e.g., emotional distress, anxi-
ety, apathy, depression) and behavioral presenta-
tions may require consultation with neurology, 
psychiatry, and psychology services.

The certainty of a dementia diagnosis is fre-
quently controversial and difficult to establish in 
the early stages of the disease. Therefore, when a 
physician is asked to confirm if the patient has  
or may develop dementia, psychoeducation for 

the patient and the family is warranted. 
Psychoeducation should focus on the possible 
etiology, course, and prognosis of the disease, 
along with ways to manage clinical signs and 
symptoms, and how it may impact the family sys-
tem. Clinical experience indicates that there are 
many places in the Spanish Insular Caribbean 
wherein general clinicians may be reluctant to 
establish a diagnostic certainty of dementia for a 
patient on behalf of their family members, espe-
cially at the onset of cognitive deterioration. In 
part, this reluctance may be attributable to want-
ing to avoid diagnostic errors which can be 
potentially confusing to patients who are often of 
the belief that memory impairment, for example, 
might be considered a normal aspect of the aging 
process. However, it is common to see some 
patients 2–3 years after the initial dementia con-
sult who then demonstrate significant cognitive 
deterioration that is impacting their functioning.

The incidence and prevalence rates of spe-
cific behavioral symptoms vary widely with the 
type and stage of the dementia, with the pres-
ence or lack of other medical conditions, and 
with institutionalization. Up to 90% of patients 
with neurocognitive disorders (e.g., dementia, 
Alzheimer’s disease) will develop what is 
known as behavioral and psychological symp-
toms of dementia (BPSD) as they progress 
through the dementia stages (Ferri et al., 2008). 
These neuropsychiatric symptoms (e.g., emo-
tional distress, anxiety, apathy, depression) rep-
resent the largest challenge in daily living for 
patients and their relatives and are important 
factors in the increased use of healthcare ser-
vices and institutionalization (Azermai, 2015; 
Cerejeira, Lagarto, & Mukaetova- Ladinska, 
2012; Kales, Gitlin, & Lyketsos, 2015; Lanctôt 
et  al., 2017; Tible, Riese, Savaskan, & von 
Gunten, 2017). The nature of dementia care is 
associated with an intensity of needs, exceeding 
those required in other health conditions, mak-
ing care recipients highly dependent on their 
caregivers to address challenges related to 
instrumental activities of daily living (IADL) 
and activities of daily living (ADL; Alzheimer’s 
Association, 2016). The caregiver burden is fur-
ther exacerbated by families preferring home 
care for their loved ones as an essential strategy 
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to reduce the cost of long-term care, especially 
in developing countries. (Black et  al., 2013; 
Chien et al., 2011; Hodgson, Gitlin, Winter, & 
Hauck, 2013; Jack, O’Brien, Scrutton, Baldry, 
& Groves, 2015; Kaneda, 2006; OECD, 2011). 
In addition, families may experience tension 
associated with the decision to use institutional 
care, as cultural expectations typically indicate 
that the elderly person should remain at home 
rather than residing in a care facility (Neary & 
Mahoney, 2005). As with any medical condi-
tion, clarification of health expectations and 
goals are at the center of the care for the person 
with dementia. For patients in the Spanish 
Caribbean, the role of cultural norms, practices, 
and values are essential in providing effective, 
comprehensive, and efficient care.

The goal of this chapter is to describe the cur-
rent and historical behavioral and psychological 
treatments for dementia in the Spanish Caribbean. 
The specific objectives of this chapter are the fol-
lowing: (1) a description of the cultural and his-
torical landscape that contextualizes the current 
presentation of dementia in the Spanish 
Caribbean, (2) a review of the available statistics 
and epidemiology of dementia for the region that 
are made available through collective and ongo-
ing research initiatives, (3) a presentation of the 
healthcare systems and strategic guidelines for 
dementia management that have been imple-
mented within each of the Spanish Caribbean 
countries, (4) the cultural considerations for 
dementia management, and (5) a review of treat-
ment practices and supportive interventions for 
individuals with dementia and their caregivers.

 Cultural and Historical Aspects 
of the Spanish Caribbean

The three island countries of Cuba, the Dominican 
Republic, and Puerto Rico represent the Spanish 
Insular Caribbean which are the Spanish- 
speaking islands in the Western Antilles. These 
countries have parallel histories but with very dif-
ferent political evolutions. The modern Spanish 
Insular Caribbean emerged following a separa-
tion of the islands colonized by Spain (i.e., the 

Spanish Greater Antilles) from those that had 
been colonized by the British (i.e., the Lesser 
Antilles, Jamaica). The term “West Indies” has 
also been used to describe their relationship to 
one another. Moreover, the label of Spanish 
Caribbean may sometimes be used in a broader 
context to include the territories of coastal 
Colombia, Mexico, Panama, and Venezuela. For 
the purpose of this chapter, the term Spanish 
Caribbean is used to refer specifically to the col-
lective islands of Cuba, the Dominican Republic, 
and Puerto Rico.

While each of these countries possesses their 
own vibrant and unique cultural heritage, there is 
much that is shared among the islands. Similarities 
exist within language, folklore, food, art, and 
social landscape that have grown from the rich 
legacy of the Indigenous (e.g., Taino, Carib) and 
African people and the influence of the Spanish 
European colonizers in the region (Adames & 
Chavez-Dueñas, 2017). Accordingly, there are 
many similarities among the islands with regard 
to how dementia presents, how it is understood, 
and how it is cared for including the ancestral 
healing traditions that often permeate interven-
tions of modern, Western medicine. In an effort 
to help provide a context for these issues, what 
follows are the cultural highlights and historical 
aspects of the region.

 Racial Landscape

The colonial period in the Spanish Caribbean 
gave rise to three racial groups: African, 
Indigenous, and white European. The current 
racial landscape of the region is a consequence of 
the colonization acts carried out by white 
European colonizers, including the exploitation 
and destruction of the lives of Indigenous and 
African peoples through the transatlantic slave 
trade (Chavez-Dueñas, Adames, & Organista, 
2014). Understanding the direct implications of 
racism on those with dementia in the Spanish 
Caribbean is challenging, in part because the 
influence of race is typically denied and/or mini-
mized (Adames,  Chavez-Dueñas, & Organista, 
2016; Borrell, 2005; Chavez-Dueñas et al., 2014). 
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Another illustration of why it is difficult to exam-
ine the role of race is apparent in the lack of data 
that exists regarding racial demographics in the 
region. For example, the Cuban government does 
not collect any data on the racial identity of its 
citizens (Castellanos & Gloria, 2018). Today, a 
racialized caste system remains based on skin 
color and phenotypical characteristics (Adames 
& Chavez-Dueñas, 2018; Chavez-Dueñas et al., 
2014). Within this system, individuals with 
lighter skin tone and more white European- 
looking characteristics are often afforded greater 
access to political, social, and economic 
resources. In contrast, the experience of Afro- 
Caribbean individuals is, and has been, that of 
restricted access to education, healthcare, 
employment, and economic mobility (Adames & 
Chavez-Dueñas, 2018; Castellanos & Gloria, 
2018; Chavez-Dueñas et al., 2014).

 Geographical and Social Landscape

Agricultural and industrial practices have largely 
shaped the geographical organization of the 
Spanish Caribbean. The majority of land use (i.e., 
over 50%) in Cuba and the Dominican Republic is 
agricultural, compared to Puerto Rico which is 
only 22% agricultural land use (Central 
Intelligence Agency [CIA], 2015). Major cities in 
the region, with some of the highest population 
densities in the world, include Havana, Cuba, with 
a population of over 2 million; Santo Domingo of 
the Dominican Republic, with close to 1 million 
inhabitants; and the greater metropolitan area of 
San Juan, Puerto Rico, with approximately 
2.5 million inhabitants (CIA, 2015). Residents of 
the three islands have experienced a large dias-
pora in the last century with large migrations to 
the United States of America (USA) and the 
establishment of well-known communities such 
as Little Havana in Miami, Florida; Spanish 
Harlem and Washington Heights in New  York 
City; and various Boston city neighborhoods 
(Adames & Chavez-Dueñas, 2018; Castellanos & 
Gloria, 2018). Recently, migration to the USA is 
accelerating for Puerto Rico more than any other 
island in the Caribbean (CIA, 2015).

Rates of aging are accelerating in recent years 
across the Spanish Caribbean islands (Baez & 
Ibáñez, 2016). To illustrate, Cuba and Puerto 
Rico both have the largest population of individu-
als aged 65 and older at 15%, whereas the popu-
lation of the Dominican Republic is much smaller 
at only 7% (World Bank, 2017). Life expectancy 
rates vary, with the age of life expectancy at birth 
in Cuba at 78.9 years, 81 years in Puerto Rico, 
and 71.3 years in the Dominican Republic (CIA, 
2015). Finally, the overall illiteracy rates for per-
sons over the age of 15 years are 0.2% in Cuba, 
8.2% in the Dominican Republic, and 6.7% in 
Puerto Rico (CIA, 2015).

With regard to nutrition and food practices, 
common cuisine in the region includes rice; 
beans; cassava, as well as other starchy tubers; 
and plantain-based dishes. A combination of 
meat, rice, and beans is a common meal and often 
considered to be the basic ingredients of a healthy 
diet. Access to meat and other animal products 
may vary due to economic instability on the 
islands. Frequently, protein-rich grains serve as a 
substitute for meat. Avocadoes are a popular veg-
etable rich in fats, and tropical fruits are available 
year-round. In recent decades, Puerto Rico has 
seen a surge in fast-food commercial establish-
ments from the U.S. mainland that has influenced 
a dietary trend of shifting away from traditional 
nutritional practices.

Incidents of smoking and alcohol consump-
tion are high in the region, in particular amidst 
thriving tobacco and rum production industries in 
Cuba and the Dominican Republic. For example, 
almost 25% of all Cuban adults smoke tobacco, 
with rates as high as 31% for men and Afro- 
Cubans (Gorry, 2013). Puerto Ricans also report 
high rates of smoking, along with other risk fac-
tors for cancer including obesity and hepatitis C 
(American Cancer Society, 2015).

Catholicism is a common religion of the 
region, with 50% of Cubans identifying as 
Catholic (Castellanos & Gloria, 2018) and as 
many as 80% reporting a Catholic religious 
affiliation in the Dominican Republic (Country 
Reports, 2016). Santería, a blend of African 
spirituality and Catholic beliefs, is also prac-
ticed in the area, particularly among communi-
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ties in Cuba (Castellanos & Gloria, 2018). 
Indigenous healing practices such as espir-
itísmo and  curanderismo are common among 
Latino communities, including those in the 
Spanish Caribbean. These practices are 
grounded in the belief of a spiritual and “invis-
ible world” that influences human behavior 
(Comas-Díaz, 1981). Examples include belief 
in syndromes influenced by supernatural forces 
such as el mal de ojo [the evil eye]. In Puerto 
Rico, espiritísmo is practiced widely and is 
associated with positive psychological out-
comes (Torres Rivera, 2005).

 Study of Dementia in the Spanish 
Caribbean

There are few population-based studies regarding 
the description and frequency of the noncognitive 
symptomatology of dementia in the Caribbean. 
The most comprehensive data to date comes from 
the 10/66 Dementia Research Group, an assem-
blage of over 30 research clinics across the globe 
associated with Alzheimer’s Disease International 
(ADI). The name 10/66 refers to the less than 
one-tenth (i.e., 10%) of all population-based 
research on dementia that has been directed at the 
estimated two-thirds (i.e., 66%) of people living 
with dementia that reside in low- and middle- 
income countries and territories including Cuba, 
the Dominican Republic, and Puerto Rico 
(Prince, 2009). Beginning in 1998, 10/66 
researchers have sought to inform the health and 
social welfare of these individuals and families 
living with dementia. Readers are encouraged to 
visit the 10/66 project website at https://www.alz.
co.uk/1066/ for a comprehensive review of this 
ongoing research initiative and for a list of publi-
cations to date.

In its first phase, the 10/66 Dementia 
Research Group conducted cross-sectional 
catchment area surveys with a total of 21,000 
respondents aged 65 and over from 11 countries 
and territories: Brazil, Cuba, the Dominican 
Republic, Mexico, Peru, Puerto Rico, and 
Venezuela in Latin America; China and India in 

Asia; and Nigeria and South Africa on the 
African continent (NB: the first three authors of 
this chapter served as principal investigators of 
phase one of the project in Cuba, the Dominican 
Republic, and Puerto Rico; see Ferri et al., 2008; 
Llibre-Rodríguez et al., 2008). This large-scale 
study used dementia diagnostic measures and 
interview protocols that were developed and 
validated in the 10/66 pilot studies conducted in 
26 countries worldwide (see Prince, Acosta, 
Chiu, Scazufca, & Varghese, 2003). Overall this 
research aimed to (1) provide a diagnostic algo-
rithm for dementia that was educationally and 
culturally congruent and (2) gather information 
on care arrangements for people with dementia, 
including the impact on caregivers (Prince et al., 
2009). Ultimately, the study provided a wide 
range of data regarding the prevalence of 
dementia and associated subtypes of: mental 
disorders broadly, physical health status, anthro-
pometric factors, sociodemographic character-
istics, information regarding disability, 
functional abilities, utilization of health ser-
vices, care characteristics, and caregiver 
burden.

A total of 6,963 people aged 65 and over 
were surveyed in Cuba, the Dominican Republic, 
and Puerto Rico (Ferri et al., 2008). Prevalence 
of dementia was relatively high in these three 
countries, with an estimated 10.8% of respon-
dents meeting diagnostic criteria in Cuba, 12% 
in the Dominican Republic, and 11.7% in Puerto 
Rico (Ferri et al., 2008). These findings are ele-
vated compared to worldwide, age-standardized 
prevalence rates for populations above the age 
of 60. Regarding the latter, these are estimated 
at 5–7%, with higher prevalence in Latin 
America at 8.5% and lower in the four sub-
Saharan African regions, where prevalence lies 
between 2% and 4% (Ferri & Prince, 2010; 
Prince et  al., 2013). Significant increases in 
dementia within the Spanish Caribbean are 
anticipated in the near future, with estimates 
suggesting a 215% increase in prevalence 
between the years 2010 and 2050, compared to 
an estimated 100% increase in higher income 
countries and more than 300% increase in India 
and China (Prince et al., 2009).
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 Healthcare Systems and Dementia 
Service Provision in the Spanish 
Caribbean

Global dementia research has helped inform 
existing healthcare systems by providing practi-
cal and attainable recommendations for compre-
hensive dementia care. For example, findings 
from the 10/66 Dementia Research Project have 
informed recommendations for “packages of 
care” that are specific to low- and middle-income 
countries, including those within the Spanish 
Caribbean (Ferri & Jacob, 2017; Prince et  al., 
2009). According to the 10/66 Dementia Research 
Group, the primary goals for dementia manage-
ment include (a) early diagnosis; (b) detection 
and appropriate treatment of BPSD; (c) optimiza-
tion of physical health, cognition, activity, and 
well-being; and (d) provision of information and 
support to caregivers (Prince et al., 2009). Current 
systems of healthcare delivery in Cuba, the 
Dominican Republic, and Puerto Rico include 
varying elements of these management strate-
gies. Given that healthcare systems significantly 
impact individual health status and characterize 
dementia management, the following sections 
provide brief synopses of current healthcare 
frameworks and dementia response strategies 
within each of the Spanish Caribbean countries 
and territory.

 Cuba

Cuba addresses the country’s dementia care by 
way of its health system that is based on princi-
ples of universal health coverage and access, free 
medical and dental services, and comprehensive 
and regionalized healthcare. Specifically, the 
government assumes fiscal and administrative 
responsibility for the health of its citizens, and 
healthcare is free at the point of delivery. There is 
a high integration of physical and mental health-
care within Cuba’s universal system (Basauri, 
2008; Clay, 2015). This collaborative focus 
largely emerged in 1995 following the Pan 
American Health Organization (PAHO) confer-
ence in Havana, Cuba, known as Reorienting 

Psychiatry towards Primary Care, in which the 
region was called upon to better integrate mental 
health services within communities and adopt 
greater prevention efforts (Gorry, 2013). Over the 
past several decades, mental health has been 
approached with greater urgency, and general 
healthcare has shifted to embrace a more holistic 
emphasis on prevention, treatment, and rehabili-
tation. For example, all Cubans are recommended 
to have annual physical and mental health screen-
ings, with the availability of home-visiting nurses 
to conduct evaluations if the individual is unable 
to attend in-person appointments (Clay, 2015).

Cuba, along with Costa Rica and Mexico, was 
among the first of middle- and low-income coun-
tries in the world to develop a national strategic 
plan for dementia care (Alzheimer’s Association, 
2017; Ames, O’Brien, & Burns, 2017; Bupa, 
2015; Custodio et  al., 2017; Llibre-Rodríguez 
et  al., 2017). Guidelines for dementia care in 
Cuba were developed and approved in 2016 by 
key stakeholders including medical professionals 
and dementia experts working within diverse set-
tings such as academic institutions, the Cuban 
Ministry of Public Health (MINSAP), and com-
munity clinics (Bosch-Bayard et al., 2016). The 
guidelines broadly include (a) education regard-
ing the rights of people with cognitive impair-
ment, (b) professional development, (c) research, 
(d) health promotion, and (e) dementia preven-
tion (Bosch-Bayard et al., 2016). Initiatives under 
these guidelines have increased early detection, 
created a national dementia registry, and devel-
oped programs to support patients and their fami-
lies, including memory clinics, day centers, and 
comprehensive rehabilitation services for 
cognitive- related problems.

Healthcare in Cuba is organized by means of 
three levels, including  primary, secondary, and 
tertiary. At the primary care level, family doctors 
and nurses are responsible for identifying patients 
with memory or behavioral problems; detecting 
at-risk patients through control of chronic, non-
communicable diseases; and consulting with spe-
cialists in internal medicine, psychiatry, 
psychology, and geriatrics (De Jesus Llibre 
Rodriguez, 2013). These services are generally 
housed within consultorios, i.e., interdisciplinary 
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clinics serving small neighborhoods or commu-
nities (Gorry, 2013). Also at the primary level, 
multiservice community polyclinics are struc-
tured to serve as referral sites for neighborhood 
consultorios and tend to offer more specialized 
equipment and care often being staffed by geria-
tricians, psychiatrists, and staff associated with 
optometry, audiometry, physiotherapy, and reha-
bilitation services (Bosch-Bayard et  al., 2016; 
Gorry, 2013). Finally, secondary care in Cuba is 
provided by larger hospitals, including psychiat-
ric facilities, while tertiary care exists through 
research institutes where medical specialties are 
predominantly housed.

The healthcare staff at community clinics (i.e., 
consultorios, polyclinics) provide specialized 
consultation to older adults and their caregivers. 
These often include specialists in psychiatry, psy-
chology, social work, nursing, and occupational 
therapy who offer care to patients with psycho-
logical and behavioral symptoms (Gorry, 2013). 
Moreover, they provide support for patient care-
givers. Specialized services include cognitive 
stimulation and other interventions including 
music and dance therapy, arts and crafts activi-
ties, group therapy, and physical rehabilitation. 
For example, therapeutic groups known as 
Círculos de Abuelos [Grandparent Gatherings] 
are supported by family physicians and polyclin-
ics that offer opportunities for regular exercise 
(Coyula March, 2010). By 2015, over 945,000 
older adults across Cuba were participating in 
Círculos de Abuelos, comprising approximately 
one-third of the total elderly population (Bosch- 
Bayard et  al., 2016). Thus, these group-based 
interventions play a prominent role in the man-
agement of dementia while also fostering a sense 
of community among those impacted by the 
condition.

Residential treatment programs such as 
Hogares de Ancianos [nursing homes] are also 
available options for elders with dementia 
(Gorry, 2013). However, these typically require 
the patient to pay a modest fee. These residen-
tial treatment programs typically offer caregiv-
ing and meals. They also provide social and 
recreational activities. Another community ini-
tiative to support elders with cognitive decline is 

the Older Adult University, an outgrowth of the 
University of Havana, which provides continu-
ing education opportunities for seniors (Coyula 
March, 2010). Lastly, community clinics are 
also known to coordinate the Caregivers’ School 
for those taking care of older adults with demen-
tia. These schools offer practical courses to help 
improve care and quality of life for both the 
patient and the caregiver, such as proper 
hygiene, proper nutrition, and how best to 
engage in stimulating recreational activities 
(Gorry, 2013).

 Dominican Republic

Healthcare in the Dominican Republic has under-
gone several changes over the past several 
decades that have been essential in bolstering 
dementia management efforts. For example, in 
2001, a law was passed issuing the Dominican 
Social Security System (SDSS) which estab-
lished funding programs for the elderly, disabled, 
and unemployed. Included in the plan was the 
Family Health Insurance, (i.e., the Seguro 
Familiar de Salud [SFS]). This health insurance 
consists of a subsidized basic health plan and a 
health services plan known as El Plan de 
Servicios de Salud (WHO and Pan American 
Health Organization, 2008). In 2014, the country 
adopted a model of primary healthcare based on 
integrated health service delivery networks. 
These new initiatives have broadly focused on 
coordinating, managing, and articulating poli-
cies, resources, and structures aimed at goals 
common to all institutional stakeholders of the 
country’s national health system. At the same 
time, health insurance coverage has increased 
steadily among residents of the country, moving 
from only 43% coverage in 2011 to 65% cover-
age in 2015 (Pan American Health Organization 
[PAHO], 2017).

Furthermore, the Dominican Republic has 
implemented a national strategic plan for com-
prehensive dementia care. Led by the Department 
of Mental Health of the Ministry of Health, the 
National Dementia Plan was implemented in 
2017. The objectives of the plan include (a) 
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strengthening the capacity of leadership and 
 governance in the development of national public 
policies to support people with dementia and 
their families; (b) developing programs focused 
on prevention and risk reduction, with an empha-
sis on public health, gender, and patient rights, as 
well as access to integral health services that 
facilitate early diagnosis and treatment; (c) creat-
ing programs and developing action plans that 
can provide psychoeducation to caregivers and 
families of people with dementia; (d) potentiat-
ing the capacities of the human resources in 
health for attention to the dementias; and (e) pro-
moting and supporting the development of 
research on dementia that will allow for generat-
ing information for decision-makers to take 
action.

Despite comprehensive efforts to improve 
healthcare in the Dominican Republic, there 
continues to be a need for more efficient mental 
health services in the country. Large-scale 
efforts to integrate mental health services into 
primary care are underway (Caplan et al., 2018). 
However, there continues to be a notable lack of 
resources within four main areas including an 
insufficient fiscal budget for mental health ser-
vices, and shortages in essential medications, 
treatment facilities, and human resources 
(Caplan et al., 2018).

At the individual level, access to adequate 
healthcare is influenced by stigma and limited 
mental health literacy, in addition to challenges 
in accessing care due to lack of time off from 
work and the ability to pay for transportation, 
medications, and other healthcare-related costs 
(Caplan et al., 2018). Another accessibility issue 
is that of the government healthcare system’s 
lack of provision of coverage for psychiatric 
medications. This suggests that many pharmaco-
logical treatments might be more difficult to 
obtain for individuals with dementia. Moreover, 
with dementia, cognitive symptoms and aware-
ness of the syndrome are not typically reasons for 
initiating medical care; rather it is the presence of 
BPSD that prompts family members to seek help 
(Caplan et  al., 2018). Thus, psychiatrists are 
commonly the first professionals to be contacted 
by families.

 Puerto Rico

The healthcare system in Puerto Rico is coordi-
nated by private and public services (Gil- 
Fournier, 2014). The healthcare system is 
financed in a complex manner by contributions 
from the U.S. federal  government, the Puerto 
Rican government, private employers, and out- 
of- pocket payments by individuals. For most of 
the island’s working class, a principal form of 
insurance is the Government Health Insurance 
(Plan de Salud del Gobierno [PSG]), known 
locally as Reforma (i.e., Health Reform), which 
serves as a modified, state-run form of Medicaid 
for those experiencing economic disadvantage. 
Beginning in 2015, Puerto Rico developed and 
implemented a strategic Dementia National Plan 
that includes elements similar to those in Cuba 
and the Dominican Republic (Departamento de 
Salud de Puerto Rico, 2015c). In association with 
the comprehensive plan, the Puerto Rico Health 
Department began a web-based registry for 
patients with Alzheimer’s disease that has yielded 
some data from the more than 12,000 entries 
(Departamento de Salud de Puerto Rico, 2015a, 
2015b, 2016; Torres, 2016).

Communities that reside on the island of 
Puerto Rico are largely shaped by the island’s 
complex history with the USA government and 
the fact that the island remains, to this day, under 
colonial status with limited agency to govern and 
represent its own people. A significant manifesta-
tion of Puerto Rico’s colonial status is evident in 
the fact that island-based Puerto Ricans do not 
receive the same social welfare benefits as do 
U.S. citizens who reside on the mainland (Acosta- 
Belén & Santiago, 2006). For example, while vir-
tually all mainland states receive a federal match 
rate for Medicaid expenditures at 100%, the 
match rate for Puerto Rico is only 55% 
(U.S. Department of Health and Human Services, 
2015). Moreover, Puerto Ricans on the island are 
not eligible to receive Supplemental Security 
Income (SSI), and those who qualify may receive 
only a small fraction of the stipend available 
under the Aid to the Aged, Blind, or Disabled 
federal program as compared to those receiving 
the stipend on the USA mainland.
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Thus, while Puerto Ricans may enjoy benefits 
of qualifying for Medicaid/Medicare, the condi-
tions under which they are granted access are sig-
nificantly restricted.

In general, health services are managed 
through subscriptions of an insurer-based cover-
age plan and with primary, secondary, and ter-
tiary services accessed through referral to a 
specialist from primary care providers. It also 
involves utilization and review mechanisms such 
as prior authorization. In sum, there is no univer-
sal type of healthcare coverage, and integration 
of services is carried out through screening and 
disease prevention in primary care physicians’ 
(PCP) offices, along with administrators’ and 
insurers’ coordination of mental health benefits. 
Puerto Rico has also experienced an 
“Americanization” of its medical care system in 
ways that can impede the use of long-standing, 
Indigenous, and ethnocultural healing practices 
of the community. For example, physicians and 
other healthcare professionals have been system-
atically prohibited from collaborating with 
curanderos/curanderas and of endorsing tradi-
tional healing practices (Trujillo-Pagan, 2014).

Migration patterns are also an important factor 
in accessing healthcare. The most recent financial 
crisis in Puerto Rico that preceded, and was exac-
erbated by, the devastating impact of Hurricane 
Maria in 2017 has contributed to rising migration 
to the U.S. mainland (Capielo Rosario, Adames, 
Chavez-Dueñas, & Renteria, 2019). Beginning as 
early as 2010, more Puerto Ricans lived on the 
mainland than on the island (Krogstad, 2015). 
Migrants who return to the island or engage in 
circulatory migration, i.e., those who migrate 
back and forth between the island and the main-
land U.S. (Acevedo, 2004; Capielo Rosario 
et  al., 2019), often face additional barriers to 
connecting with social welfare benefits (i.e., 
Medicare/Medicaid). Additionally, returning 
migrants may experience a shift in their social 
relationships due to having been away. Thus, 
migrant individuals with dementia may no longer 
have the same social connections to support the 
care they need upon returning to the island.

Finally, the calamitous toll of Hurricane Maria 
has greatly impacted virtually all aspects of life on 

Puerto Rico, including management of dementia. 
The hurricane resulted in numerous disastrous 
consequences for Puerto Ricans on the island 
including restricted access to healthcare and other 
basic needs such as potable water, electricity, sta-
ble shelter, and safe roads (Capielo Rosario et al., 
2019; Capielo, Schaefer, Ballesteros, Monroig, & 
Qiu, 2018). Despite a severe lack of support from 
the USA government, Puerto Ricans have demon-
strated great solidarity, creative ingenuity, and 
amplified resilience in the aftermath of the hurri-
cane’s destruction (Capielo et al., 2018).

 Spanish Caribbean Cultural 
Influences in Dementia 
Management

Among the health systems in the Spanish 
Caribbean, there is a mix of allopathic medicine, 
cosmopolitan medicine (i.e., biomedicine), and 
Indigenous healing practices (Henderson & 
Gutierrez-Mayka, 1992). These approaches often 
combine ancestral wisdom with influences from 
religious and spiritual frameworks. For example, 
Cuba’s healthcare, in particular the mental health 
specialty, includes significant emphasis on natu-
ral and traditional medicine such as homeopathy, 
floral therapy, as well as Eastern-influenced prac-
tices such as Tai Chi and auricular acupressure 
(Gorry, 2013). It is also common for individuals 
to engage in health-promoting behaviors at home 
that have been passed down through generational 
wisdom, such as the practice of drinking a spoon 
of castor oil each day, taking herbal teas and sup-
plements, or drinking Agua de Azahar [honey 
and orange floral water] to cope with anxiety.

Communities of the Spanish Caribbean exem-
plify numerous psychological strengths that sup-
port the care of dementia. These strengths emanate 
from the rich cultural heritage of the region, and, 
while each country possesses its own unique char-
acterization of these strengths, there is a collective 
thread that weaves them together (Adames & 
Chavez-Dueñas, 2017). The following section 
reviews a selection of common, culturally derived 
values and psychological strengths that influence 
dementia care in the Spanish Caribbean region.
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The Latino psychological strength of connect-
edness to others, including connection to family 
(i.e., familismo), serves as the cornerstone of 
dementia care (Adames & Chavez-Dueñas, 
2017). This orientation toward connection pro-
motes intergenerational care networks in which 
the well-being of the individual is intertwined 
with the well-being of the group. Moreover, con-
nections with family can facilitate cultural pride, 
provide a buffer against negative coping 
responses, and reinforce cultural identity 
(Castellanos & Gloria, 2018). The 10/66 
Dementia Research Group recommendations for 
dementia care call for community solidarity, in 
which intergenerational networks are essential to 
enhance awareness of dementia, reduce stigma, 
and bolster existing care systems for those suffer-
ing (Prince et al., 2009). The essence of commu-
nity solidarity is well aligned with connectedness 
to others, in addition to the cultural values of 
engaging with others through respect (i.e.,  res-
peto), pleasing interactions (i.e., personalismo), 
and care (i.e., cariño).

Multigenerational households that are common 
in the Spanish Caribbean are also more likely to 
engage in help-seeking behaviors with medical 
professionals (Prince et  al., 2009), often due to 
younger generations having greater access to 
health information and having less adherence to 
stigmatizing beliefs about dementia. Within these 
multigenerational households (e.g., children living 
with parents or grandparents), it is typical for 
elders to be cared for within the context of cultural 
values that promote honor, respect, and reverence 
for elders (Adames, Chavez-Dueñas, Fuentes, 
Salas, & Perez-Chavez, 2014).

The Latino psychological strengths of deter-
mination and adaptability (Adames & Chavez- 
Dueñas, 2017) are boldly exemplified among 
dementia patients and caregivers in the Spanish 
Caribbean region who demonstrate endless drive 
and courage as they creatively navigate and learn 
to thrive amidst challenging circumstances 
including restricted access to healthcare, sys-
temic discrimination, and environmental disas-
ters. Additionally, humor is a central Latino 
cultural value that can be essential to the care of 
persons with dementia. Humor, including telling 

jokes and laughing together, is a central element 
of connection and well-being among Latino peo-
ple (Castellanos & Gloria, 2018). The practice of 
choteo (i.e., joking/goofing off) can be a useful 
strategy to help navigate the challenging circum-
stances that accompany dementia. Finally, com-
munities in the Spanish Caribbean may cope with 
the difficulties of dementia through collective 
emotional expression, in which a range of emo-
tions such as rage, sadness, and joy are expressed 
through rhythm and dance (Adames & Chavez- 
Dueñas, 2018).

 Caregiving in the Spanish-Speaking 
Islands of the Caribbean

Caregivers play an essential role in the manage-
ment of dementia. These individuals may be 
family, community members, or paraprofession-
als and may be paid or unpaid for their caretak-
ing role. Caregiver strain is common due to the 
difficultly of caring for individuals with demen-
tia, including the presentation of BPSD. In the 
Spanish Caribbean, individuals will commonly 
use prayer as an effective strategy to reduce 
stress and anxiety, which, along with faith, offer 
important values and coping mechanisms for 
many Latino elders and their family members. 
The need for caregiver’s education of BPSD 
management is essential for the caregivers’ 
well-being yet also provides benefit to the per-
son with dementia who is receiving care. The 
caregiver’s psychological support needs should 
be addressed with clinically informed stress 
management methods and skills for emotional 
expression (Black et  al., 2013; García-López 
et al., 2008; Gitlin, Marx, Stanley, & Hodgson, 
2015; Hodgson et  al., 2013; Lin et al., 2013; 
Miranda-Castillo et al., 2010).

 Addressing Behavioral 
and Psychological Symptoms 
of Dementia

Identifying and treating behavioral and psycho-
logical symptoms of dementia (BPSD) is a key 
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component of dementia management as these 
symptoms typically have the most profound 
impact on quality of life for both the patient and 
caregiver (Prince et  al., 2009). BPSD are also 
known as noncognitive behaviors, challenging 
behaviors, or neuropsychiatric symptoms of 
dementia. A majority of dementia patients will 
experience some degree of BPSD throughout the 
course of the disease, such as aggression, agita-
tion, disinhibition, affect lability, and apathy 
(Kales et al., 2015; Lyketsos et al., 2002).

Some of these symptoms, such as agitation, 
may become so distressing that they provoke 
help-seeking more rapidly than more covert 
symptoms, such as apathy and depression. BPSD 
may involve symptoms that are easy to interpret 
as intentional, i.e., deliberate misbehavior such 
as agitation or refusal to abide by social norms. 
These symptoms contribute to stigma and can 
result in blame being directed at the caregiver or 
family. BPSD are significant contributors to care-
giver strain and are a common reason for patient 
institutionalization (Prince et  al., 2009). 
Ultimately, the classification, assessment, and 
quantification of these symptoms are the first step 
toward their successful management of BPSD 
(Shiota & Sugimoto, 2016).

Successful treatment of BPSD involves a 
combination of non-pharmacological and phar-
macological treatments, along with psychoedu-
cation for the caregiver (Abraha et  al., 2017; 
Azermai, 2015; de Oliveira et  al., 2015; 
Livingston et al., 2014; Watchman & Kerr, 2014). 
The use of non-pharmacological interventions is 
common, yet there remains a need for further 
research-based, randomized controlled trials 
(RCTs) in order to establish a robust evidence 
base for these treatments. Non-pharmacological 
treatments are often aimed at cognitive rehabili-
tation, such as cognitive stimulation therapy, 
computerized cognitive therapy, and reality ori-
entation therapy. Multisensory, stimuli-based 
interventions are also common non- 
pharmacological approaches, including reminis-
cence therapy, music and dance therapy, and 
sensory therapy (Prince et  al., 2009). Non- 
pharmacological approaches also include inter-
ventions for caregivers and nursing home staff 

including psychoeducation, caregiver support 
group therapy, case management, and individual 
counseling.

For most patients, pharmacological treatments 
often remain the first line of treatment for many 
clinicians managing BPSD. Pharmacological 
treatments can be used to target cognitive impair-
ment, behavioral symptoms (e.g., agitation, 
aggression), and psychological symptoms (e.g., 
depression, anxiety, psychosis; Prince et  al., 
2009). It is important to note that pharmacologi-
cal management of neuropsychiatric symptoms 
in dementia has raised concerns due to the poten-
tial harmful side effects of some medications, 
including increased risk of death and cerebrovas-
cular adverse events (Goldman & Holden, 2014; 
Kales, 2015; Lanctôt et  al., 2017; McClam, 
Marano, Rosenberg, & Lyketsos, 2015; Olazarán 
et  al., 2010; Panza et  al., 2015; Rabins et  al., 
2010; Tsolaki et al., 2011; Zec & Burkett, 2008; 
Zeisel, Reisberg, Whitehouse, Woods, & Verheul, 
2016). In addition to the more severe potential 
side effects, these medications may cause 
decreased appetite and stomach upset. Despite 
the potential side effects, pharmacological treat-
ments are known to improve amnestic cognitive 
symptoms and may help to stabilize patient func-
tioning in cases of mild and moderate Alzheimer’s 
disease.

The pharmacological management of BPSD 
is as extensive as the classification of the symp-
toms. Agitation, depression, misidentification 
syndromes, vegetative-type symptoms, and psy-
chosis are among the symptoms that are treated 
with a combination of antidepressants (Banerjee 
et  al., 2011; Porsteinsson et  al., 2014; Seitz 
et  al., 2011) and antipsychotics (Farlow & 
Shamliyan, 2017; Maust et al., 2015). In Puerto 
Rico, the use of haloperidol is common in many 
emergency rooms for addressing agitation. In 
hospitals, and for indigent families in the 
Dominican Republic, where the accessibility 
and costs of newer drugs are difficult, very small 
amounts of haloperidol may be very beneficial 
where agitation threatens the safety of the 
patient and that of others. Since there is no regu-
lation for the use of common antipsychotics, 
efforts toward educating the medical profession 
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toward their appropriate and safe use are the 
best regulatory mechanism currently available.

 Conclusion

Dementia represents an immense challenge for 
the public health of developing countries, partic-
ularly for those in rapidly changing demographic 
areas such as the Spanish Insular Caribbean. 
Such changes, coupled with BPSD, are becoming 
more common and have implications for diagno-
sis, medical management, and the stress- 
producing impact on the family, including the 
financial burden of dementia care costs. Thus, the 
comprehensive assessment of elderly patients in 
clinical settings of these world regions is essen-
tial for optimal clinical management. This is 
especially important as centers providing these 
assessments are scarce throughout the Caribbean 
and may be available only in select academic 
centers or geriatric clinics.

While there are numerous limitations and 
challenges to the accessibility of dementia care in 
the Caribbean, recent changes in healthcare pro-
vision and the implementation of strategic 
national dementia management such  as the 
“packages of care” in Cuba, the Dominican 
Republic, and Puerto Rico offer a promising 
framework in order to move forward a compre-
hensive care system. It is clear that a collabora-
tive, interdisciplinary team approach for dementia 
care is the optimal setting for this booming 
patient population as interdisciplinary teams with 
clinical and social science backgrounds are able 
to identify the cases that can benefit not only 
from medical but also social and psychological 
interventions. Additionally, because caregivers 
play a pivotal role in the management of demen-
tia, support for these individuals must be included 
in comprehensive treatment approaches. Support 
groups and caregiver schools may serve as plat-
forms for the continuity of this wealth of knowl-
edge of caregiving (Reinhard, Given, Petlick, & 
Bemis, 2008). Equally important is the imple-
mentation of pharmacological and non- 
pharmacological measures and the education and 
training in the management of BPSD aimed at 

primary and secondary care staff and caregivers, 
all of which would have a substantial impact on 
reducing stress in the family and on the high 
costs of patient hospitalization and early institu-
tionalization (Kales et  al., 2015; Tible et  al., 
2017).

Finally, continually attending to the need to 
incorporate the wisdom, values, and traditional 
practices of the Spanish Caribbean culture is cen-
tral to better management of dementia 
(Freidenberg & Jiménez-Velazquez, 1992). As 
highlighted in this chapter, Spanish Caribbean 
communities exemplify various psychological 
strengths that have allowed individuals to man-
age and cope with many challenges, including 
illness and systemic barriers (Adames & Chavez- 
Dueñas, 2018). Thus, efforts to support dementia 
care on the Spanish-speaking islands of the 
Caribbean must take into account each island’s 
history, cultural landscape, and community quali-
ties that exist within this region. Dementia care 
should consider all these elements in order to 
provide individuals with the care and support 
they deserve.
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Abstract

This chapter provides specific recommenda-
tions to health-care providers regarding how 
to work with Puerto Ricans who have demen-
tia, including how to work with their family 
members and caregivers. The recommenda-
tions, however, do not take place in a vacuum 
as they draw on Puerto Rico’s sociopolitical 
history. The continuous colonization of 
Puerto Rico, first by Spain in 1493 and since 
1898 by the United States of America (USA), 
is a predominant factor impacting health-care 
practices for Puerto Ricans and a constitutive 
force on the cultural identity of island-based 
and USA mainland Puerto Ricans. Although 
USA citizenship allows Puerto Ricans to 

migrate to the USA without restrictions, the 
sociopolitical association between the USA 
and Puerto Rico has not translated into equal 
humanitarian treatment or advancement for 
Puerto Ricans on the island or on the USA 
mainland. On the contrary, colonialism in 
Puerto Rico has caused significant economic 
and social disruption. In turn, this disruption 
is associated with health disparities across 
Puerto Rican populations and the deteriora-
tion of the island’s health system. Hence, 
understanding the experiences of island-
based and mainland Puerto Ricans requires an 
examination of how colonialism affects the 
lived experiences and health of this  population 
including those impacted by dementia. To this 
end, this chapter describes dementia and 
health disparities among island- based and 
USA mainland Puerto Ricans and summa-
rizes how Puerto Rico’s cultural contact with 
Spain and the USA has  important implica-
tions for the delivery of health services to 
Puerto Ricans. This chapter also provides a 
description of USA mainland Puerto Ricans’ 
sociodemographic and health profiles and a 
discussion of historical and contemporary 
colonialism in Puerto Rico.
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Case Vignette
Mayra, a 67-year-old Puerto Rican native, 
had been diagnosed with dementia of the 
Alzheimer’s Disease (AD) type 3  years 
prior in her hometown of San Juan. A wid-
owed mother of three and grandmother of 
eight, most of Mayra’s family members 
have left the island for the United States of 
America (USA) mainland, including two 
of her children and their families. Currently, 
Mayra lives with her youngest daughter, 
Yesika, age 29, and Yesika’s husband in a 
low-income neighborhood just outside of 
San Juan. As her disease continued to prog-
ress, Mayra was unable to keep up with the 
demands of her job, resulting in her being 
laid off after 12 years of service. Since los-
ing her job 6  months ago, Mayra spends 
most her time at home and going to physi-
cian appointments, accompanied by her 
daughter. This loss of autonomy and pur-
pose has resulted in Mayra feeling 
depressed. She has reached out to her fam-
ily, neighbors, and faith community for 
support, but she is finding it increasingly 
difficult to manage her diagnosis.

Yesika, a mother of two, and a full-time 
concierge and hotel manager, has been 
struggling to care for her ailing mother, as 
her mother requires more supervision and 
assistance with daily tasks. Because of 
these challenges, the family has been con-
sidering the possibility of sending Mayra to 
the state of Florida, where two of her chil-
dren, Luis, 34, and Iván, 38, are currently 
living. While the adult children are hoping 
to send Mayra to the USA mainland within 
the next year, Mayra herself has expressed 
reservations about the possibility of need-
ing to leave her homeland. Having spent all 
her life on the island of Puerto Rico, Mayra 
is hesitant about moving to the USA main-
land due to the drastic cultural differences 

and her limited English proficiency. 
Moreover, she fears losing the small 
amount of autonomy that she currently has, 
as she would need to rely fully on her two 
sons and daughters-in-law for all her needs.

In discussing Mayra’s situation, the 
family is also considering the costs and 
benefits of having Mayra in the USA as 
opposed to remaining in Puerto Rico. As 
would be expected, a central theme of the 
family’s discussion has been access to 
health care and its associated costs. Mayra 
has already had to change physicians twice 
since being diagnosed, as the numbers of 
practicing physicians on the island dwin-
dled due to continued migration of health- 
care professionals to the USA mainland. 
Her children fear that Mayra will soon lose 
her current physician, ultimately making it 
increasingly more difficult to find another 
who is familiar with her case. On the other 
hand, they know that Mayra’s Medicare 
benefits will increase if she were to go to 
the mainland, because the island experi-
enced an 11% payment reduction for 
Medicaid benefits in 2015. The family 
remains concerned about the cost of care 
on the mainland. Even if all three children 
were to contribute to the associated costs 
for treatment, Mayra’s dementia is pro-
gressing at a rate that indicates that she will 
require a higher level of care soon, e.g., in- 
home nursing services. With her current 
rate of disease progression, Mayra’s chil-
dren will have to decide soon, as the 
demands to care for their mother will con-
tinue to increase at an accelerated rate.

This vignette serves as an example of a com-
mon experience of Puerto Rican families that 
have a loved one with Alzheimer’s disease (AD) 
or other dementias.

Introduction
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 Behavioral and Psychosocial 
Treatments of Dementia Utilized 
on the Island of Puerto Rico

Research has begun to highlight the impact of 
Alzheimer’s disease and other related dementias 
on Latinxs. According to the Alzheimer’s 
Association (2017), USA Latinxs are 1.5 times 
more likely to develop dementia than non- 
Hispanic Whites. Puerto Ricans display more 
severe AD symptomatology than other Latinxs 
as well as other ethnic groups (Camacho-
Mercado, Figueroa, Acosta, Arnold, & Vega, 
2016). Diabetes and metabolic syndrome appear 
to be risk factors for dementia. Puerto Ricans’ 
high rates of diabetes and metabolic abnormali-
ties place them at greater risk for developing AD 
and other related dementias (Alzheimer’s 
Association, 2017). In fact, AD is the fourth 
leading cause of death in Puerto Rico, account-
ing for 6.4% of all deaths (Rodríguez Ayuso, 
Geerman, & Pesante, 2012).

A closer look at AD mortality rates among 
Puerto Ricans reveals significant differences 
between Puerto Ricans living on the USA main-
land and those living on the island. Figueroa, 
Steenland, MacNeil, Levey, and Vega (2008) 
demonstrated that mortality associated with AD 
of Puerto Ricans on the island is higher than that 
of Puerto Ricans living on the USA mainland. 
The underlying cause(s) of the different mortal-
ity rate and clinical profile of AD patients in 
Puerto Rico are still unknown; however, a retro-
spective study conducted by Camacho-Mercado 
et al. (2016) suggested that higher rates of AD on 
the island could be attributed to higher rates of 
poverty and lack of access to health care. These 
covariates merit closer consideration as risk fac-
tors for AD in future studies. Furthermore, it is 
also important to expand research on the trans-
national experience of Puerto Ricans and its role 
in obtaining health care across borders in gen-
eral. More specifically, expanded research is 
needed to understand this transnational experi-
ence in terms of identifying dementia. For 
instance, how would physicians in the USA 
identify and treat dementia in the case of Mayra? 
Elements of this transnational identity of island-

based and USA mainland-based duality can help 
inform dementia care and treatment.

 Alzheimer’s Disease and Other 
Dementias Among Puerto Ricans

Given Puerto Rico’s history of medical coloniza-
tion, political ties, and geographic proximity to 
the USA, it is no surprise that the tools of medical 
and mental health-care practice are similar. 
However, strained economic circumstances and 
reduced health-care funding have been detrimen-
tal to the quality of care in Puerto Rico (Rivera- 
Hernandez, Leyva, Keohane, & Trivedi, 2016) 
which, in turn, may influence AD mortality rates 
among island Puerto Ricans (Camacho-Mercado 
et al., 2016). To illustrate, almost half of Puerto 
Ricans on the island have access to government- 
funded USA entitlement programs, e.g., 
Medicaid, Medicare, and Social Security benefits 
(U.S. Department of Health & Human Services, 
2015), yet 9.4% of Puerto Ricans aged 18 and 
older are not covered by any form of insurance 
(U.S.  Census Bureau, 2015). Although most 
Puerto Ricans on the island have access to health 
insurance, access to quality health care is poor.

Inaccessibility to health care has been exac-
erbated by continued colonialism1 and natural 
disasters inflicting damage on the island. 
Specifically, the debt owed by Puerto Rico’s 
Health Insurance Administration (ASES) poses 
a significant threat to exacerbating a deteriorat-
ing health-care system (Vazquez, 2015). More 
than 40% of the island’s debt is due to health 
care and a lack of federal support for Medicaid 
in particular. This debt has triggered a surge of 
developments, including longer wait times for 
procedures, overcrowded emergency rooms, 
and attempts to charge patients directly for 

1 Colonialism, defined as the occupation and exploitation 
of a territory’s land and its resources (Fanon, 1965), is 
further advanced when the colonizer distorts the history 
and culture of those colonized and when the colonizer 
portrays the colonized as inferior to the colonizer (David, 
2008; Memmi, 1996). Embedded in the histories and 
experiences of Puerto Rican communities are these colo-
nial dynamics.
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health-care services, while a major physician 
exodus is taking place (Shin, Sharac, Luis, & 
Rosenbaum, 2015). Despite the fact that the 
Puerto Rican government must comply with all 
federal health-care regulations and make all 
required payments, it is treated differently than 
any other jurisdiction in the USA. As described 
in the vignette, Puerto Rico experienced an 11% 
cut in funding for Medicaid in 2015, thereby 
increasing health disparities on the island 
(Alvarez & Goodnough, 2015). Mayra’s case 
serves as an example of the lived experiences of 
patients on the island with AD and other related 
dementias and therefore demonstrates the need 
for more federal support to decrease the health 
disparities on the island. Given the sociopoliti-
cal history that Puerto Rico has with the USA, 
the federal government must restore equity, 
eliminate the Medicaid funding cap, and elimi-
nate the barriers to parity in health service deliv-
ery and services among Puerto Ricans.

In order to begin a conversation about behav-
ioral and psychosocial treatments for dementia 
and AD, providers must first understand the 
research surrounding the development of 
evidence- based treatments and practices. For 
instance, behavioral and psychological treat-
ments for dementia and AD patients are vastly 
underrepresented in the literature in general, with 
an even greater dearth when considering Latinx 
patients and their caregivers (Gallagher- 
Thompson, Haynie, Takagi, Valverde, & 
Thompson, 2000). This has been previously 
attributed to difficulty in research participant 
recruitment and high attrition rates of Latinx 
patients with AD and their caregivers (Gallagher- 
Thompson et  al., 2004; Gallagher-Thompson, 
Solano, Coon, & Areán, 2003; Karlawish et al., 
2011). Some of the barriers to treatment and to 
conducting research on the efficacy of treatments 
within the Latinx community include (a) lack of 
knowledge about AD, (b) perceptions of memory 
loss as a normal process of aging, (c) sociopoliti-
cal and structural barriers to care, and (d) lack of 
knowledge of Latinx cultural values on the part 
of researchers and clinicians (Karlawish et  al., 
2011). These barriers are especially pronounced 
when working with Latinx patients and caregivers 

as they are less likely than non-Latinx Whites to 
utilize AD treatments and participate in research 
studies (Karlawish et  al., 2011). Moreover, the 
exodus of practicing physicians and behavioral 
health workers to the USA mainland (Shin et al., 
2015) has left many Puerto Ricans, like Mayra in 
the vignette, searching for new physicians and/or 
therapists to manage the behavioral and psycho-
social symptoms related to AD. This disruption 
in health services contradicts dementia care 
practice recommendations (Meeks et al., 2018). 
Thus, there is a clear need for further research 
to inform effective psychological and behav-
ioral treatments on the island. Yet, without sub-
stantial support from federally funded programs, 
culturally appropriate research and treatments 
for Puerto Rican patients with dementia remain 
sparse.

While the literature about psychological treat-
ments for AD patients is limited, research sur-
rounding the well-being of caregivers of patients 
with AD has been steadily increasing over the 
last two decades (Aranda, Villa, Trejo, Ramírez, 
& Ranney, 2003). Within this growing body of 
literature, support groups and psychoeducation 
courses appear to be the most widespread forms 
of psychological support for caregivers of 
patients with dementia. However, much of this 
research is confined to the USA mainland, and is 
not necessarily culturally specific to the unique 
needs of Latinx caregivers, nor directed at the 
necessities of Puerto Ricans. Therefore, research 
specifically relating to Puerto Rican caregivers of 
dementia patients remains underrepresented 
(Llanque & Enriquez, 2012). Greater research 
efforts could be of pivotal assistance to caregiv-
ers, such as Mayra’s children (on the USA main-
land, as well as the island), in order to receive the 
best and most necessary support so as to care for 
their loved ones.

According to the Alzheimer’s Association 
(2017), many people living with AD find the 
behavioral and psychological changes caused by 
continued brain deterioration to be the most chal-
lenging. Of the examined behavioral and psycho-
logical implications of AD, depression, anxiety, 
and irritability are among the most reported side 
effects in the early stages of the degenerative 
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disease. These early signs of AD often go undiag-
nosed and are commonly mistaken by patients 
and their families as normal signs of aging. This 
is especially true for patients who lack access to 
screening, as the disease can only be diagnosed 
with formal medical and neuropsychological 
testing and neuroimaging (Alzheimer’s 
Association, 2017). As the disease progresses, 
several symptoms including withdrawal, 
increased confusion, and changes in sleep pat-
terns begin to appear as the staging of the disease 
moves to the mild stage. This is typically when 
caregivers and loved ones will notice the disease, 
resulting in increased rates of diagnosis 
(Alzheimer’s Association, 2017). From this 
point, individuals typically live, on average, 
4–8 more years after diagnosis, with some indi-
viduals living up to 20  years after diagnosis. 
Figure  18.1 provides the clinical trajectory of 
dementia and need for intervention.

In the USA, many organizations and medical 
professionals work with individuals with demen-
tia and their caregivers to navigate and alleviate 
these symptoms. However, the same cannot be 
said when considering the island of Puerto Rico. 
When working with Puerto Ricans on the island, 
there is a decrease in the number of services 
available and a clear need to address these con-
cerns in a culturally congruent manner. For 
instance, Latinx individuals are more likely to 
seek support from their faith communities, 
friends, and family before seeking professional 
health-care services (Sue & Sue, 2012). This is, 
in large part, attributed to a culture of distrust of 
professionals who have historically been repre-
sented by predominantly White males who dem-
onstrated a lack of multicultural competence 
(Comas-Diaz, 2006). Therefore, the inclusion of 
spiritual beliefs, cultural values, and family sup-
port throughout the course of treatment should be 

Normal Pre-
Clinical

Mild
Cognitive

Impairment

Early
Stage

Dementia

Moderate
Stage

Dementia

Severe
Stage

Dementia

-Engagement in health
promoting lifestyle
including: physical
exercise, diet, social
engagement, cognitive
stimulation

-Memory evaluation
-Driving evaluation/
Transportation
-Illness education
-Meaningful activities
-Medication supervision
-Caregiver education
-IADL support
-Skills training in problem
solving, compensatory
strategy use
-Advanced care planning
-Care coordination skills

-Structured activities
-Behavioral
management
-Emotional support
-ADL support
-Home modifications
-Caregiver support and
skills training
-Wandering and fall
risk management

-Palliative Care
-Comfort Care
-Sensory-based
interventions
-Caregiver support

-Emotional distress
(anxiety, apathy,
depression)
-Executive dysfunctions
-Memory loss
-IADL functional challenges
-Disengagement, lack of
meaningful activities
-Unsafe driving
-Unemployment

-Neuropsychiatric
symptoms
-IADL & ADL functional
challenges
-Home safety issues
-Social isolation
-Fall risk
-Undetected medical
conditions (pain, infection,
vision/hearing changes)
-Comorbidities
-Rejection of care

-Emotional distress
-Pain
-Inability to care for self
-Inability to
communicate
-Poor quality of life

Fig. 18.1 The clinical trajectory of dementia and need for 
intervention. (From Gitlin, L. N., Hodgson, N. A., & Choi, S. 
S. W. (2016).Home-based interventions targeting persons 

with dementia: What is the evidence an where do we go from 
here? In M. Boltz & J. E. Galvin (Eds.), Dementia care: An 
evidence-based approach. New York, NY: Springer.)
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emphasized (Adames & Chavez-Dueñas, 2017). 
To illustrate, when working with a Puerto Rican 
patient with dementia, incorporating a spiritual 
leader in the treatment plan, instead of sole reli-
ance on the traditional European-American 
model of care, can help blend spiritual practices 
with psychological treatments. In addition, incor-
porating culturally appropriate ways of commu-
nicating should also be considered key when 
working with the Puerto Rican community, e.g., 
use of the Spanish language and associated dia-
lects (Karlawish et al., 2011). These practices can 
help bridge the cultural divide between a tradi-
tional, Western-based model of care with one that 
is more culturally attuned to the needs of Puerto 
Rican patients with dementia.

An example of culturally competent psycho-
educational program for Puerto Ricans is Un 
Café por el Alzheimer [A Coffee for Alzheimer] 
which incorporates investigative work from fed-
erally funded and private research entities to edu-
cate the public and those affected by the disease. 
This organization is one of very few examples of 
foundations that provides culturally specific 
resources to patients with dementia on the island 
of Puerto Rico. Un Café por el Alzheimer pro-
vides a forum through social media that connects 
professionals and community members and 
encourages community members to use cuentos 
[stories] and testimonios [testimonies] to educate 
others about dementia and to encourage social 
support among participants. Given the mass exo-
dus of physicians from the island and the 
decreased federal funding for Medicaid recipi-
ents, organizations such as Un Café por el 
Alzheimer are going to become increasingly 
necessary.

 What Health Providers Need 
to Know About Puerto Ricans

The following section describes demographic 
information useful in understanding Puerto 
Ricans’ needs and living conditions. It specifi-
cally discusses the geographic and sociodemo-
graphic differences between mainland- and 

island-born Puerto Ricans. A broad understand-
ing of Puerto Ricans living in both regions can 
facilitate the integration of cultural and 
 geographic factors when health providers work 
with individuals such as Mayra and her family.

 Geographical Dispersion

More Puerto Ricans live in the USA (5.5  mil-
lion) than in Puerto Rico (3.2  million; 
U.S.  Census, 2017). On the USA mainland, 
Puerto Ricans represent the second largest 
Latinx group, accounting for 9% of the total 
USA Latinx population (Brown & Patten, 2014). 
While Puerto Ricans are dispersed throughout 
all regions of the USA mainland, according to 
the U.S. Census (2017), most live in the 
Northeast (51%) and South (32%). Regarding 
ethnic identification, 55% of Puerto Rican adults 
report they are more likely to identify as “Puerto 
Rican.” Twenty-eight percent describe them-
selves most often as “American” and less than 
15% self-reference with the term “Hispanic” or 
“Latino” (Cohn, Patten, & Lopez, 2014).

 Sociodemographic Profile

Puerto Ricans living in the USA are not a mono-
lithic group. Notable demographic differences 
exist between mainland-born and island-born 
Puerto Ricans who are residing on the USA main-
land. For instance, the median age of those born 
on the island is 47 years of age, while the median 
age among those born on the mainland is 22 years 
of age (Pew Research Center, 2015). Language 
use also appears to differ between mainland- and 
island-born Puerto Ricans. While 42% of 
mainland- born Puerto Ricans are English- 
dominant, less than 15% of island-born Puerto 
Ricans are English-dominant (Pew Research 
Center, 2015). Regarding educational attainment, 
18% of mainland-born Puerto Ricans possess a 
bachelor’s degree compared to 15% of island- 
born Puerto Ricans (Cohn et al., 2014). The pro-
file of Puerto Ricans on the mainland also appears 
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to differ by USA region. For example, the median 
yearly household income for Puerto Ricans in 
New  York is $38,505, while in Florida, it is 
$46,735 (U.S. Census, 2017). Table 18.1 describes 
other significant socioeconomic advantages 
Florida Puerto Ricans have over those in 
New York. The share of Puerto Ricans who live in 
poverty, 27%, is higher than the rate for the gen-
eral USA population (16%) and that of the overall 
Latinx population (25%). The rate of Puerto Rican 
home ownership (38%)—one of the strongest 
indicators of economic security—is lower than 
the rate for both the Latinx (45%) and the USA 
population (64%) as a whole. Table 18.2 further 
compares the socioeconomic profile of the three 
main Latinx groups on the USA mainland.

 General Health Profile

Interest in the health status of Puerto Ricans was 
sparked by studies documenting counterintuitive 
nativity differences in health within Latinxs. For 
example, foreign-born individuals were believed 

to face challenges in adapting to a new and differ-
ent society and therefore would show higher 
 levels of psychological distress and behavioral 
dysfunction than their USA-born counterparts 
from similar ethnic backgrounds (Fuligni & 
Perreira, 2009). However, findings from system-
atic studies of representative samples of immi-
grants illustrated that immigrants had similar or 
even better psychological health than USA-born 
Latinxs (Fuligni & Perreira, 2009). This is known 
as the immigrant health paradox (Vega & Sribney, 
2011). While this phenomenon has been observed 
among immigrants of Mexican and Central 
American descent, researchers have not been 
able to find consistent support for the healthy 
immigrant paradox in first-generation Puerto 
Ricans (Capielo, Delgado-Romero, & Stewart, 
2015; Sánchez et al., 2014).

Table 18.1 Comparison of socioeconomic profile of 
Puerto Ricans in New York and Florida

Characteristic

New York Florida
Population
1,113,123

Population
1,128,225

Poverty level (all families)
 Percent below poverty level 21.5% 16.9%
Employment status (16 years or older)
Percent unemployed 5.5% 4.0%
Percent employed 51.4% 58.0%
Educational attainment (25 years or older)
Less than high school 26.7% 14.3%
 High school diploma (or 
equivalent)

30.3% 28.9%

 Some college or associate’s 
degree

26.3% 35.9%

 Bachelor’s degree or higher 10.9% 14.4%
Language use (5 years or older)
English only 39.9% 30.4%
 Language other than English 60.1% 69.6%
 Speaks English less than 
“very well”

16.5% 19.7%

Source: U.S. Census Bureau, 2017 American Community 
Survey, 1-year estimates

Table 18.2 Socioeconomic profile of main Latinx 
groups in the USA mainland

Characteristic

Latinx group

Cuban Mexican
Puerto 
Rican

Income (past 12 months)
 Median household 
income

$50,142 $49,439 $44,731

Poverty level (all families)
 Percent below 
poverty level

12.2% 17.8% 19.3%

Employment status (16 years or older)
 Percent unemployed 2.9% 4.0% 5.0%
Percent employed 60.2% 63.3% 57.6%
Educational attainment (25 years or older)
 Less than high school 18.8% 36.2% 20.2%
 High school diploma 
(or equivalent)

29.9% 28.6% 29.8%

 Some college or 
associate’s degree

23.6% 23.4% 30.5%

 Bachelor’s degree or 
higher

18.1% 8.5% 13.0%

Language use (5 years or older)
English only 21.9% 28.4% 40.8%
 Language other than 
English

78.1% 71.6% 59.2%

 Percent who Speaks 
Ensligh less than 
“very well”

39.4% 28.7% 17.2%

Source: U.S. Census Bureau, 2017 American Community 
Survey, 1-year estimates
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Data on Puerto Rican health outcomes portray 
a discouraging profile. For example, a 2015 
report by the American Cancer Society found 
that cancer—the leading cause of death among 
USA Latinxs—was highest among mainland 
Puerto Ricans as well as island-based Puerto 
Ricans, with prostate cancer accounting for 
18.3% of deaths in men and breast cancer 
accounting for 18.9% of all cancer deaths in 
women (Tortolero-Luna et  al., 2013). Cancer 
rates appear to be partially correlated with high 
rates of smoking, hepatitis C, and obesity among 
mainland and island Puerto Ricans (American 
Cancer Society, 2017).

Puerto Ricans also appear to be disproportion-
ately afflicted with cardiovascular disease, the 
second leading cause of death among USA 
Latinxs. Diabetes is another prevalent chronic dis-
ease in Puerto Rico, with an estimated 14.9% of 
individuals over the age of 18 diagnosed 
(Rodríguez- Vigil, Rodríguez-Chacón, & 
Valcarcel, 2016). According to Colón-Ramos 
et al. (2017), the death rate from diabetes is twice 
that of their USA counterparts and higher than any 
other racial or ethnic group in the USA. A study 
published by researchers in The Hispanic 
Community Health Study/Study of Latinos (Heiss 
et al., 2014) found that the overall prevalence of 
metabolic syndrome—a risk factor for cardiovas-
cular disease and diabetes—was highest among 
Puerto Ricans, with Puerto Rican women having a 
higher risk than Puerto Rican men (40% vs. 32%).

Puerto Ricans are also disproportionately 
afflicted by mental health disorders. Puerto 
Ricans are consistently at a higher risk for sub-
stance abuse, suicidality, and mood disorders (Ai, 
Appel, Huang, & Lee, 2012; Alegría et al., 2008; 
Alegría, Canino, Stinson, & Grant, 2006; 
González, Tarraf, Whitfield, & Vega, 2010; 
Sánchez et al., 2014). The prevalence of mental 
health disabilities (Rivera & Burgos, 2010) and 
psychiatric disorders (Alegría et  al., 2006; 
Alegría, Mulvaney-Day, Woo, Torres, et  al., 
2007) is also higher among USA Puerto Ricans 
compared to Mexicans, Cubans, and island-based 
Puerto Ricans.

Taken together, mainland Puerto Rican adults 
consistently report poorer health status and 

higher rates of chronic illness and psychological 
distress compared to non-Hispanics and other 
Latinx groups (National Center for Health 
Statistics, 2017). These indicators suggest that 
Puerto Ricans are at a disadvantage compared to 
the USA population and other Latinx groups irre-
spective of their documentation and citizenship 
status. It has been hypothesized that health dis-
parities, particularly higher rates of mood disor-
ders among Puerto Ricans, may be explained by 
the unique sociopolitical status of the island of 
Puerto Rico (Alegría et al., 2008; Sánchez et al., 
2014) and its history of colonization (Capielo 
Rosario, Schaefer, Ballesteros, Rentería, & 
Davis, 2019). While the association between 
colonialism and Puerto Rican mental health has 
received very little attention, research has begun 
to uncover the influence of colonialism on depres-
sion symptomatology among mainland Puerto 
Ricans. In Capielo Rosario, Schaefer, et  al. 
(2019), researchers found a positive association 
between colonial mentality, i.e., internalized 
inferiority toward one’s own ethnic culture while 
perceiving the colonizer’s culture as superior 
(David & Okazaki, 2006), and depression symp-
toms which, in turn, were mediated by accultura-
tive stress.

These findings underscore the need to inte-
grate Puerto Rico’s colonial history in training 
and research in order to understand the health of 
Puerto Ricans and how Puerto Ricans respond to 
health-care interventions.

 The Political Matters: Dementia 
Care of Puerto Ricans

While much of the literature has focused on the 
symptomatology and treatment of dementia, very 
little has been written on how Puerto Rico’s polit-
ical state has impacted dementia care and treat-
ment. In order to understand why there is such a 
high need for health and social services in Puerto 
Rico, as they pertain to individuals with demen-
tia, it is important to first comprehend the histori-
cal context that has culminated in Puerto Rico’s 
present state. The following section is to provide 
health-care providers with an overview of how 
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Puerto Rico’s unique sociopolitical status has 
impacted various facets of life for Puerto Ricans, 
including access to health care and political 
representation.

As it is the case for many Latinx populations, 
African and Indigenous influences as well as 
European colonialism are also threaded into the 
fabric of Puerto Rican culture and identity 
(Rodríguez-Silva, 2012). However, persistent 
USA colonialism in Puerto Rico since 1898 dis-
tinguishes Puerto Ricans from other Latinx 
groups (Capielo, Schaefer, Ballesteros, Monroig, 
& Qiu, 2018; Duany, 2002). After American 
forces defeated Spain at the end of the Spanish- 
American War in 1898, the USA and Spanish 
governments signed the Treaty of Paris. As part 
of the treaty, Spain ceded Puerto Rico to the 
USA, converting the island into an unincorpo-
rated territory unable to continue a path toward 
statehood (Capielo et al., 2018; Whalen, 2005). 
In 1917, through the Jones Act, USA citizenship 
was imposed on anyone born in Puerto Rico in 
1898 or after (Whalen & Vázquez-Hernández, 
2008). USA citizenship, however, has not trans-
lated into “equal treatment or protections” for 
island Puerto Ricans (Capielo et  al., 2018, 
p.  190). For instance, while residents of the 
island can freely travel between the USA main-
land and the island, they have no political repre-
sentation in the USA Congress and are not able 
to vote in presidential or congressional USA 
elections (Capielo Rosario, Adames, Chavez-
Dueñas, & Rentería, 2019). In 1952, Puerto 
Ricans were allowed to vote for their own gover-
nor and establish a constitution; however, the 
Puerto Rican constitution is subject to the con-
stitution of the USA (Torruella, 2017).

More than a century of USA colonialism has 
relegated Puerto Ricans living on the island to 
second-class status. Puerto Rico has no means to 
enact trade agreements or make military deci-
sions (Lugo-Lugo, 2006). Puerto Ricans are also 
not allowed representation at the United Nations, 
the World Bank, or the International Monetary 
Fund (Lugo-Lugo, 2006). These restrictive par-
ticipation policies have greatly limited the 
island’s ability to address its ongoing debt and 
current financial crisis (Torruella, 2017). 

Colonialism is also reflected in the limited access 
island Puerto Ricans have to social programs 
(e.g., Social Security, Medicare, Medicaid) that 
are available to non-Puerto Rican USA citizens 
(Acosta-Belén & Santiago, 2006). Although 
island Puerto Ricans pay state and payroll taxes 
(Capielo et  al., 2018; Torruella, 2017), they 
receive far fewer benefits than USA mainland 
residents (Levis-Peralta et al., 2016). For exam-
ple, island Puerto Ricans cannot participate in 
the Affordable Care Act (ACA) exchange pro-
gram (Severino Pietri, 2017). Instead, they 
receive a grant from the USA federal government 
to help cover health services, but at a significant 
lower rate than the states and the District of 
Columbia (Severino Pietri, 2017). In 2015, 
Puerto Ricans received less than 35% in cost 
coverage per member, per month as compared to 
Medicaid recipients living in the USA (Levis-
Peralta et al., 2016).

Despite USA hegemony of Puerto Rico, and 
perhaps in response to USA colonialism, Puerto 
Ricans have maintained their cultural identity 
by their use of the Spanish language, adherence 
to musical traditions rooted in their Taíno and 
African ancestry, and preference for relation-
ships based on interdependence (Duany, 2002; 
Rodríguez-Silva, 2012). Research also illus-
trates that island Puerto Ricans have a strong 
level of familiarization and attachment to White 
American cultural practices, cultural values, 
and identity (Capielo Rosario, Lance, Delgado-
Romero, & Domenech Rodríguez, 2019). The 
following section traces the island’s history of 
colonialism and migration, both needed to con-
textualize the implications for dementia treat-
ment of Puerto Ricans.

 Puerto Ricans and Colonialism

Nota Bene: The following summary is advan-
taged by the cited works of sociologist Nicole 
Elise Trujillo-Pagan, who through comparative- 
historical and discourse analysis methodologies 
has detailed how USA colonial policies in Puerto 
Rico have led to health inequalities in order to 
advance USA political and economic goals.
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Puerto Rico has been a colony for more than 
500 years. Its colonization began in 1493 with the 
arrival of Spanish conquistadors (Capielo Rosario, 
Schaefer, Ballesteros, Rentería,  & Davis, 2019). 
As a Spanish colony, Puerto Rico experienced 
great mortality among its native people (Taínos) 
and Black slaves, along with devastating exploi-
tation of its natural resources (Chavez-Dueñas, 
Adames, & Organista, 2014). It has been sug-
gested that toward the end of the Spanish rule, the 
island was treated more as a province and less as 
a colony in order to appease those living on the 
island and to prevent independence movements 
such as those in other Latin American countries 
(Torruella, 2017). In the early 1800s, the island 
was allowed to establish trading relationships 
with other nations, including the USA (Cintrón 
Aguilú, 2014). However, by the late 1890s, Spain 
began to curtail trade with the USA by imposing 
tariffs and eventually ended all trade in 1897 
(Vélez, 2017). Spanish interference in trading 
between Puerto Rico and the USA is believed to 
have also contributed to the USA invasion of 
Puerto Rico in 1898 at the end of the Spanish-
American War (Cintrón Aguilú, 2014).

The Treaty of Paris, the peace treaty accorded 
between Spain and the USA at the end of the 
Spanish-American War, helped to shape Puerto 
Ricans’ distinct political status and subsequent 
migration patterns to the USA (Whalen, 2005). 
The treaty forced Spain to cede Puerto Rico to 
the USA (Baker, 2002; Whalen & Vázquez- 
Hernández, 2008). When American forces 
invaded the island in 1898, General Nelson Miles 
asserted that the goals of the USA were:

to bring to this beautiful island the greatest degree 
of liberty… to bring protection, not only to you, 
but also to your property, promoting your prosper-
ity and bestowing upon you the guarantees and the 
blessings of the liberal institutions of our govern-
ment. (Berbusse, 1966, p. 79; as cited in Trujillo- 
Pagan, 2014, p. 71)

The USA government echoed objectives of 
promoting island prosperity and self-governance 
(Trujillo-Pagan, 2014). However, the interven-
tions that followed were antithetical to these 
goals and only solidified the island’s colonial sta-
tus, this time at the hand of the USA government 

(Trujillo-Pagan, 2014). Contradictions between 
the stated goals of the USA and the actual treat-
ment of Puerto Ricans were apparent in all 
aspects of island living. Colonial policies that 
followed the devastating 1899 Hurricane San 
Ciriaco further weakened economic recovery 
while strengthening USA control over the island 
(Baker, 2002; Trujillo-Pagan, 2014). Challenged 
by the discontent among Puerto Ricans and grow-
ing demands for independence, a year after 
Hurricane San Ciriaco, the Foraker Act—also 
known as the Organic Act of 1900—established a 
limited civil government on the island (Torruella, 
2017). This civil government had limited repre-
sentation, and the USA refused demands for eco-
nomic recovery efforts. As impoverished 
conditions took hold on the island, the USA 
declared that the Puerto Ricans’ purported inferi-
ority was the reason the island could not prosper 
(Trujillo-Pagan, 2014).

Colonization of the island also included man-
datory public health interventions. The dominant 
doctrine at the time, held by both the affluent 
class of the island and the USA government, was 
that Puerto Ricans were “degenerated” by sick-
ness and poverty and thus Puerto Ricans were 
incapable of self-government (Go, 2008). Jíbaros 
(Puerto Ricans that reside in rural or mountain-
ous regions of the island) were often described as 
lazy and of low moral character and in need of 
medical interventions to regenerate jíbaros 
(Trujillo-Pagan, 2013). Early interventions 
included sanitation regulations, compulsory 
smallpox vaccination, and eradication of hook-
worm. The sanitation and medical campaign also 
mandated physicians and municipalities to col-
lect demographic information, including the indi-
vidual’s skin color, political affiliation, and 
location (Willrich, 2011). During the hookworm 
campaign, Puerto Ricans were labeled as “scien-
tifically different” and of weak physical constitu-
tion as many were stricken with iron deficiency 
anemia (Trujillo-Pagan, 2013). However, instead 
of developing nutrition interventions, the hook-
worm campaign expanded the strategies used 
during an earlier sanitation campaign, which 
quarantined people and allowed the USA to 
 safeguard its trade interests by monitoring ports. 
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The institutions created to carry out such inter-
ventions deeply affected the landscape of medi-
cal and public health practice of the island, which 
continues to reverberate today.

For instance, the Superior Board of Health 
(SBOH) created in 1899 was done so without the 
input of Puerto Ricans (Trujillo-Pagan, 2014) 
yet had jurisdiction over all the medical and pub-
lic health interventions previously described, as 
well as the ones that followed. Besides leading 
all public health efforts, it also established social 
policy. For instance, the SBOH mandated physi-
cians to obtain medical licensure and accredita-
tion from the USA and prohibited physicians 
from forming apprenticeships with curanderos/
curanderas or parteras (i.e., midwives also 
known as comadronas), even though there were 
insufficient numbers of physicians to attend to 
all the medical needs in Puerto Rico (Trujillo-
Pagan, 2014).

Efforts by USA colonizers to “Americanize” 
medical and public health practices on the island 
received strong opposition from Puerto Ricans 
(Trujillo-Pagan, 2014). Local physicians fre-
quently challenged the theory that hookworm, 
and not malnutrition, was the cause of iron- 
deficient anemia. Puerto Rican women continued 
their practice of using comadronas and parteras 
despite facing violence or jail time. Many Puerto 
Ricans refused the compulsory “imposition of 
sanitation and unnecessary vaccination” (Trujillo- 
Pagan, 2014, p. 221).

Today, health delivery in Puerto Rico reflects a 
bifurcation between traditional healing practices 
and the historical, compulsory interventions and 
institutions created under USA control. For 
example, SBOH was the predecessor for the 
island’s contemporary Departamento de Salud 
(Trujillo- Pagan, 2014). Current public health 
assessments and procedures through this entity 
parallel public health policies on the USA main-
land. Nonetheless, remaining widely accepted 
and practiced on the island are culturally based 
healing practices such as espiritísmo, which 
reflect the belief in a spiritual and invisible world 
that influences human behavior and communica-
tion with deceased family members to amelio-
rate distress (Kelley & Fitzsimons, 2000).

 Puerto Rican Migration and Its 
Impact on Health

Differentiated citizenship and economic and 
social policies have contributed to creating an 
atmosphere for cyclical poverty in Puerto Rico 
and out-migration from the island to the USA 
mainland (Baker, 2002; Vélez, 2017). Puerto 
Rican migrants’ patterns can be described in 
three manners: (1) the “one-way migrants” who 
move permanently to the USA mainland, (2) the 
“return migrants” who after many years return 
from the USA mainland back to the island and 
reestablish residence on the island, and (3) the 
“circular migrants” who migrate back and forth 
between the island and the USA mainland, spend-
ing extensive periods of residence in both places 
(Acevedo, 2004). Although Puerto Rican migra-
tion is technically classified as “internal migra-
tion” by the U.S. Census (Mayol-García, 2019), 
Puerto Rican migration is best understood from a 
transnational and colonial perspective. While the 
former acknowledges the multiple and significant 
cultural boundaries that island Puerto Ricans 
cross when they migrate to the USA mainland 
(Duany, 2002), the latter describes the migration 
that results from economic and social interfer-
ence caused by historical and contemporary colo-
nialism in Puerto Rico (Vélez, 2017). Because 
both transnational and colonial migrations clarify 
important aspects of Puerto Rican migration; 
Puerto Ricans are increasingly called transna-
tional colonial migrants (e.g., Duany, 2010; 
Silver & Velez, 2017). The magnitude of the 
intersection between transnationalism and colo-
nialism demonstrates a compelling need for 
understanding how Puerto Rican migratory pro-
cesses influence the health of this population.

Although Puerto Ricans exhibit a high rate of 
mobility similar to that of other ethnic groups, 
the factors associated with migration and mobil-
ity are different for Puerto Ricans (Rivera-Batiz 
& Santiago, 1996; Vélez, 2017). There is a sub-
stantial difference between pre-migration expec-
tations and post-migration lived experiences 
among Puerto Ricans. Puerto Ricans may be 
more optimistic about their post-migration 
upward mobility due to their status as USA 
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 citizens (Silver & Velez, 2017). However, Puerto 
Ricans may subsequently experience heightened 
awareness of changes in social status and greater 
risks for psychopathology in the context of 
unmet or thwarted expectations for upward 
social mobility (Burgos & Rivera, 2012). 
Changes in social status and psychological stress 
reactions associated with a marginalized social 
position may heighten psychological vulnerabil-
ity to major depression episodes (MDE; 
Camacho-Mercado et al., 2016).

Findings from cross-sectional and longitudi-
nal research suggest that downward social 
mobility is associated with poor coping skills, 
psychiatric hospitalizations, and functional 
impairment (Das-Munshi, Leavey, Stansfeld, & 
Prince, 2011; Nicklett & Burgard, 2009; Tiffin, 
Pearce, & Parker, 2005; Timms, 1998). Upward 
social mobility has been associated with reduced 
mental health risk (Timms, 1996). Alcántara, 
Chen, and Alegría (2014) determined that Puerto 
Ricans who perceived themselves as belonging 
to a lower social status in the USA, as compared 
to their perceived social status on the island, 
exhibited higher chances of having an MDE, 
relative to those who did not perceive any differ-
ences in social status related to migration. In 
addition, Puerto Ricans showed a pronounced 
difference in likelihood for an MDE compared to 
migrants from Mexico and Cuba. Such research 
indicates that social status may serve as a proxy 
for negative affect and physiological reactivity 
that are associated with enduring perceptions of 
relatively low social status (Alcántara et  al., 
2014). In addition, acculturation appears to be 
another migration-related phenomenon linked to 
depression symptoms among Latinxs (Alegría 
et  al., 2007; Torres, 2010; Torres & Rollock, 
2007). For Puerto Ricans in particular, while the 
association between acculturation and depres-
sion seems equivocal, the stress associated with 
acculturation, e.g., pressure to abandon heritage 
culture in favor of the dominant culture, appears 
to be an important predictor of depression symp-
toms (Capielo et  al., 2015; Capielo Rosario & 
Dillon, 2019).

Moreover, depression is a frequent comorbid 
condition in patients with dementia (Modrego & 

Ferrández, 2004), with the rate of MDE ranging 
from 23% to 55% (Zubenko et  al., 2003). 
Additionally, some longitudinal studies of elderly 
subjects concluded that depressive symptoms 
might be associated with the risk of developing 
dementia disorders. A longitudinal study of 
elderly individuals found that those with depres-
sion at baseline were more than twice as likely to 
develop dementia of the Alzheimer’s type (AD) 
compared to those without depression (Modrego 
& Ferrández, 2004). Furthermore, patients with 
dementia and depression appear to respond well 
to interventions that aim to reduce depression 
symptoms (Alexopoulos, Meyers, Young, Mattis, 
& Kakuma, 1993). Therefore, it is important for 
health providers to understand how migration 
and migration-related factors may place Puerto 
Ricans at risk for developing depression symp-
toms and how depression may, in turn, affect the 
development, progression, and treatment of 
dementia in this population.

 Puerto Rican Migration 
and Economics

Puerto Rican migration is inextricably con-
nected to the island’s colonial history and the 
economic consequences of colonization 
(McGreevey, 2018). Catalysts for migration 
between 1945 and the early 1970s, a period 
known as the Great Puerto Rican Migration 
(Duany, 2002; Vélez, 2017), included the sig-
nificant reduction in the agriculture industry, 
coupled with the limited success of corporate 
tax elimination for American companies that 
relocated to the island (Vélez, 2017). During 
this period, Puerto Rican migration was mostly 
concentrated in the Northeast USA (Baker, 
2002). Upon their arrival, Puerto Ricans faced 
racial, housing, and employment discrimina-
tion and segregation (Burgos & Rivera, 2012). 
These limiting dynamics led to the overrepre-
sentation of Puerto Ricans in low-wage and 
light manufacturing jobs, creating a cycle of 
unemployment and poverty (Baker, 2002; 
Burgos & Rivera, 2012; Whalen & Vázquez-
Hernández, 2008).
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While Puerto Ricans on the USA mainland 
were facing dire living and economic conditions, 
Puerto Rico was undergoing a reformation of eco-
nomic policies that sought to increase investments 
and employment on the island. In 1976, the USA 
Congress approved Section 936 of the Internal 
Revenue System, which gave tax incentives to 
USA companies that moved to Puerto Rico and 
reinvested some of the financial gains back on the 
island (Feliciano & Green, 2017). Section 936, 
known in Puerto Rico as Industrias 936, was 
associated with a significant increase of the 
island’s gross domestic product (GDP; Merling, 
Cashman, Johnston, & Weisbrot, 2017). As Puerto 
Rico’s economy improved, Puerto Rico experi-
enced a decrease in migration to the USA main-
land (Baker, 2002; Whalen & Vázquez- Hernández, 
2008). However, after the law was accused of 
being unfair for USA taxpayers, in 1996, Section 
936 was revoked, and all tax incentives were 
phased out within the next 10 years (Cabán, 2017; 
Collins, Bosworth, & Soto-Class, 2006). The end 
of Industrias 936 coupled with the approval of 
new international trade agreements between the 
USA, Mexico, Canada, and China (see Merling 
et  al., 2017 for a review) sent the Puerto Rican 
economy once again into recession. As the econ-
omy of the island faltered, migration to the USA 
mainland accelerated. However, new relocation 
patterns post-migration began to emerge.

Disillusioned with poor economic and living 
conditions in the northern region of the USA, 
Puerto Ricans saw in Florida better housing, 
employment opportunities, and a lower cost of 
living. By 1990, Florida had surpassed New 
Jersey with the second largest concentration of 
mainland Puerto Ricans, followed only by 
New York (Duany & Silver, 2010). According to 
statistics provided by the government of Puerto 
Rico, 761,000 island Puerto Ricans have migrated 
to the USA mainland since the mid-2000s 
(Commonwealth of Puerto Rico, 2017). In 2015 
alone, for every 8 Puerto Ricans that returned to 
the island, 36 left (Commonwealth of Puerto 
Rico, 2017). Thirty-eight percent of those who 
migrated chose the southern region of the USA as 
their new destination, with Florida leading the 
way (Pew Research Center, 2015).

Puerto Rican migration is only expected to 
increase. A long history of failed economic poli-
cies has led the island to accrue over $100 billion 
dollars in debt, creating an economic and social 
crisis on the island. In an attempt to manage the 
debt, as perhaps yet another illustration of the 
island’s colonial status, the U.S. Congress passed 
the Puerto Rico Oversight, Management, and 
Economic Stability Act (PROMESA) (Cabán, 
2017). PROMESA established an unelected 
board, known in Puerto Rico as La Junta de 
Control Fiscal, to oversee the island’s finances 
and reduce the island’s debt via austerity mea-
sures (Cabán, 2017; Merling et al., 2017). Such 
measures have further stagnated the island’s 
economy and contributed to the deterioration of 
Puerto Rico’s public services, education, and 
health systems (Cabán, 2017; Merling et  al., 
2017; Sparks & Superville, 2017). This bill 
supersedes any previous Puerto Rican laws, par-
ticularly those inconsistent with PROMESA’s 
objective of restructuring or managing the debt 
(PROMESA, 2016). Puerto Rico’s governor is 
only allowed to be a non-voting member of the 
board (PROMESA, 2016). To further curtail 
spending and meet objectives imposed by 
PROMESA’s board, Puerto Rico’s government 
has begun to place a lifetime limit on the medical 
services for Puerto Ricans who receive services 
through Medicaid. This new austerity effort will 
negatively impact the medical services received 
by approximately one-half of Puerto Rico’s pop-
ulation (Severino Pietri, 2017).

Puerto Rico’s economic and migration crisis 
was further exacerbated by the devastation caused 
by Hurricane María of 2017, which impacted the 
island of Puerto Rico as the first category 4 hur-
ricane on the island in over 85 years. This natural 
disaster wreaked substantial damage including 
the destruction of the power grid and many roads. 
Reaching parts of the island to provide aid and 
essential services proved difficult. For months, 
much of the island remained without power or 
potable water making life difficult for many vul-
nerable populations, including the elderly. Many 
families had no other choice but to migrate to 
the USA mainland. It is estimated that more than 
130,000 Puerto Ricans migrated to the USA 
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Table 18.3 Promising recommendations when working with Puerto Rican dementia patients and their caregivers

Stage Intervention
Mild 
cognitive 
impairment

Assess how patient and family understand illness (e.g., What according to the family/patient is 
causing the symptoms? Are these perceived as problematic?)
Assess for mental and chronic health conditions (e.g., depression, diabetes) that may further 
exacerbate symptoms related to dementia and integrate related treatments to dementia care
Assess endorsement of cultural values such as familismo (desire to keep family together) and 
fatalismo/aguante (believing that one must endure illness) by patient and caregivers and how these 
values may inform working alliance with physicians and staff and future care planning
Evaluate access to health care and/or potential barriers to continuation of care (e.g., periods of 
circular migration between Puerto Rico and the USA for both patient and physician, change in 
socioeconomic status)
Establish a plan for continuation of services and treatment for Puerto Rican dementia patients in the 
island, in the event that their current physician would leave to the USA mainland
Integrate and promote culturally aligned lifestyle changes: physical exercise (e.g., dancing), diet 
(e.g., modify Puerto Rican foods to follow low-fat, low-sodium standards), and social engagement 
(e.g., community and/or church activities)
Integrate cultural and/or spiritual healing practices (e.g., prayer, connecting with folk healers, or 
obtaining support from spiritual leaders)
Use formal and informal conversations to educate patient and support system about dementia  
(e.g., support and psychoeducation groups for patients and caregivers)
Connect dementia patients and their caregivers to programs like Café por el Alzheimer, and make 
such resources available and accessible through various mediums (e.g., social media, pamphlets, 
flyers)
Facilitate support groups that encourage community members to use cuentos [stories] and 
testimonios [testimonies] to educate others about dementia and that encourage social support 
among participants

Early stage Assess continuation of care (e.g., Has the patient moved temporarily to Puerto Rico or to live with 
family members in other regions of the USA? If so, has care continued in new place of residence? 
If the patient moved temporarily to Puerto Rico, were there any significant changes in health 
coverage?)
Caregiver support and skills training (e.g., integrating psychoeducation and support groups)
Continued formal and informal illness education for patient and support system while also 
promoting strength-based coping strategies the family and community may already be using/
practicing (e.g., prayer)
Continued assessment of patient’s and caregivers’ perceptions of medical treatment and disease 
etiology. Given the history of medical systems in Puerto Rico, when the patient or caregiver may 
not agree with the treatment course, or not trust it, and the patient or caregiver may not feel 
comfortable sharing concerns with physicians or care providers. Validation of these concerns and 
distrust may be integral to the working alliance and the course of treatment
Make counseling services available to address the patients and the family’s fears and anxieties 
around the progression of the disease

Moderate 
stage

Continued assessment of continuation of care and/or barriers to continued care
Continued caregiver/family support and skills training
Integrate emotional and/or spiritual support for the patient and the caregivers

Severe stage Continue to integrate emotional and/or spiritual support for the patient and the caregivers
Explore families’ belief around palliative care and incorporate such humane treatment into the 
palliative care

mainland in the aftermath of Hurricane María 
(Sutter, 2018). Multiple news organizations 
reported on the arrival of elderly Puerto Ricans to 
the USA, and among the main reasons noted for 
the elderly Puerto Ricans’ migration was the 
need to receive medical and social services they 
were unable to receive in Puerto Rico after the 

hurricane (González, 2017). Emerging data on 
the psychological and social ramifications of 
Hurricane María’s effects indicate that Puerto 
Ricans who were directly (Scaramutti, Salas-
Wright, Vos, & Schwartz, 2019) and indirectly 
(Capielo Rosario, Abreu, Gonzalez, & Cárdenas, 
in press) exposed to the Hurricane María’s 
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devastation experienced significant traumatic 
stress symptoms. Although less is known about 
the specific psychological consequences on 
elderly Puerto Ricans, it is known that elderly 
survivors of natural disasters experience a wide 
range of symptoms including posttraumatic 
stress disorder and depression (Kessler et  al., 
2008; Solomon & Green, 1992) and a great need 
for supportive social services (Fernandez, Byard, 
Lin, Benson, & Barbera, 2002). It stands to reason 
that health interventions with elderly Puerto 
Ricans who suffer from dementia require medical 
treatments that also incorporate psychological 
interventions and other supportive services such 
as housing and financial assistance.

Given the sociopolitical history of Puerto 
Rico, it is crucial that health-care providers 
understand how policies and laws, as well as 
migration patterns, impact the provision and 
delivery (or lack thereof) of interventions and 
treatment of dementia. The following recommen-
dations describe ways in which providers can 
work with Puerto Ricans with dementia, based on 
the sociopolitical context offered in this chapter 
(see Table 18.3).

 Conclusion

To advance social justice in the work associated 
with Puerto Rican clients in general, and patients 
with AD or dementia in particular, a call to action 
goes out for researchers, interventionists, and all 
health-care providers: that these professionals 
seek, with purpose, to gain knowledge and spe-
cialized training for work with Puerto Ricans and 
that they participate in and learn about Puerto 
Rican communities and may be able to recognize 
and reinforce the strengths of Puerto Rican 
patients’ cultural values and, most importantly, 
strive to recognize and work through their own 
biases and assumptions. An understanding of the 
transcultural and transnational experiences asso-
ciated with the different types of Puerto Rican 
migration patterns provides the backdrop against 
which culturally congruent intervention frame-
works can be constructed. A call to action also 
demands that providers understand Puerto Rico’s 

political history and its implications on dementia 
care. Having knowledge of the long-standing his-
tory that the USA has with Puerto Rico is key to 
formulating interventions that can contextualize 
some of the cultural and systemic barriers to 
treatment that a patient may likely experience. 
The recommendations provided in this chapter 
aim to assist providers in carrying out interven-
tions and treatments that are culturally congruent 
to Puerto Rican communities with individuals 
living with AD and dementia.
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Abstract

Dementia, characterized by a gradual onset and 
progressive decline of cognitive function that 
impacts daily life, is the only top ten cause of 
death with no cure or means of prevention. 
Research with a Colombian extended family 
with a genetic mutation causing Alzheimer’s 
disease (AD) has helped scholars reconceptual-

ize Alzheimer’s as a continuum that begins sev-
eral years before symptom onset and has helped 
set the stage for a clinical trial seeking to find 
out whether the disease may be preventable. 
While dementia research ventures in Colombia 
have expanded at an exponential pace in the 
past decade, access to quality medical and psy-
chosocial care for dementia remains limited. In 
this chapter, the current state of dementia in 
Colombia, South America, is explored, where 
it is estimated that more than 200,000 individu-
als are diagnosed with AD.  The chapter also 
describes existing behavioral and psychosocial 
interventions for patients and caregivers in 
Colombia including educational workshops, 
support groups, cinema forums, and the use of 
social media to communicate the latest devel-
opments in dementia research. Special atten-
tion is paid to Colombian governmental 
dementia policy, research, socioeconomic fac-
tors impacting diagnosis and access to care, 
and current treatment developments.

Introduction

Dementia, characterized by a gradual onset and 
progressive decline of cognitive function that 
impacts daily life, is the only top ten cause of 
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death with no cure or means of prevention 
(Alzheimer’s Association, 2017). The most com-
mon forms of dementia are neurodegenerative/
neurocognitive disorders (NCDs), which include 
Alzheimer’s disease (AD), Parkinson’s disease, 
frontotemporal lobar degeneration, Lewy body 
disease, and Huntington’s disease (American 
Psychiatric Association, 2013). Cerebrovascular 
disorders, such as small vessel disease and multi- 
infarcts, may also cause vascular dementia 
(American Psychiatric Association, 2013).

The prevalence of dementia has increased 
globally, partially explained by individuals living 
longer compared to previous decades. As such, 
people with dementia exist in all countries. In this 
chapter, we explore the current state of dementia 
in Colombia, South America, where it is estimated 
that 256,000 individuals are diagnosed with AD 
(ADI/BUPA, 2013). Notably, the ADI/BUPA 
(2013) report is almost certainly an underestima-
tion of the number of Colombians living with 
dementia, as it did not include those diagnosed 
with non-AD dementias. Other studies have found 
that the prevalence of dementia is approximately 
1.3% for Colombians at age 50; this number rises 
to 3.04% for individuals 70 years of age and older 
(Pradilla, Vesga, Boris, & León-Sarmiento, 2003). 
Certain regions within Colombia appear to have a 
higher prevalence of dementia, with the rate of 
dementia being 2.2% in the southwest and 1.9% in 
the east (Pradilla et  al., 2003). A study in 
Manizales, Colombia, found a prevalence rate of 
dementia at 6% among older adults (Díaz Cabezas, 
Marulanda Mejía, & Martínez Arias, 2013). One 
study stands out, reporting a rate of dementia of 
23.6% among Colombians older than the age of 
60 (Goodling, Amaya, Parra, & Ríos, 2006).

The monetary impact of dementia in Colombia 
is substantial. Including the costs incurred by 
caregivers, the costs for each patient with demen-
tia in Colombia throughout the course of the dis-
ease – 8 years on average – are estimated to be 
more than 99  million Colombian pesos or 
approximately US $33,500 (Prada, Takeuchi, & 
Ariza, 2014). Accordingly, the national annual 
cost of dementia care in Colombia is estimated to 
be over 100  billion Colombian pesos (Prada 
et al., 2014). The goal of this chapter is to describe 
existing behavioral and psychosocial interven-

tions for patients and caregivers in Colombia. 
Special attention is paid to Colombian govern-
mental dementia policy, research, socioeconomic 
factors impacting diagnosis and access to care, 
and current treatment developments.

 The “Paisa” Mutation and Familial 
Alzheimer’s Disease

In Colombia, Nobel Prize literature laureate 
Gabriel García Márquez arguably produced one 
of the earliest characterizations of dementia. A 
native Colombian, García Márquez’s novel, One 
Hundred Years of Solitude, tells the story of a 
family in a small village struggling with an 
insomnia plague, which resulted in their inability 
to remember the “name and notion of things” 
(García Márquez, 1970; Rascovsky, Growdon, 
Pardo, Grossman, & Miller, 2009). In brilliant 
fashion, García Márquez characterized what it is 
now known as semantic dementia, before the 
medical community would formally recognize 
the condition in 1975 (Rascovsky et al., 2009).

Nearly two decades after García Márquez 
wrote of dementia in his works, Francisco 
Lopera, M.D., and his colleagues at El Grupo de 
Neurociencias de Antioquia (GNA) identified the 
largest known population affected with a single 
genetic mutation for early-onset, autosomal dom-
inant AD (Cornejo, Lopera, Uribe, & Salinas, 
1987; Lopera et al., 1994). This kindred popula-
tion, which has been followed for more than 
20 years, includes approximately 5000 members, 
of which approximately 1800 are carriers of the 
presenilin-1 (PSEN1) E280A mutation (also 
called the “Paisa1” mutation). These PSEN1 
mutation carriers have been extensively charac-
terized (Acosta-Baena et  al., 2011; Aguirre- 
Acevedo et al., 2016; Quiroz et al., 2010; Quiroz 
et  al., 2015). For instance, the work with these 
families has helped scholars and clinicians recon-
ceptualize AD as a continuum, which begins sev-

1 The term “Paisa” refers to people who are originally 
from the northwest region of Colombia in the Andes 
mountain range. The region is formed by the departamen-
tos [states] of Antioquia, Caldas, Risaralda, and Quindio. 
The main cities are Medellin, Pereira, Manizales, and 
Armenia.
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eral years before the onset of clinical symptoms 
and is followed by mild cognitive impairment 
(MCI; cognitive problems that do not impact 
functioning) and dementia.

New disease-modifying treatments are being 
developed around the world. While treatment at 
almost any stage of AD is desirable, logically a 
disease-modifying treatment should be initiated as 
early as possible to allow the patient to have the 
best possible functioning for the longest possible 
time. The ideal time for pharmacological interven-
tion is prior to the onset of clinical symptoms, 
allowing the onset of the disease to be delayed or at 
times prevented entirely. Recently, the Banner 
Alzheimer’s Institute in Phoenix, Arizona, in the 
USA and the GNA launched the Alzheimer’s 
Prevention Initiative Colombia Clinical Trial 
(Reiman et al., 2012). This initiative seeks to eval-
uate a range of disease- modifying AD treatments 
in presymptomatic PSEN1 mutation carriers 
within 15 years of their estimated age of clinical 
onset, thus providing access to some of the most 
promising investigational treatments in develop-
ment for this group of individuals in Colombia. 
The current API Colombia Clinical Trial seeks to 
test the efficacy of a new drug, crenezumab – an 
“anti-amyloid” antibody medication  – in 300 
Colombians who belong to the large kindred popu-
lation with the PSEN1 mutation (Tariot & Reiman, 
2016). Research with the “Paisa” mutation has also 
facilitated the study and characterization of other 
dementias in Colombia, including frontotemporal 
lobar degeneration, and CADASIL (cerebral auto-
somal dominant arteriopathy with subcortical 
infarcts and leukoencephalopathy). While demen-
tia research ventures in Colombia have expanded 
at an exponential pace in the past decade, access to 
quality medical and psychosocial care for demen-
tia remains sparse, with healthcare facilities largely 
centralized in urban areas.

 National Colombian Policies 
for Dementia Patients

As of 2017, 30 nations have developed “national 
Alzheimer’s disease plans,” a government policy 
tailored by a nation to address the burdens of 

dementia based on specific demographic and cul-
tural needs (Alzheimer’s Disease International, 
2017). Only four Latin-American countries 
(Argentina, Costa Rica, Cuba, Mexico) and one 
Latin-American commonwealth of the USA 
(Puerto Rico) have formally adopted national 
Alzheimer’s disease plans (Alzheimer’s Disease 
International, 2017). Chile is in the process of 
implementing its plan; however, the plan is yet to 
be formally adopted (Gajardo & Abusleme, 
2016). Colombia does not presently have a 
national Alzheimer’s plan, nor does the country 
have a less formal “Alzheimer’s Disease Strategy” 
(Alzheimer’s Disease International, 2017).

Unfortunately, as described in Vargas et  al. 
(2014), Colombia and other Latin-American 
countries face an immense challenge as local 
governments place a greater emphasis on com-
batting issues like illiteracy rather than the public 
health burden posed by terminal diseases such as 
dementia. As such, access to trained geriatricians 
is limited throughout the country and is almost 
non-existent in rural or less developed areas of 
Colombia (Gómez, Curcio, & Duque, 2009). The 
number of home care agencies in Colombia is 
also small, and long-term care facilities for the 
treatment of those with advanced dementia are 
accessible only for patients and families that have 
financial resources to cover the elevated costs 
(Gómez et al., 2009).

In more recent years, Colombia has wit-
nessed the development of memory clinics 
where multidisciplinary groups of doctors and 
healthcare workers gather and work with patients 
to facilitate treatment and diagnosis of neuro-
cognitive disorders (Medina-Salcedo, 2010). 
Memory clinics are also facilitating the develop-
ment of new epidemiological studies allowing 
for further characterization of dementia in 
Colombian populations. However, access to the 
memory clinics is often limited by the Plan 
Obligatorio de Salud de Colombia [Mandatory 
Health Plan of Colombia] because these clinics 
are usually not considered part of the plan for 
basic level of care, even though it is recognized 
that receiving services provided by these clinics 
have potential benefits for patients (Medina-
Salcedo, 2010).
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El Grupo de Neurociencias de Antioquia 
(GNA) has been a pioneer in providing services 
to patients with memory problems and their fami-
lies. The GNA’s team has integrated interdisci-
plinary research, teaching, clinical, and social 
services for dementia patients and families in 
Colombia. Since 2014, the GNA has partnered 
with the Alzheimer’s Prevention Initiative to con-
duct a Colombian registry of AD, as well as to 
increase public awareness of the disease in the 
country (Rios-Romenets et  al., 2017). Another 
memory clinic, Intellectus, was founded in 
2011  in Bogotá as part of the Hospital 
Universitario San Ignacio [San Ignacio Hospital]. 
Intellectus is associated with the Pontificia 
Universidad Javeriana [Javeriana University] 
and the Instituto de Envejecimiento de la Facultad 
de Medicina [Institute of Aging in the Department 
of Medicine]. The clinic provides services for 
those with dementia and related disorders. In 
addition, the Fundación Acción Familiar 
Alzheimer Colombia [Colombian Foundation for 
AD Action] is a nongovernmental organization 
whose mission is “to offer information, training, 
orientation, and help to those who care for some-
one affected by Alzheimer’s disease” (Fundación 
Acción Familiar Alzheimer Colombia, 2008, 
p.  1). As the burden of dementia increases in 
Colombia, centralized coordination of resources 
and education about dementia is essential. A 
national plan that addresses modifiable dementia 
risk factors would be a strong foundation upon 
which further improvements in dementia diagno-
sis, treatment, and care can best be designed, 
assessed, and improved.

 Sociocultural Factors Impacting 
Dementia Diagnosis

The consideration of sociocultural factors that 
impact individuals with dementia in Colombia is 
of great consequence. Goodling et al. (2006) con-
ducted a study in Neiva, Colombia, where they 
investigated socioeconomic factors impacting the 
risk of developing dementia. Notably, 81% of 
participants diagnosed with dementia had 
0–3 years of education, and 82.9% were from the 

lowest socioeconomic status (SES) bracket 
(Goodling et al., 2006). Cerebrovascular risk fac-
tors (e.g., hypertension, diabetes) were the most 
common health risk factors in their sample. 
Additionally, the authors reported that most cases 
(59.9%) were explained by a degenerative 
dementia, followed by vascular (23%) and mixed 
etiologies (13.8%).

Socioeconomic factors in Colombia, espe-
cially low levels of formal education and high 
levels of illiteracy, also play an important role in 
the delay patients may experience in receiving a 
clinical evaluation and a prompt diagnosis of 
dementia. Limited awareness of the disease and 
social stigma of dementia are further obstacles 
for early detection, care, and treatment of demen-
tia throughout Latin America, including 
Colombia (Manes, 2016).

 Pharmacological Treatments 
of Dementia

In the United States of America (USA), the Food 
and Drug Administration (FDA) has approved 
several pharmacological treatments for AD 
including three cholinesterase inhibitors (CI; 
donepezil/Aricept, galantamine, and rivastig-
mine) and two forms of memantine (Namenda, 
Namzaric (donepezil + memantine; Mayo 
Foundation for Medical Education and Research 
MFMER, 2017)). Further information about 
these pharmacological treatments for dementia 
can be found at the U.S. Department of Health 
and Human Services, National Institute on 
Aging’s Alzheimer’s Disease Medications Fact 
Sheet (https://www.nia.nih.gov/health/how-
alzheimers-disease-treated). In Colombia, the 
national Plan de Beneficios en Salud (PBS) [Plan 
of Health Benefits] outlines what “treatments, 
medications, and [medical] supplies the general 
population has the right to access” (El Ministerio 
de Salud y Protección Social, 2017, para. 1). The 
Resolution 6408 of El Ministerio de Salud y 
Protección Nacional [Ministry of Health and 
National Protection] states that generic brands of 
donepezil, galantamine, rivastigmine, and 
memantine are available for the treatment of 
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dementia through the PBS. Despite the availabil-
ity of these medications, it is estimated that only 
16.5% of dementia patients in Colombia are 
receiving some form of pharmacological treat-
ment (Prada et al., 2014).

Beyond the medications that target underlying 
changes in cognition due to dementia, 
 neuropsychiatric symptoms that commonly 
accompany dementia, such as changes in person-
ality and mood, are also the target of pharmaco-
logical treatment through the use of 
antidepressants, anxiolytics, and antipsychotics 
(Lyketsos et al., 2002). While awaiting a success-
ful pharmacological advancement that can target 
the underlying disease mechanism of AD (and 
other dementias), of equal prominence in the 
treatment of dementia is the need for non-phar-
macological, behavioral, and psychosocial inter-
ventions, all of which are important therapeutic 
tools for patients, families, and caregivers.

 Non-pharmacological Treatments 
of Dementia in Colombia

While pharmacological treatments of dementia 
seek to treat the cognitive and behavioral manifes-
tations of dementia, non-pharmacological treat-
ments aim to maintain patient autonomy and the 
highest quality of life possible during the inevita-
ble dementia-related cognitive decline. Non-
pharmacological or psychosocial treatments for 
dementia often employ an interdisciplinary 
approach and involve patients and their caregivers 
and families throughout the course of the disease.

As the disease progresses, dementia patients 
may experience medical complications [e.g., 
motor symptoms, gastrointestinal (GI) problems] 
that can be ameliorated by the implementation of 
behavioral interventions. For instance, exercises 
such as weight training and water aerobics are 
important for maintaining or improving motor 
function, which may lead to long-term gains 
including higher quality of life, greater patient 
autonomy, and improved relationships between 
patients and their family (Heyn, Abreu, & 
Ottenbacher, 2004). Similarly, several GI symp-
toms can be significantly improved by changing a 

patient’s diet (Harris, 2001; Ibarzo, Suñer, Martí, 
& Parrilla, 2015; Prado, 2000). Another common 
experience in patients with dementia is a decline 
in dental health (Ghezzi & Ship, 2000; Gitto, 
Moroni, Terezhalmy, & Sandu, 2001; Kocaelli, 
Yaltirik, Yargic, & Özbas, 2002; Rutkauskas, 
1997). Behavioral interventions to improve den-
tal health of these patients are aimed at maintain-
ing oral functions, (e.g., chewing and swallowing) 
and preserving the utterance of speech, all of 
which help patients stay socially involved.

Beyond maintaining physical health and 
autonomy, recent psychosocial treatments for 
dementia patients have focused on cognitive 
interventions and offering enriched educational 
and cultural opportunities for older adults (IV 
Congreso Iberoamericano de Universidades para 
mayores CIPUAM, 2011). Participation in edu-
cational opportunities promotes cognitive and 
social growth, as well as functional independence 
in older adults who are at risk for developing 
dementia because of their advanced age (Herrera 
& del Carmen, 2009; Hincapié, 2015; IV 
Congreso Iberoamericano de Universidades para 
mayores CIPUAM, 2011). In Medellín, 
Colombia, there are two academic institutions 
now welcoming senior citizens in their college- 
level classes. One of these institutions, La 
Universidad de Antioquia [University of 
Antioquia], has been offering classes to older 
adults for over 10  years now through the El 
Programa de Aulas Universitarias Para Mayores 
[Aulas University classes for older adults pro-
gram]; more than 480 older adults have partici-
pated in these classes (Herrera & del Carmen, 
2009). The Tecnológico de Antioquia 
[Technological University of Antioquia] also has 
a similar program (Hincapié, 2013). Inspired by 
these educational programs, the city of Medellín 
has designed “community spaces” throughout the 
city that promote intergenerational learning in 
topics such as literature, culture, technology, and 
gerontology. These spaces also host cognitive 
and exercise activities in which people of all 
ages, including those with dementia, can partici-
pate (Hincapié, 2013). While the management of 
dementia symptoms is of utmost concern for the 
medical community and family members, pro-
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grams to assist caregivers in their duties and emo-
tional burden are equally important given the 
direct impact that caregivers have on the quality 
of life for people with dementia.

 Caregivers of Dementia Patients 
in Colombia

It is a cultural expectation among Colombians for 
family members to take care of other family 
members who are chronically ill. Thus, under-
standing the experiences of Colombian caregiv-
ers and how this role impacts their physical and 
mental health is a top priority (Ávila-Toscano, 
García-Cuadrado, & Gaitá n-Ruiz, 2010; 
Cerquera Cordoba, Pabón Poches, & Uribe Báez, 
2012; Méndez, Giraldo, Aguirre-Acevedo, & 
Lopera, 2010). By understanding Colombian 
caregiving perspectives, investigators hope to 
design psychosocial and educational interven-
tions that will reduce the risk of physical and 
mental disorders in caregivers (Cerquera 
Córdoba, Poches, & Katherine, 2015). Some 
studies conducted in this area have focused on 
formal caregivers in nursing settings (De la 
Cuesta, 2004). However, most of the Colombian 
patients with dementia remain in their homes 
where their caregiver is a family member, friend, 
or neighbor who usually does not receive mone-
tary compensation for the caregiving work 
(National Alliance for Caregiving, 1997).

 Caregiver Burden

Caregiver burden is the psychological distress 
that often accompanies caring for someone with 
dementia. As defined by Roig and Torres (1998), 
“caregiver burden” is a mental state resulting 
from the physical tasks, emotional demands, and 
restricted ability to socialize that is a conse-
quence of caring for a chronically ill person. 
Protective factors exist that can help ameliorate 
aspects of caregiver burden. For example, care-
giver self-care is vital to providing a high quality 
of life to a patient with dementia or another 
chronic illness. Thus, when considering psycho-

social and educational interventions for caregiv-
ers, it is important to examine how caregivers 
effectively handle the stress and frustrations that 
their caregiving role creates.

Studies conducted in Colombia have not been 
conclusive regarding the nature of caregiver bur-
den in informal caregivers. However, caregiver 
burden in Colombians has been linked to the 
patient’s independence in daily functioning and 
level of cognitive impairment (Ocampo et  al., 
2007). Other factors impacting the level of care-
giver’s burden include self-perception of burden, 
patient’s mood, and the degree to which the fam-
ily unit is functional (Ocampo et al., 2007). Other 
studies examining the relationship between care-
giver burden and family functioning are inconsis-
tent (Dueñas et al., 2006) and may be explained, 
at least in part, by the different methodologies 
used in the studies, as well as the different demo-
graphic characteristics of the study samples. In 
addition, caregivers’ personal background, 
including socioeconomic status, formal educa-
tion, age, occupation, and relationship with the 
patient, seem to contribute to the burden experi-
enced by an informal caregiver of a dementia 
patient in Colombia (Cerquera Córdoba, 
Granados Latorre, & Buitrago Mariño, 2012).

 Caregiver Anxiety and Depression

Being a caregiver increases the risk for develop-
ing depressive symptoms, anxiety, and other 
mental and physical disorders. Cerquera Córdoba 
et al. (2012) reviewed the presence of depressive 
symptoms in the informal caregivers of relatives 
with dementia. Their review emphasizes the 
importance of treating the patient and attending 
to the needs of the informal caregiver (Pérez, 
2008 cited by Cerquera Córdoba et  al., 2012, 
p.  364). Similar to other empirical studies, 
Cerquera Córdoba et  al. (2012) have suggested 
that depressive symptoms in caregivers are more 
pronounced in the initial years of care when fears 
and concerns related to personal performance, 
patient outcomes, and the changes in everyday 
life are most salient. Ultimately, the concerns and 
worries that can cause these depressive symp-
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toms are reduced as caregivers develop a support 
system and learn to cope with the challenges of 
caring for a dementia patient (Ávila-Toscano 
et al., 2010).

 Resilience as a Protective Factor 
for the Caregiver

The capacity to face adverse, traumatic, or risky 
situations and benefit from the experience with-
out developing a mental or physical illness are 
the main components of resilience (Carretero, 
2010, cited by Cerquera & Pabón, 2015, p. 76). 
Given the difficult nature of caregiving and how 
providing care to a dementia patient is wrought 
with complex situations, improving resilience in 
dementia caregivers is a major target of psycho-
social interventions. A study on burden and resil-
ience in caregivers of dementia patients in 
Bucaramanga, Colombia, illustrates some of the 
realities of caregiving in the country (Cerquera & 
Pabón, 2015). Specifically, 100 informal caregiv-
ers of patients with possible AD were part of the 
Investigación Calidad en la Tercera Edad [Study 
on Quality Investigation in the Elderly] at the 
Universidad Pontificia Bolivariana. The study 
was also interested in examining how caregivers 
handle stressful family situations and legal mat-
ters. Participants in the study (a) were 18 years of 
age or older, (b) were related to the patient, (c) 
lived in the same home as the patient, (d) were 
not receiving any financial compensation for 
their work, and (e) cared for the patient for at 
least 3 months and for 8 hours per day. The results 
revealed that 48.5% of caregivers in the sample 
reported severe burden and 20.8% reported mild- 
to- moderate burden. Overall, 79.3% of caregivers 
in the study reported some type of burden. 
Religion was the most frequently used coping 
strategy for the burden of their role (63.4%), and 
higher resilience was related to fewer symptoms 
of depression. Those individuals with higher lev-
els of resilience also reported stronger emotional 
support systems, more social connections, and 
more frequent participation in leisure activities.

Based on the aforementioned results of 
Cerquera and Pabón (2015), cognitive-behavioral 

interventions for caregiver resilience were devel-
oped. Mori (2008; described by Cerquera & 
Pabón, 2015, p.  77) developed one such resil-
ience intervention program in Perú. This pro-
gram’s objectives are to improve self-care 
strategies and, by proxy, improve the quality of 
care provided to patients with dementia. The 
researchers suggest that psychological interven-
tions are most effective if the interventions pro-
vide information, emotional support, and training 
(Cerquera & Pabón, 2015).

 Psychosocial and Educational 
Interventions for Dementia Patients

Nonprofit organizations in Colombia have 
developed programs for promoting healthy hab-
its and support systems among patients and 
families. As previously described, the GNA is a 
hub of dementia research and care in Colombia. 
For the past decade, the group has hosted cogni-
tive stimulation workshops for healthy older 
adults from the community, as well as for 
patients with MCI and mild dementia. These 
workshops teach participants cognitive exer-
cises to maintain cognitive function for as long 
as possible. Although research in this area is in 
its initial stage, one study conducted by GNA 
researchers demonstrated a relative improve-
ment in cognitive functioning in patients with 
amnestic MCI following their participation in 
2 months of cognitive stimulation at 3 hours per 
week across a total of 24 sessions (Velilla-
Jiménez, Soto-Ramírez, & Pineda-Salazar, 
2010). In addition, the researchers noted a 
reduction in self-reported memory concerns of 
the seven participants after the stimulation ses-
sions (Velilla-Jiménez et  al., 2010). As dis-
cussed by these authors and others, cognitive 
stimulation is usually conducted in a group set-
ting; thus, it is possible that social interaction 
also plays a significant role in improving cogni-
tive function in these patients (Rozo, Rodríguez, 
Montenegro, & Dorado, 2016). Another study 
conducted by the GNA reported that older adults 
who participate in cognitive stimulation pro-
grams improve or maintain their level of func-
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tioning in everyday activities, as well as their 
processing speed and selective attention 
(Valencia et al., 2008).

 GNA’s Social Plan for Colombian 
Families Affected by Dementia

Part of El Plan Social [Social Plan] from the 
GNA, which seeks to provide support to more 
than 700 families affected by AD, is to develop 
an outreach program that encourages community 
engagement in the care of patients with dementia 
(Ospina-Lopera et al., 2015). The outreach pro-
gram includes (a) support groups for patients 
with MCI and early dementia, (b) caregiving 
skills training, (c) educational workshops for 
children and young adults, (d) social media as a 
tool to increase awareness, and (e) community 
movie forums. Each initiative is briefly discussed 
below.

 GNA Support Groups for Colombian 
Patients with Mild Cognitive 
Impairment (MCI) and Early Dementia

Support groups are often considered to be one of 
the most important and effective initiatives to 
alleviate the burden of dementia (De la Cuesta, 
2004). Support group leaders (e.g., psycholo-
gists, social workers, other trained mental health 
staff or volunteers) facilitate the interaction 
between dementia patients, caregivers, and fam-
ily members. During the ten sessions (at 2 hours 
per session), groups highlight the shared and 
unique experiences of patients and caretakers. As 
an educational activity, the support groups serve 
to provide training on symptom management. 
Furthermore, patients who present with demen-
tias defined primarily by declines in non-memory 
domains (e.g., Parkinson’s disease, ataxias, 
Huntington’s disease) are encouraged to make 
choices related to their own course of care. 
Ultimately, support groups promote the well- 
being of caregivers and patients through the 
exploration of the emotional experiences and 
specific needs of each patient group.

 GNA Caregiving Skills Training

The GNA also offers a more formal training on 
basic patient care skills of activities of daily liv-
ing (e.g., feeding, bathing) and safe patient han-
dling, which is designed for nursing staff and 
informal caregivers. Each training cycle provides 
ten, 4-hour sessions. These sessions also teach 
skills to cope with caregiver burden, depression, 
and anxiety.

 GNA Educational Workshops 
for Children and Young Adults

Children and young relatives of people with 
dementia are also a target audience of the GNA 
workshops given the important role they can play 
in the care of an older family member with 
dementia (Montorio, Fernández, López, & 
Sánchez, 1998). These workshops have been 
designed with three main goals including (a) 
increasing awareness of dementia, (b) allowing 
children and youth to voice their concerns about 
the disease and caregiving experience, and (c) 
empowering youth to help their families cope 
with the stresses of caring for their relative with 
dementia. The typical structure of these work-
shops is five, 4-hour sessions and a yearly reunion 
for those who have completed the workshops. 
Outside the city of Medellín, the workshops take 
place during the weekend, for approximately 
8–10  hours. These workshops also serve as an 
avenue to disseminate information about cutting- 
edge dementia research and care.

 GNA’s Focus on Social Media as a Tool 
to Increase Awareness

Using social media outlets such as Facebook and 
Twitter, the GNA has established constant com-
munication with patients and families suffering 
from dementia, as well as members of the com-
munity at large. Social media has allowed the 
GNA to share new research findings and to pro-
mote GNA activities related to the caregiver 
training. The GNA has also used social media to 
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increase awareness of dementia and AD, as well 
as brain health and healthy lifestyles.

 GNA Community Movie Forum

The GNA hosts movie forums every 3 months to 
allow communities to discuss films on dementia 
and caregiving. Movie forums provide patients 
and families with the opportunity to meet local 
experts in the field and to learn more about 
Alzheimer’s disease and dementia. This experi-
ence also allows the community to better under-
stand the feelings and struggles of caring for a 
dementia patient and increases the community’s 
awareness of brain disease.

 Conclusion

Despite limited epidemiological information of 
dementia in Colombia, the nation is considered a 
pioneer in AD research, in part because of the 
work with the world’s largest extended family 
with early-onset, autosomal dominant 
AD. Unfortunately, Colombia does not yet have a 
national dementia plan; however, nongovern-
mental organizations such as El Grupo de 
Neurociencias de Antioquia (GNA), Intellectus, 
and the Fundación Acción Familiar Alzheimer 
are leaders in providing resources and support to 
dementia patients and their families. Nonetheless, 
caregiver burden is a serious concern in Colombia, 
and there continues to be a need for investigators 
to develop self-care and resilience training pro-
grams. Future research should include (a) con-
ducting large epidemiological dementia studies 
in Colombia, including representation of indi-
viduals from rural and urban areas, and (b) sys-
tematizing and assessing the efficacy of 
non-pharmacological interventions for dementia 
that have been developed in Colombia to date.
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Treatments of Dementia in Spain

Juan P. Serrano Selva and Margaret Gatz

Abstract
By 2050, Spain is projected to be home to the 
largest amount of elders in the world, due to a 
combination of high life expectancy, low birth 
rates, and the baby boomer generation entering 
their elder years. Consequently, in the next 
decades, Spain will have one of the highest 
dependency rates in the world. The country 
has nearly 800,000 people with dementia, 
with more than half in a situation of 
dependency. A conservative estimate suggests 
that the cost of each dependent is approximately 
30,000 euros per year. When extended to all 
Spaniards with dementia, the cost reaches 
24,000 million euros a year between direct 
costs for medical and professional care and 
indirect costs to caregivers and relatives who 
must alter their working life. Meanwhile, the 
dependency subsidy suffers from 
administrative blockages and budget cuts. The 
situation brings enormous challenge, affecting 
the patient, the caregiver, and the nature of 
care. Effective intervention for patients with 
Alzheimer’s disease and other dementias 
increasingly includes the presence of 

psychologists specialized in the care of older 
adults. Psychologists work in both public and 
private settings including hospital units (mem-
ory units, dementia units, psychiatric units, 
etc.), day centers, residential centers, and uni-
versities and research centers. There is increas-
ing use and evidence of the effectiveness of 
psychosocial, or non-pharmacological, inter-
ventions to address cognitive symptoms, such 
as altered memory or language, and especially 
psychological and behavioral symptoms asso-
ciated with dementia, such as depression, anx-
iety, delusional disorders, altered behavior, 
etc., with advantages over psychotropic drugs 
with respect to greater effectiveness and fewer 
side effects.

 Introduction

To understand dementia care in Spain requi-
res understanding the demographic and socio-
economic contexts, the philosophy that drives 
systems of care, and the evolution of the role of 
family within the Spanish culture. In the follow-
ing sections, we begin with key contextual fac-
tors in Spain, in recent years to the present, 
including the aging of the population, the socio-
economic situation of the country, the immigra-
tion, and the extent of public funding for care. We 
then consider the epidemiology of dementia in 
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Spain, specifically the already elevated number 
of dementia cases and the projected increase in 
prevalence of dementia. Considering this back-
ground, we describe the usual care protocol for 
those with dementia including types of services, 
living situation, and support for caregivers. We 
lastly consider the impact on dementia care of 
Spain’s decentralized system of autonomous 
communities, as well as the evolution of family 
structure and cultural values about care.

Spain has 17 autonomous communities and 2 
autonomous cities, Ceuta and Melilla, which are 
islands that are part of the African continent. This 
structure was established less than 40 years ago 
by the 1978 Constitution, after General Francisco 
Franco’s regime ended. Creation of autonomous 
communities did not take place immediately, as 
the balance of federal and regional powers for 
many of the autonomous communities is still 
being negotiated into the twenty-first century. 
The autonomous communities differ in 
population, population density, urbanicity, gross 
regional product, unemployment rate, age 
structure, and history (Government of Spain, 
2017).

 Demographic Context

Rates of dementia in any country are strongly 
determined by population demography and the 
aging process (Harper, 2014). Spain has 
undergone greater shifts in its demographics over 
the last hundred years compared to most 
countries. Life expectancy at birth doubled 
between 1910 and 2010, increasing by more than 
40  years. Currently, the life expectancy for 
women is 85.4 years and 79.9 years for men (INE 
[National Statistics Institute], 2016b), which is 
the highest life expectancy in Europe and among 
the highest in the world. Life expectancy for 
women is the second highest in the world, only 
surpassed by Japanese women, who live 
approximately 87 years (WHO, 2014).

According to the figures from the Continuous 
Population Census (INE), since January 2016, 
there were 8,657,705 older adults (65 years and 
over), constituting 18.4% of the total population 

(46,557,008) in Spain. The proportion of 
octogenarians continues to grow at a faster rate, 
now accounting for 6% of the total population. 
However, we should also highlight two major, 
current factors related to population patterns 
including (a) the low birth rate and (b) the 
ongoing economic crisis which started in 2008 
and continues today (INE, 2016b).

The current birth rate in Spain is 12 births 
per 1000 persons in the population per year 
(Andrés de Llano et al., 2015), which is equiva-
lent to 1.3 children per woman (INE, 2012). 
Concerning the economic crisis, the unemploy-
ment rate currently stands at 18.75% (INE, 
2017), which is a key socioeconomic indicator. 
The impact of the 2008 national economic 
recession has not only affected the birth rate, 
but it has also had a major impact on the migra-
tory flows that would normally compensate for 
the low birth rate. Since the onset of the eco-
nomic crisis, the number of immigrants enter-
ing Spain has fallen dramatically. In addition, a 
significant number of immigrants established in 
Spain have decided to return to their home 
countries, especially those from Latin America. 
The increasing number of qualified young 
Spanish people emigrating to other countries 
further exacerbates the situation, which will 
ultimately affect Spain’s work production net-
work (INE, 2016a).

In light of these trends, the total population of 
Spain is projected to fall from over 46 million to 
just over 41 million over the next 50 years. By 
way of context, the current population of 
California is 39.5 million and is expected to 
exceed 46 million within the next 20 years (State 
of California, 2017). The Spanish population is 
becoming both smaller and older. According to 
projections by the INE (2016c), in 2066, there 
will be more than 14 million older adults in 
Spain, representing 34.6% of the predicted 
population of 41,068,643 inhabitants. Similarly, 
the Spanish Alzheimer’s Association (CEAFA) 
forecasts that, of the total population in 2050, 
31% will be aged 65  years or over (CEAFA, 
2013). However, if we adjust figures to consider 
migratory factors, assuming a population of 41.5 
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million, this percentage would rise to 38% of 
total population.

In short, these forecasts indicate a highly 
complex scenario with one of the highest life 
expectancies in the world in conjunction with 
one of the lowest birth rates. The combination of 
these two factors, together with a notably declin-
ing population, especially among young adults, 
is resulting in a rapidly aging society. Age is one 
of the main risk factors for the emergence of 
neurodegenerative diseases; thus, the prevalence 
of these diseases will undoubtedly escalate. 
Additionally, this situation will ultimately lead 
to a lower number of persons of working age, 
many of whom will be unemployed, without suf-
ficient resources to maintain themselves (OECD, 
2015) and without the possibility to help the 
social system. These individuals will have to 
bear the costs of an increasingly aging popula-
tion with higher levels of dependence (Prince, 
Prina, & Guerchet, 2013).

 Prevalence of Dementia in Spain

Although different sources provide somewhat 
disparate estimates based on different age cut-
offs, there does seem to be evidence that Spain 
is one of the countries with the highest percent-
age of dementia patients among individuals 
aged over 65 in the world, according to a report 
from the OECD (Health at a Glance, 2013). This 
study claims that 6.3% of Spaniards over the 
age of 60 have some degree of dementia. Only 
France (6.5%) and Italy (6.4%) present a higher 
rate. The mean rate in OECD countries is eight 
tenths of a point lower than in Spain (5.5%). 
The rate in a number of Northern European 
countries is higher than the mean, such as 
Sweden (6.3%) and Norway (6.2%), as well as 
in other leading economic powers such as the 
United States, the United Kingdom, and Japan 
(all three with 6.1%) and Germany (5.8%). 
Prevalence rates reflect the age structure of the 
population (previously discussed in the prior 
section of this chapter), as well as how long 
individuals survive after receiving a dementia 
diagnosis.

A wide-ranging report by 
PricewaterhouseCoopers (2012), the firm of 
economic consultants, established a figure 
between 500,000 and 800,000 dementia patients 
in Spain, with a prevalence of 10% among those 
older than 65 years, 25% among persons above 
85  years and 50% in individuals older than 
90  years, with 150,000 new cases per year. A 
meta-analysis conducted in 2011 suggests a 
prevalence of between 5.2% and 16.3% for those 
aged 65 and older, with a rate of 22% for men and 
30% for women over 85 years old (Jurczynska, 
Eimil, López de Silanes & Luque, 2011). Broadly 
speaking, due to their longer life expectancy, the 
prevalence is higher in women, with the rate 
increasing with age (De Pedro-Cuesta et  al., 
2009), in accordance with evidence reported in 
world literature on dementia (Prince et al., 2013).

The distribution of types of dementia in Spain 
is not strikingly different from most comparison 
countries. The prevalence of Alzheimer’s disease 
(AD) in Spain is around 6% in persons over 
70 years of age, accounting for 70% of dementia 
cases (Gascón-Bayarri et  al., 2007). Vascular 
dementia (VD) accounts for 12.5–27% of 
dementias (Casado & Calatayud, 2009; Gascón- 
Bayarri et  al., 2007; Molinuevo & Peña- 
Casanova, 2009), while the prevalence of 
dementia with Lewy bodies in persons over age 
70 years in Spain is about 1%. A study conducted 
with adults over age 70  in El Prat de Llobregat 
(Barcelona) showed a prevalence of 0.3%. The 
incidence of frontotemporal lobar degeneration 
(FTLD) cannot be estimated due to a lack of data 
(Gascón-Bayarri et al., 2007).

Disparity in prevalence of dementia between 
geographical regions of Spain is noticeable. 
While rates of dementia among those aged 65 
and older are fairly similar across autonomous 
regions, the population prevalence varies with the 
proportion of the population who are aged 65 and 
older. Five autonomous communities in the 
northwest of Spain (including Galicia and the 
Basque Country) have the highest proportion of 
those aged 65 and older, therefore indicating a 
higher prevalence of dementia. Regions with the 
lowest proportion of those aged 65 and older 
(which turns out to be approximately half that of 
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regions with the highest proportion) include the 
south of Spain, such as Ceuta and Melilla 
(CEAFA, 2013).

 Costs Associated with Care 
and Treatment of Dementias

The cost of caring for a person with Alzheimer’s 
disease in Spain is estimated to vary between 
27,000 and 37,000 euros per year, with costs 
rising as the disease progresses (Prince et  al., 
2013; Turró-Garriga et al., 2010). This translates 
into a total cost of 24,000 million euros per year, 
which is estimated to rise to 33,000 million in 
2030 and 56,000 million by 2050 as the number 
of persons with dementia increases. Care and 
treatment for those with dementia is covered by 
the Territorial Council of the System for 
Autonomy and Dependent Care. At the same 
time, it is estimated that families absorb 87% of 
the costs of care (Castañeira, Rodríguez, & 
Nunes, 2009). Accordingly, dementia has been 
defined as the “indirect cost disease” due to the 
burden of these costs on families (Coduras et al., 
2010; Domínguez, Castro & López-Alemany, 
2002).

 Territorial Council of the System 
for Autonomy and Dependent Care

In late 2006, a new System for Promotion of 
Personal Autonomy and Assistance for Persons 
in a Situation of Dependency (SAAD in Spanish) 
was established in Spain by Law 39/2006 of 14 
December, known as the Dependency Act (BOE, 
2006). The Dependency Act recognized the 
universal right to social services for all Spanish 
citizens who are unable to care for themselves. A 
goal of the Dependency Act was to provide 
benefits to facilitate individuals’ maintaining 
personal autonomy in their usual daily setting for 
as long as possible, thereby leading to the 
development of care for dependent persons from 
the provision of a public service to its current 
configuration as a form of integrated protection. 
The Territorial Council of the System for 

Autonomy and Dependent Care was designed to 
cooperate with the implementation of the new 
system. Public services are provided via social 
service agencies by the respective autonomous 
communities.

The current population of dependent persons 
in Spain is 2,141,404, of whom  1,462,292 are 
over the age of 65. Women account for 72.3% of 
this population, while men account for 27.7%. 
An estimated 88% of dependent persons aged 65 
and older have a diagnosis of dementia 
(IMSERSO, 2005b).

 Levels of Dependence

In Law 39/2006, dependence is classified into 
the three grades (moderate, severe, and major) 
according to the activities with which a person 
has difficulty and how much assistance is 
required. Grade I: Moderate dependence is a 
category by which a person requires help to 
perform various activities of daily living, at 
least once a day, or needs intermittent or lim-
ited support for personal autonomy. Grade II: 
Severe dependence is classified for persons that 
require help to perform various activities of 
daily living two or three times a day, but do not 
require the permanent support of a caregiver or 
do not have extensive needs for personal auton-
omy. Grade III: Major dependence is classified 
for persons requiring help to perform activities 
of daily living several times a day and, due to 
their total loss of physical, mental, intellectual, 
or sensory autonomy, who need the indispens-
able and continuous support of another person 
or need generalized support for personal 
autonomy.

According to the National Association of 
Social Service Directors and Managers (2017), 
the current distribution of dependent persons is as 
follows: of 1,213,873 dependent persons, Grade I 
is assigned to 394,212 persons (32.5%), Grade II 
to 455,741 persons (37.5%), and Grade III to 
363,920 persons (30.0%). Of the total number of 
persons assessed as dependent, the system 
provides the benefits or services indicated in the 
law to 71% (865,564 persons). The remaining 
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29% (348,309 persons) are still waiting to receive 
the services to which they are entitled, a process 
that has been called the “dependency limbo” 
(Oliva, Peña, & García, 2015a; Peña-Longobardo, 
Oliva-Moreno, & Garcia-Armesto, 2016). More 
than 122,000 persons are entitled to services who 
are not attended to have either Grade I or Grade II 
dependence (35% of those waiting). Some of this 
is explained by the accumulated impact of the 
recession, which motivated Royal Decree 
20/2012 and which cut back on benefits and 
created delays for applicants (Oliva, Peña & 
García, 2015b; Peña-Longobardo et  al., 2016). 
The shortfall reached 3773.9 million euros in 
December 2016, owing to adjustments made in 
the General State Budget.

 Benefits and Funding

The benefits established in Law 39/2006 to which 
dependent persons have access include services 
to support autonomy and monetary benefits. The 
original design of SAAD was to contract for ser-
vices; however, in 2015, monetary benefits for 
family care accounted for 39.0% of all benefits 
(IMSERSO, 2015). Peña-Longobardo et  al. 
(2016) relate this shifting of the composition of 
benefits to the economic crisis. Services are 
largely delivered in the home through agency 
contracts, designed to meet the needs of people 
who have difficulty performing activities of daily 
living (ADLs). The range of services encom-
passes home help with personal care and house-
hold needs, telecare services, day or night centers, 
and residential care. Monetary benefits may be of 
several types:

Monetary Benefit Linked to a Service This 
benefit payment, which is received on a regular 
basis, is only granted when it is not possible to 
access a public or subsidized attention and care 
service, with the amount depending on the degree 
and level of dependency and on the beneficiary’s 
financial situation.

Cash Benefit to Family for Care A monetary 
benefit for family care was established for access 

on an exceptional basis, and the Royal Decree 
20/2012 tightened the conditions for entitlement 
to these benefits. The Territorial Council of the 
System for Autonomy and Dependent Care estab-
lishes the conditions of access to this benefit in 
accordance with the person’s recognized level of 
dependence and financial situation. The council 
is also charged with providing information and 
promoting non-professional caregivers who sign 
up for training programs.

Monetary Benefit for Personal Care The 
objective is to contribute to the hiring of a per-
sonal assistant, for a set number of hours, to aid 
in performing activities of daily living. Funding 
originates from a combination of the General 
State Administration, the autonomous communi-
ties, and co-payments. The General State 
Administration must determine the minimum 
level of protection guaranteed for each benefi-
ciary. A Royal Decree establishes the State’s con-
tribution to this level of care. The minimum 
amounts are determined in accordance with the 
level of dependence of the person attended to and 
are calculated based on a coefficient which penal-
izes economic benefits for care in the family set-
ting if this benefit is part of the individual 
attention program. The autonomous communities 
each year contribute an amount at least equal to 
the contribution made by the General State 
Administration in their region. Each autonomous 
community may establish other funding to 
increase the amounts provided for in Law 
39/2006, which is considered additional funding. 
The recipients of dependency benefits are also 
required to participate in the funding through 
co-payments.

Total SAAD funding, in 2015, amounted to a 
cost of 7126 million euros in benefits and ser-
vices. Indeed, the last quarter of 2016 boasted the 
largest expenditure yet for dependent care. Ten 
years after the implementation of the System for 
Promotion of Personal Autonomy and Care for 
Dependent Persons, figures show that 2.6% of the 
Spanish population needs support to perform 
activities of daily living, that is, 1,213,873 per-
sons were assessed as dependent as of 31 
December 2016. To this number, we could add 
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103,238 potential dependent persons pending 
assessment at that date (National Association of 
Directors and Managers in Social Services, 
2017).

 Usual Care Situation for Those 
with Dementia

Different modalities of health care are necessary 
to permit adequate, comprehensive, 
multidisciplinary, and coordinated attention to 
the needs of persons with dementia. The Spanish 
National Health System recognizes two basic 
levels of care: primary care and specialized care. 
A third level known as social and health care, 
which is unevenly implemented across the 
different autonomous communities, provides 
resources for inpatient, outpatient, and home 
care. Together, these levels permit comprehensive, 
continuous care until death.

 (a) Primary care: This is a person’s first point of 
contact with the health service system in 
which a team of professionals work on the 
prevention, detection, and diagnosis of dis-
ease, provide treatment, as well as monitor 
the treatment of illness, manage resources, 
and accompany patients until the end of 
their lives.

 (b) Specialized care: This second level of care 
provides specific, specialized care in the 
diagnosis, treatment, and rehabilitation for 
health problems, which, due to their 
characteristics, cannot be solved in primary 
care.

 (c) Social and health care (ASS): This third 
level, based on a model of comprehensive, 
multidisciplinary attention to older adults, 
guarantees the care of dependent persons 
with chronic disease and those nearing the 
end of life.

The Primary Health Team is a key service 
throughout the dementia process. It is responsible 
for early detection of dementia, diagnosing, 
requesting and interpreting basic complementary 

examinations, starting treatment, and, if neces-
sary, referring patients to the Specialized 
Dementia Care Team. The Primary Care Team is 
then responsible for continuous care and coordi-
nation of resources, monitoring, and managing 
cases (Coll de Tuero & López-Pousa, 2011). The 
Specialized Dementia Care Team is a multidisci-
plinary team in a particular service area, which 
offers a comprehensive, specialized approach to 
care of dementia patients. This multidisciplinary 
team is comprised of (1) an expert in treating 
dementias (i.e., neurologists, geriatricians, or 
psychiatrists), (2) psychologists/neuropsycholo-
gists, (3) nurses, (4) social workers, and (4) 
administrative staff.

Dementia patients who have been assessed by 
the State Administration as meeting one of the 
levels of dependency may access the services 
provided for by Law 39/2006. The social services 
available to promote the personal autonomy and 
care of dependent persons include telecare 
service, home help service, day care and night 
care centers, and residential care services. 
Table  20.1 provides brief descriptions of these 
services.

 Non-pharmacological Therapies

Non-pharmacological therapies may be defined 
as “any theoretically based, nonchemical, focused 
and replicable intervention, conducted with the 
patient or the caregiver, which potentially 
provided some relevant benefit” (Olazarán et al., 
2010, p. 162). These interventions are available 
to various extents in different communities. 
Currently, a plan exists for developing a set of 
State Referral Centers. One of the centers, 
launched by the Institute for the Elderly and 
Social Services (IMSERSO) and located in 
Salamanca, specializes in Alzheimer’s disease 
and other dementias in order to promote the best 
care for people with Alzheimer’s and their 
families (IMSERSO, 2015). The following are 
among the pioneering non-pharmacological 
interventions:
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 (a) Creative/Therapeutic Dance: A creative/
therapeutic dance program, currently 
delivered by the State Referral Center for 
Alzheimer’s Disease and Other Dementias in 
Salamanca, is based on theories of dance/
movement therapy (Wengrower & Chaikin, 
2008).

 (b) Psychomotor Stimulation: Psychomotor re-
education is a comprehensive, integrated 
activity designed to facilitate and enhance 
the physical, perceptual, psychological, and 
social development of an individual through 
body awareness and physical activities 
(Ferrer, Ortiz, & Avila-Castells, 2013). 
The  Center provides guidelines for 
implementation.

 (c) Snoezelen Multisensory Stimulation: The 
“snoezelen,” or multisensory room, was 
developed in Holland in the 1970s (Klages, 
Zecevic, Orange, & Hobson, 2011). The 
word combines the ideas of sniffing and 
tranquility. The rooms deliver controlled 
multisensory stimulation, using light, sound, 
color, scents, textures, etc.

 (d) Dog-Assisted Intervention: The Institute for 
the Elderly and Social Services (IMSERSO, 
2007) has a research program that uses dog- 
assisted interventions with people with 
dementia which involves a social worker and 
animal-handler team (Animal Assisted 
Intervention International, 2016). By 
involving dogs in social work and care, 
socialization, ambulation, and a sense of 
well-being are promoted. There are both 
individual and group formats.

 (e) Music Therapy: Since 2012, a range of music 
programs have been implemented, including 
creative music therapy which features 
improvisation, group participation in music 
to promote socialization, stimulation music 
aimed to preserve cognitive function, and the 
involvement of family in such music 
programs (Federación Mundial de 
Musicoterapia, 2011; Thaut, 2005).

 (f) Integral Cognitive Activation Program for 
Dementias (ICAPD): The ICAPD is a 
comprehensive cognitive stimulation 
program that collaborates with a research 
project at the University of Salamanca; the 
program’s goals aim to maintain existing 
patient cognitive functions at the highest 
possible level while preventing behavioral 
problems and serving as a base for 
implementing psychoeducational support 
programs (García Meilán & Carro Ramos, 
2014). ICAPD consists of a first phase of 
preliminary assessment, a 6-month 
intervention in which patients perform 
specific tasks and exercises, and a final 
assessment to monitor and evaluate the 
program’s effectiveness. There is an extensive 
manual to guide implementation (García 
Meilán & Carro Ramos, 2014).

Table 20.1 Social services to promote personal auton-
omy and care of dependent persons

Service Description
Telecare This service provides care for its 

beneficiaries by means of information 
and communication technologies, with 
the support of the required human 
resources. There is immediate support 
in situations of emergency or 
insecurity, loneliness, or isolation

Home help This service provides assistance in the 
homes of dependent persons to attend 
to their needs related to activities of 
daily living. The service is provided by 
accredited organizations and 
companies

Day care 
and night 
care centers

This service provides comprehensive 
care for dependent persons during the 
day or night. The aim is to enhance or 
maintain their level of personal 
autonomy and support families and 
caregivers

Residential 
care

This service is provided in residential 
care centers with the service 
depending on the type and level of 
dependence of the patient. The service 
may be permanent when the care 
center becomes the patient’s main 
residence or temporary when the 
service is provided for a limited period 
for convalescence, vacation periods, 
and weekends or if the routine, 
non-professional caregiver is ill or off 
work. Residential care service is 
provided by public agencies in their 
own centers or in subsidized centers
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 (g) GRADIOR Program: This computer-based 
neuropsychological software program acts as 
a rehabilitation system which provides 
training programs with the goal of recovering 
higher cognitive functions (attention, 
memory, orientation, etc.) in persons with 
cognitive deficits or deterioration (González- 
Palau, Franco, Toribio, Losada, Parra, & 
Bamidis, 2013). A touch screen allows the 
user to interact directly with the computer, 
which helps the system become more 
intuitive and accessible. The program permits 
the design of fully customized training for 
each user, taking into account their unique 
deficits and capabilities. The software 
collects data continuously, reviews it 
periodically, and facilitates information on 
the patient’s progress.

 (h) Cognitive Psychostimulation: Broadly 
speaking, cognitive stimulation encompasses 
techniques designed to maintain or enhance 
cognitive and functional capacities, behavior, 
and affect. The activities aim to stimulate and 
train different cognitive domains (e.g., 
perception, attention, reasoning, abstraction, 
memory, language, orientation processes, 
and praxis). Olazarán and Muñiz (2004) 
developed the program.

 (i) Reminiscence: Reminiscence therapy is used 
to stimulate episodic or autobiographical 
memory  – especially the emotional aspects 
of memory (Butler, 1963). Photos, music, 
recordings, old newspaper articles, domestic 
objects, informal chats, and other resources 
are used to stimulate emotional memories. 
This technique facilitates interpersonal 
relationships and communication in order to 
increase the patient’s sensation of well-being 
and self-esteem.

 (j) Robot Therapy: This therapy uses a robot 
called PARO, developed to look like a baby 
seal. PARO was developed in Japan and is 
equipped with artificial intelligence and 
multiple sensors which permit the robot to 
behave and interact with users as if it were a 
real animal (Shibata & Wada, 2011). 
Therapeutic robots offer an alternative to 
animal-assisted therapy by avoiding the 

complications of real animals while 
generating similar effects. The goals of robot 
therapy encompass (a) psychological needs, 
such as relaxation and motivation, (b) 
physiological improvements in vital signs, 
and (c) social stimulation, facilitating 
communication between patients and 
caregivers.

 (k) Reality Orientation Therapy: This is a set of 
techniques to improve orientation in order to 
reduce confusion and disconnection from the 
environment (Spector et  al., 2003). These 
techniques include verbal instructions to 
orient the individual to time, place, person, 
and situation, delivered informally during the 
day or in a group format, while also being 
offered as activities, such as discussion of 
current news.

 (l) Wii Therapy: This therapy utilizes video 
games as a play-based, alternative form of 
cognitive stimulation (Padala et  al., 2012). 
Using the Wii video console and brain 
training games, this therapy aims to generate 
forms of play which stimulate higher 
cognitive functions while promoting social 
interaction.

These diverse, non-pharmacological interven-
tions are designed to accommodate moderate to 
severe cases of dementia, as well as to promote 
healthy brain aging in those without dementia or 
with mild cognitive impairment, while assisting 
those with neurocognitive disorders, and which 
can be re-purposed for dementia patients. The 
extent of empirical validation is currently mixed, 
but recognition of the advantages of non- 
pharmacological therapies is growing, especially 
as psychotropic drugs’ limitations and adverse 
effects are concerns (Cobos & Rodriguez, 2012).

 Caregivers

In Spain, care is defined in the preamble to the 
Dependency Act, Article II, as family members, 
health-care personnel, or both as providers of 
care to dependent persons (Rogero-García, 
2009). Non-professional care services are those 
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provided to dependent persons in the home by 
family members or other individuals such as 
friends and neighbors. Non-professional 
caregivers receive no financial payment for the 
work (Feldberg et  al., 2011). Non-professional 
care is also called informal support. In Spain, 
83% of family caregivers are female (43% are 
daughters, 22% are wives, and 7.5% are 
daughters-in-law). The mean age of an informal 
caregiver is 52 years old. Out of the total informal 
caregiver population, 77% are married and 20% 
of those married over age 65; 17% share their 
care work with other family responsibilities. In 
80% of informal care cases, the work is 
unremunerated, and 60% share residence with 
the person they care for (Domingo, Sierra, Valero, 
& Castiñeira, 2015). Although a formal system 
exists in Spain to support those requiring 
dependent care and the caregivers, such services 
are not sufficiently widespread to cover the actual 
needs of this population. Thus, services such as 
psychotherapy or psychoeducation are often not 
within reach of those with fewer economic 
resources (Mateos, Franco & Sánchez, 2010).

Formal care is also referred to as professional 
care. Formal care includes tasks carried out by 
specialized professionals who are trained to 
provide care services beyond those that persons 
can do for themselves or others (Rodríguez, 
2005). There are two types of formal care: those 
that are delivered by institutions and those that 
are paid for by the family. Formal caregivers 
represent a group of professionals who perform 
high-risk work in hard working conditions, 
receive low salaries, and experience long, 
laborious shifts (Delgado et  al., 2014). In this 
respect, families are involved in caregiving both 
as informal caregivers and by paying for 
professional care.

In a nationally representative survey con-
ducted by the Spanish National Statistics Institute 
(INE) in 2008 of dependent adults aged 65 and 
older who were living at home, 47.5% were 
receiving only informal care, another 9.8% 
received a combination of informal and formal 
care, 4.9% received formal care only, and the bal-
ance had no care (Rodríguez, 2013). Those who 
received only formal care tended to be women 

with low income residing in a capital location. 
Until Law 39/2006, home care services were 
scarce, with somewhat more possibility of receipt 
of public services occurring in certain munici-
palities. The 2008 INE survey also indicated an 
increase in dependent older adults living alone, 
which put further pressure on informal care sys-
tems (Rodríguez, 2013).

 Support for Caregivers: Sources 
and Types of Support

Law 39/2006 established the System for 
Autonomy and Dependent Care (SAAD) which 
stipulates a catalogue of services to support 
informal caregivers. These include day care 
centers, home help, and temporary stays in 
residential care centers known as family respite 
services (Zambrano & Guerra, 2012). Family 
respite programs provide temporary 
accommodation for dependent persons, thus 
giving informal caregivers time to rest and 
perform tasks other than those related to caring 
for the family member (Institute for the Elderly 
and Social Services, IMSERSO, 2007). There is 
considerable variability among the different 
autonomous communities with respect to 
availability of different family respite options.

Other resources for caregivers include mutual 
help groups that provide help, advice, protection, 
and companionship for caregivers during the 
process of change in their lives, including services 
that help caregivers adjust to the limitations 
imposed by dependence and its associated 
problems. These groups meet periodically and 
are not necessarily directed by professionals 
(Torres, Ballesteros & Sánchez, 2008). Public 
and private entities in many towns provide 
training courses and workshops for caregivers. 
These workshops target dependent persons’ 
family caregivers. IMSERSO provides an online 
listing of these training courses and workshops 
( h t t p : / / w w w. i m s e r s o . e s / i m s e r s o _ 0 1 /
innovacion_y_apoyo_tecnico/formacion_
especializada/actividades_2017/index.htm).

In addition, La Caixa-Spanish Red Cross 
hosts a caregiver hotline. As part of the “One 
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Table 20.2 Organizations that offer advocacy and information for families

Organization Description and corresponding website
Spanish Confederation for 
Associations of Relatives 
of People with 
Alzheimer’s Disease and 
Other Dementias 
(CEAFA)

A national, nongovernmental organization, whose aim is to place Alzheimer’s disease 
on the political agenda and pursue the necessary social commitment and raising of 
awareness so as to be able to represent and defend the interests of all those who live 
with Alzheimer’s disease
Website: www.ceafa.es

Spanish Alzheimer’s 
Foundation (FAE)

The aim of this organization is to improve the quality of life of the patient, caregiver, 
and family. This includes a large variety of activities ranging from providing 
information (help lines, interviews with caregivers and families, leaflets, guides, 
conferences, symposia, etc.) to representing families before the social and health-care 
authorities. Website: www.alzfae.org

Alzheimer’s Families 
Association (AFAL)

This association, founded in Madrid in 1989, has more than 4000 members. It forms 
part of the federal structure of the associations for families affected by Alzheimer’s 
disease which exist across Spain. Its work is dedicated to information, training, 
advice, and support for families and persons close to patients. Website: www.afal.es

Alzheimer’s Federation of 
the Community of Madrid 
(FAFAL)

This non-profit organization founded in 1999 is an organization that represents diverse 
associations in Madrid. It collaborates and cooperates with different public and private 
organizations working in the field of Alzheimer’s disease and other dementias within 
the social and health-care services sectors
Website: www.fafal.org

Pasqual Maragall 
Foundation

This foundation for research on Alzheimer’s disease was founded as a response to a 
Spanish politician’s publicly stated commitment on 20 October 2007, when he 
announced he was diagnosed with the illness
Website: www.fpmaragall.org

Queen Sofía Foundation This is a private, non-profit cultural and social care foundation with a presence across 
Spain. The Queen Sofía Foundation Alzheimer’s center is a social and health-care 
project which created a model care complex that approaches the disease from three 
perspectives: research, training, and care services for Alzheimer’s disease sufferers. It 
boasts a Center for Research on Neurological Disease, managed by the Carlos III 
Health Institute, as well as a Training Center and a Care Center, both managed by the 
Madrid Regional Ministry for Social Services. Website: http://www.
fundacionreinasofia.es

CIEN Foundation This foundation was established with the aim of creating a network of centers to 
support, promote, and coordinate research in all the fields of basic clinical and 
epidemiological neurology. The country’s Center for Biomedical Research in 
Neurodegenerative Diseases is charged with the management of the Center. At the 
same time, it is also tasked with the management of the Alzheimer’s Project Research 
Unit which occurred when the Queen Sofía Foundation ceded the building to the 
CIEN Foundation
Website: http://www.fundacioncien.es/

Castilla-León Regional 
Federation of Alzheimer’s 
Families (AFACAYLE)

This federation comprises 28 Alzheimer’s Families Associations in the Castilla-León 
autonomous community. Website: https://www.afacayle.es/

The María Wolff 
Foundation

This organization promotes clinical research in Alzheimer’s disease-type dementias. It 
focuses primarily on non-pharmacological interventions and therapies administered 
through social and health-care facilities such as day and residential care centers. The 
foundation’s aim is to assure that patients, their direct caregivers, and professionals 
have access to the best techniques available, i.e., recognized at an international level, 
to enhance the quality of life of persons with dementia. Website: http://www.
mariawolff.org/

(continued)
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Caregiver, Two Lives” program, the caregiver 
hotline provides information and helps address 
questions that informal caregivers might have 
about dementia; it also provides emotional 
support and strategies for coping with the 
difficulties associated with care. Internet 
resources for caregivers are also available. 
Plentiful information, resources, and guides for 
caregivers are accessible through a number of 
online links, including the official society of 
psychologists in the Valencian community (http://
www.inc lus io .gva .es /web/dependencia /
manuales-profesionales). There are also a number 
of organizations, both national and regional, that 
offer advocacy, information for families, and 
sometimes direct services. These are listed in 
Table 20.2.

 International Associations that 
Collaborate with Spain

Spain values international collaboration through 
its membership in the European Union and other 
international bodies. It encourages Alzheimer’s 
disease researchers to publish in international 

journals and to work with scholars in other 
countries. As such, Spain has joined key 
international associations that support people 
with Alzheimer’s disease and their families. 
Some of these organizations are listed in 
Table 20.3.

 Regional and Cultural Considerations

There is no national plan or strategy in Spain that 
would provide a coordinated multi-professional 
solution to Alzheimer’s disease, such as legal and 
ethical measures to protect persons affected by 
the disease and their caregivers. Rather, dementia 
patients’ needs were addressed within the 
Dependency Act, which has a different mandate 
and is not limited to older adults. For now, the 
source of services to patients is Law 39/2006. In 
2017, the Spanish Ministry of Social Services 
and Equality proposed the elaboration and 
enactment of the National Plan for Alzheimer’s 
Disease and other Dementias as one of the 
priorities of this parliamentary term. The State 
Referral Center (CRE) for Attention to Persons 
with Alzheimer’s Disease and Other Dementias, 

Table 20.2 (continued)

Organization Description and corresponding website
The ACE Foundation This Catalan Institute of Applied Neurosciences is a private organization devoted to 

the diagnosis, treatment, research, and support for persons with dementia, and 
especially those who suffer Alzheimer’s disease, their families, and caregivers. The 
foundation’s activities include services (diagnosis, treatment, and personalized 
monitoring), research (genetics, clinical trials, neuroimaging, etc.), and dissemination 
to scientific and lay audiences
Website: http://www.fundacioace.com/quienes-somos/

Galicia Alzheimer’s 
Federation (FAGAL)

This is a federation of families affected by Alzheimer’s disease and other dementias. 
This non-profit entity comprises 13 associations in Galicia, accounting for more than 
5000 families. The federation provides multiple services through 260 professionals 
from the social and health-care sectors. Website: www.fagal.org

Note: Other associations from other autonomous communities include Andalusia Alzheimer’s Federation (FEAFA), 
Asturias Alzheimer’s Federation (AFA), Canary Islands Alzheimer’s Federation, Castilla-León Alzheimer’s Federation, 
Madrid Alzheimer’s Federation (AFAL), Murcia Alzheimer’s Federation in Cieza (ACIFAD), Aragon Alzheimer’s 
Federation, Balearic Islands Alzheimer’s Federation, Catalonia Alzheimer’s Federation, Basque Country Alzheimer’s 
Federation, and Extremadura Alzheimer’s Federation. In Valencia, Asociacion Familiares Alzheimer de Valencia 
(AFAV) and Federación Valenciana de Asociaciones de Familiares de Enfermos de Alzheimer (FEVAFA) provide an 
umbrella network bringing together all the associations in the province. In Catalonia, specifically in Barcelona, there 
exists the Alzheimer’s Families Association (FAFAC); in Lleida, there is the Alzheimer’s Families Association (AFALL). 
Murcia has a federation and an association: Federacion de Asociaciones de Familiares y Enfermos de Alzheimer de la 
Región de Murcia (FFEDARM) and Asociación de familiares de enfermos de Alzheimer de la Región de Murcia 
(AFAMUR). In Andalusia, Seville is home to the Santa Elena Alzheimer’s Association. In Galicia, there is another 
association, Asociación de Familiares de enfermos de Alzheimer y otras demencias de Galicia (AFAGA)
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located in Salamanca, held a meeting on 28 April 
2017 of the State Dementia Group (GED), led by 
IMSERSO, to create the National Alzheimer’s 
Plan to define relevant social and health-care 
policies in Spain.

The country’s economic crisis of 2008 gave 
rise to the term “the dependence limbo” (Oliva, 
Peña & García, 2015a), which refers to individu-
als who, although their rights as dependents have 
been officially recognized, have still received no 
benefits or financial subsidy. Individuals who are 
actually receiving either economic benefits or 
services are known as the benefit-receiving popu-
lation. Technically, the dependence limbo or 
wait-listed population should be the result of the 
difference between persons with rights to bene-

fits and those actually receiving benefits. 
However, as noted earlier, contrary to the initial 
principle of providing in-home services, mone-
tary benefits to families became the more com-
mon practice during the first years of the System 
for Autonomy and Independent Care (Oliva, Peña 
& García, 2015b).

When examined, the distribution of benefits 
across the autonomous communities is such that 
there are major differences between regions 
(Jimenez-Martín, Vilaplana & Andrea, 2016). 
According to these statistics, in Aragon, the 
Balearic Islands, and Navarre, monetary 
payments account for 60–70% of total benefits, 
an amount much higher than the national average. 
By contrast, in Castilla-La Mancha, La Rioja, 

Table 20.3 Key international associations that support people with Alzheimer’s disease

Organization Description and corresponding website
Alzheimer’s Disease 
International (ADI)

The ADI is the worldwide federation of Alzheimer’s disease associations supporting people 
with dementia and their families. The Spanish organization the Spanish Confederation for 
Associations of Relatives of People with Alzheimer’s Disease and Other Dementias 
(CEAFA) appears as a member in the federation’s strategic plan. Website: www.ceafa.es

Alzheimer’s Europe 
(AE)

Over time, the associations have grown considerably, both in the size of each organization 
and in terms of the number of national associations which now exist. As the organizations 
grew, so did their work mandate which extended to include campaigns for particular issues 
as well as policy work. As of November 2016, Alzheimer’s Europe has 39 member 
associations from 34 countries. Spain is part of this organization through the membership 
of the Spanish Alzheimer’s Foundation (FAE). Website http://www.alzfae.org/

Alzheimer’s 
Iberoamérica (AIB)

Spain collaborates with this organization through the Spanish Confederation for 
Associations of Relatives of People with Alzheimer’s Disease and Other Dementias 
(CEAFA). Members include Spain, Portugal, and regions in the Americas where Spanish or 
Portuguese are predominant languages. Its objectives include to serve as a platform to 
connect members, unify criteria in public policies, advise and support members on matters 
of interest, promote scientific and social research related to dementias, and promote 
international cooperation between organizations with the same or similar aims. Website: 
http://alzheimeriberoamerica.org/

European 
Association Working 
for Carers 
(Eurocarers)

Spain belongs to this organization. Eurocarers was established to advance the issue of 
informal care at both national and European Union (EU) levels by (A) carrying out and 
supporting research on issues that concern carers in order to help build the evidence for 
sound advocacy, communication, and – ultimately – policy development; (B) advocating 
the interests of carers with a focus on their health, pensions and social security, social 
inclusion, and employment; (C) encouraging and facilitating the development of 
representative and sustainable carers’ organizations in all EU states; and (D) promoting the 
development of inclusive and patient-centered care systems which fully recognize the role, 
contribution, and added value of caregivers
Website: http://www.eurocarers.org

Confederation of 
Family 
Organizations in the 
European 
Community 
(COFACE)

This is a pluralistic network of civil society associations representing the interests of all 
families. With more than 60 member organizations in 23 Member States of the European 
Union, COFACE Families Europe represents more than 25 million families in Europe. In 
June 2016, the General Assembly agreed on a new name: COFACE Families Europe. 
Website: http://www.coface-eu.org/
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Andalusia, and Galicia, this figure is 
approximately 35–40%; in Madrid, the proportion 
is 22%. Home care in Galicia accounts for 28%, 
while in the Balearic Islands, the proportion is 
only around 1%. For residential care, the 
percentage ranges from 7% to 8% (in Ceuta and 
Melilla and Castilla-León) and 26% (in 
Cantabria). In addition, in some regions such as 
Andalusia, telecare represents almost 30%.

It is worth underscoring the regional differ-
ences not only in the receipt of needs applications 
and rulings issued but also in the awarding of 
benefits. Correa and Jiménez- Aguilera (2015) 
highlight the imbalances between regions regard-
ing the receipt of applications. These differences 
clearly reflect a heterogenous system of depen-
dent care at the national level, with actual appli-
cation of the system at different degrees or levels 
across the autonomous communities. The benefit 
models are dissimilar, resulting in different 
degrees of commitment and treatment measures 
regarding the level, scope, and quality of the sys-
tem. It should be noted that, despite some excep-
tions, the autonomous communities with the 
lowest gross domestic product (GDP) (such as in 
Ceuta and Melilla, Extremadura, Andalusia, and 
Murcia) consistently occupy the top of the rank-
ings, revealing a relationship between more gen-
erous coverage and low per capita income.

Regarding individual co-payment, as indi-
cated by Oliva (2014), in some regions, it is 
determined by the economic situation of the ben-
eficiary, while other autonomous communities 
opt for a combination of information based on 
income and net worth, which, due to the absence 
of a common legal framework, has resulted in 
multiple co-payment formulas. At the regional 
level, there is uneven representation between the 
development of the main dimensions of the sys-
tem (i.e., number of applications, rulings, persons 
entitled to benefits, and beneficiaries) and the 
offer and actual distribution of services. This 
reflects the difference in resources (e.g., under-
funding in certain regions) and the diverse prefer-
ences across the national territory.

In sum, the systems of attention to dependence 
are radically different from the original concept, 

and across different regions of the country, 
arguably requiring different solutions. Finally, 
regarding the future of this system, it is of some 
concern whether it will be able to meet the needs 
of all the dependent persons on the waiting list, 
the future demands of an aging population, as 
well as the predicted numbers of moderately 
dependent persons entering the system (Oliva, 
Peña, & García, 2015a).

 Caregiving and the Family

The tradition of care in the family assumes that 
women, essentially the mothers or daughters of 
the person cared for, are those who take on the 
role of main caregiver in most cases (Bover- 
Bover, 2006; Crespo & López, 2008; García- 
Calvente, Mateo-Rodríguez, & Maroto-Navarro, 
2004; Vaquiro & Stiepovich, 2010). In Spain, this 
is true for 84% of the cases of informal care 
(IMSERSO, 2005a). The sociodemographic 
profile of the female caregiver is that of a person 
who is usually unemployed with a low level of 
education, responsible for running the home, and 
an immediate family member who lives with the 
dependent person (García-Calvente et al., 2004; 
Vaquiro & Stiepovich, 2010).

The health-care needs of dependent individuals 
are covered firstly by the family (informal care) 
and secondly by the health system and social ser-
vices (formal care). Informal care, in some studies 
(Rapp et al. 2011), represented more than 80% of 
total care. Traditionally, and especially in 
Mediterranean countries, the family has taken a 
leading role in the care of the elderly and the sick 
(IMSERSO, 2014; Rogero-García, 2009). The 
family provides support for carrying out activities 
of daily living (ADLs) and instrumental activities 
of daily living (IADLs) to people in situations of 
dependency. However, the distribution of care 
work is usually shared unequally within the fam-
ily. One member often assumes most of the bur-
den, usually a woman, who then becomes the 
primary caregiver. The profile of the primary care-
giver is a female (76.3%), middle-aged (between 
45 and 64 years of age), with a family relationship 
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with the patient (e.g., wife or daughter), who lives 
with the dependent person, holds a low socioeco-
nomic status, and has no paid work (Rivera, Casal 
& Currais, 2009). This appears as a pattern that is 
repeated for the primary caregiver of patients with 
Alzheimer’s disease and other dementias through-
out the country (World Health Organization & 
Alzheimer’s Disease International, 2012).

In a recent study, Ruiz, Gonzalez, and 
Mainar (2015) analyzed the main demographic 
and socioeconomic conditions of the primary 
caregivers of those with Alzheimer’s disease 
and dementia sufferers, along with the care-
giver’s employment situation. Ruiz, Gonzalez, 
and Mainar used empirical analysis of the data 
obtained from surveys of 694 primary caregiv-
ers of persons with Alzheimer’s disease and 
persons with dementia through the Andalusian 
Associations of Relatives of Alzheimer’s 
Disease Patients. The results showed that the 
employment rate of working-age caregivers is 
much lower than that of the general population, 
especially in older women with low levels of 
education who live with the patient. The data 
revealed that caregiving in the home represents 
the main restriction of access to the labor mar-
ket. In other words, living with the patient is an 
additional handicap, and this handicap is even 
greater for women. In addition, this limitation 
is significantly greater when care is provided in 
the home.

 Conclusion

Life expectancy in Spain is one of the highest in 
the world. In addition, the country also has one of 
the fastest aging populations. By contrast, the 
birth rate is among the lowest in Europe. 
Consequently, in years to come, the country will 
have a large aging population with a high 
percentage of persons over the age of 80 years, 
which, in turn, will lead to an elevated prevalence 
of dementia. The country is also witnessing 
marked migratory flows of immigrants returning 
to their country of origin, spurred by the 2008 

economic recession which represents a constant 
drain of young people leaving to live abroad. 
These two factors will lead to the creation of a 
population pyramid with an extremely high 
percentage of older adults and an excessively 
small working-age population. Together, this 
represents major social, economic, and political 
problems. It will be difficult to sustain the two 
key pillars of the welfare state, namely, the 
pension system and care for dependent persons, 
which will have a direct impact on the resources 
devoted to persons and families afflicted by 
dementia.

Additional factors are now effecting a change 
in the profile of the caregiver in Spain. Both the 
changes in family structure and the generalized 
integration of women in the labor market have 
brought about a change in who the caregiver is 
for the person with dementia. Extended families 
are disappearing and are being replaced by 
smaller nuclear families. The concept of the 
family as a permanent institution has become 
blurred, associated with high levels of separa-
tion and divorce. The number of different family 
models is increasing (e.g., people living alone, 
single-parent families, civil unions, etc.). Above 
all, there have been deep-seated changes in the 
social conditions of women (active integration 
into the world of remunerated work and social 
institutions) and their role in the family. The 
geographical mobility of different family mem-
bers has also increased, creating distance 
between direct family members and weakening 
the networks of family solidarity. This situation 
is exacerbated by the fact that Spain has no 
well- established national strategy or plan for 
Alzheimer’s disease. The plan has started to 
function timorously only in 2017 and will need 
years before it is totally implemented. In short, 
Spain’s social, political, and economic situa-
tions make it difficult to develop effective strate-
gies to offer the resources and responses 
required to cope with what is an increasingly 
concrete and difficult problem, namely, that 
Spain has one of the highest dementia rates in 
the world.

J. P. Serrano Selva and M. Gatz
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Abstract
Latinos represent a rapidly growing segment 
of the population of the United States of 
America (USA). Because of high fertility, this 
population is relatively young; although like 
other groups, it is aging rapidly. Latino life 
expectancy is similar to, or higher than, that of 
non-Hispanic whites; however, much of the 
additional years of life for many Latinos are 
characterized by poor health and functional 
limitations, as well as increasing levels of 
dependency. In this chapter we review the 
institutional environment in which communi-
ties provide care to Latino infirm, aging indi-
viduals, especially those with dementia. A 
major focus of this chapter is the potential role 
of civil society organizations (CSOs) in aiding 
Latino communities. CSO is a term which 
includes non-governmental and faith-based 
organizations. The focus on CSOs is motivated 
by the fact that despite these governmental 
programs, the magnitude of the aging of most 
nations’ populations, in addition to the atten-
dant fiscal and administrative challenges, sig-
nifies that governments alone will certainly not 
be able to address all of the needs of older 

 citizens, particularly those of Latino descent. 
As this chapter documents, demographic and 
social changes have reduced the family’s ability 
to provide extensive hands-on care to its 
elderly afflicted by dementia. The core theo-
retical and practical question that this chapter’s 
analysis raises relates to the potential role of 
CSOs as advocates for and complementary 
providers of care to the elderly.

 Introduction

Latinos’ life expectancy at age 65 is comparable to 
or even superior to that of non-Hispanic whites 
despite Latinos’ relatively unfavorable socioeco-
nomic profiles (Arias, 2016). In conjunction with 
increasing longevity, low levels of education among 
Latinos will inevitably result in an increasing preva-
lence of dementia given that low levels of education 
are a significant risk factor (Alzheimer’s Association, 
2017). This increased burden of dementia will pres-
ent public policy, as well as individual family care-
givers, with serious new caregiving challenges. In 
this chapter, reviewed is what is known about the 
institutional context of community caregiving for 
older individuals with dementia and an examination 
of the community resources that Latino family care-
givers can call upon to assist in coping with relatives 
who experience serious cognitive impairment.
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These resources range from informal, unpaid 
care from family members and others to formal 
governmental agencies that provide eldercare 
services. Included in this array of service 
providers are the non-governmental organizations 
(NGOs), including faith-based organizations, 
that are increasingly important in providing 
assistance to families caring for elders with 
dementia or to older individuals who have no 
family support. In addition to information on 
individual caregiving perspectives of dementia in 
the Latino population (Yeo, Gerdner, & 
Thompson, 2018), there are community-level 
studies that provide answers to such questions as 
to the sources of caregiver burden and their 
mediation in this population (Apesoa-Varano, 
Gomez, & Hinton, 2016; Bilbrey et  al., 2018; 
Flores, Hinton, Barker, Franz, & Velasquez, 
2009; Rote, Angel, & Markides, 2017). Drawing 
on a broader range of literature, apart from the 
clinical, this chapter frames the major questions 
of interest and importance for the community 
perspective on caregiving (Bilbrey et al., 2018). 
The chapter’s title includes the phrase “a call to 
action” to emphasize the fact that, at this time, 
there is far less substantial empirical evidence 
than needed. The intention of this chapter is to 
identify important research and policy agendas 
with vitally important implications for society at 
large, and for families in particular, with a 
concern for Latinos centering this work.

Caring for individuals with advanced demen-
tia can be especially challenging and stressful 
because of the behavioral and personality changes 
that take place (Aranda & Knight, 1999; Flores 
et  al., 2009; Rote, Angel, & Markides, 2015; 
Zarit et al., 2011). This challenge is compounded 
by the fact that, during the latter half of the 
twentieth century and the beginning of the 
twenty-first century, various demographic and 
social changes including lower fertility, divorce 
and family disruption, geographic dispersion, 
and increased female labor force participation 
have reduced a family’s ability to provide 
extensive support to dependent older parents. 
This new reality means that new combinations of 
formal and informal care must be explored, 
including the potential roles of non-governmental 

and faith-based organizations, in assisting 
families in providing care to elders with serious 
cognitive impairments. Knowing the various 
stages in the process of cognitive decline, and the 
institutional contexts in which families cope with 
an older family member’s growing need for 
assistance, can allow professionals to more 
effectively target interventions, and allow them to 
identify older individuals at elevated risk of 
institutionalization, as well as assist families in 
accessing available community support resources.

A unique problem, however, arises from the 
great heterogeneity among the elderly Latino 
population in terms of culture, family formation, 
socioeconomic resources, education, and the 
ability to interact with formal governmental 
agencies. Acknowledging the service needs of 
various communities and groups requires 
comprehensive knowledge of their unique 
cultural, economic, and political histories. The 
Latino population itself is hardly homogeneous. 
The various nationality groups representing 
Latinos differ greatly in their countries of origin, 
their immigration histories, the political and 
economic situations at the time of arrival of 
Latinos to the United States of America (USA), 
and much more (Angel & Angel, 2015). In addi-
tion to standard epidemiological characteristics 
such as age, gender, and socioeconomic status for 
access to and the use of community support ser-
vices, recognizing the impact of these factors is 
essential to the development of effective inter-
vention strategies for individuals with dementia 
and other debilitating conditions (Belle et  al., 
2006; Gallagher-Thompson et al., 2003; Llanque 
& Enriquez, 2012; Napoles, Chadiha, Eversley, 
& Moreno-John, 2010).

As part of comprehending the institutional 
context of community caregiving, this chapter 
outlines a relatively new area in which little 
rigorous empirical research has been carried out. 
The novel approach relates to the potential role of 
voluntary, non-governmental, and faith-based 
organizations in supplementing family caregiving 
efforts or perhaps even substituting for the family 
in cases in which an older individual has no 
family upon whom to call. As reviewed below, 
these organizations hold great potential as part of 
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a potent combination of formal and informal 
services. Given the community-based focus of 
many of these organizations, they are particularly 
well placed to address the needs of unique 
populations and communities, including various 
Latino groups. Of note, the advantage of this 
novel approach is that it is well-suited to the 
collectivistic nature of Latinos; however, a 
potential disadvantage or qualifier is that Latinos 
may be fearful of many organized entities because 
of historical patterns of exploitation by groups 
that may be loosely associated with government, 
including in their countries of origin, but 
especially in the USA given anti-immigrant 
sentiment.

The focus on NGOs in the care of elderly indi-
viduals with dementia and other debilitating con-
ditions is motivated by various facts related to 
these populations and the nature of the care they 
require. Although medical and social service 
professionals are clearly vital, they are limited in 
their ability to assure that older individuals are 
not isolated and that they not only have access to 
needed services but that they actually use the 
services. In the remainder of this chapter, a 
review of the institutional embeddedness of 
family ensues, and the chapter ends with a look to 
the future with a proposal of a research and social 
policy agenda related to dementia caregiving in 
general and for USA-based Latino communities 
specifically.

 The Circumstances and Scope 
of Caregiving

In 2016, the National Academies of Sciences, 
Engineering, and Medicine (NAS) issued a 
committee report entitled “Families Caring for an 
Aging America,” in which the committee 
reviewed what is known about the consequences 
of caregiving for family caregivers (National 
Academies of Sciences, 2016). The report 
summarized existing research that clearly states 
that caring for individuals with serious physical 
and cognitive limitations can be demanding and 
can have serious negative consequences for 
caregivers’ health and well-being. Numerous 

studies report that the caregivers of older adults 
are at risk of social isolation, depression, anxiety, 
and poor physical and mental health. Moreover, 
the more demanding the caregiving task, the 
greater the risk of negative outcomes for the 
caregiver.

Research on caregiving and caregiver burden 
(Dilworth-Anderson, Williams, & Gibson, 2002; 
Mendez-Luck, Kennedy, & Wallace, 2008; Roth, 
Fredman, & Haley, 2015; Taylor & Quesnel- 
Vallée, 2017) and particularly dementia 
caregiving (Cucciare, Gray, Azar, Jimenez, & 
Gallagher-Thompson, 2010) underscore that 
both the tasks involved and the burden they 
impose on caregivers vary greatly depending on 
various factors, including the severity of the 
physical and mental impairment of the care 
recipient, the availability of alternative sources of 
care, the caregiver’s own health, and much more. 
As important as these findings are, a focus solely 
on the caregiver, or even the caregiver/care 
recipient dyad, ignores the likely complex 
institutional environment in which care is 
provided. This institutional environment is 
potentially extensive and includes a range of 
federal, state, and municipal services, as well as 
the voluntary efforts of non-governmental actors. 
Of course, the availability of services varies 
greatly depending on the city and state of 
residence. For example, rural residents, or the 
residents of seriously underserved areas such as 
the USA-Mexico border region, have very 
different levels of access to support than the 
residents of more affluent cities with multiple 
agencies and organizations.

Given the great racial and ethnic diversity of 
the USA, the NAS recommended the development 
of a deeper understanding of the role of race and 
ethnicity in determining the situation of both 
caregivers and for those for whom they provide 
care. For example, large racial and ethnic 
differences in lifetime income and wealth place 
older individuals and their families in very 
different situations when managing dementia and 
other infirmities of old age, with Latinos generally 
having lower levels of income (Angel & Angel, 
2015; Silverstein & Wang, 2015). What is known 
is that older Latinos avoid institutionalization for 
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as long as possible and remain in the community 
even when they suffer significant declines in 
health and functional capacity (Angel, Angel, 
Aranda, & Miles, 2004; Angel & Angel, 1997; 
S.  Rote et  al., 2015; Thomeer, Mudrazija, & 
Angel, 2015). The NAS call to action is 
particularly timely since there exists only a 
limited understanding of the community 
resources upon which Latinos are able to rely.

A foremost motivation for investigating the 
potential role of NGOs in dementia care relates to 
the inherent limitations that even affluent states 
face in addressing all of the needs of elderly 
individuals. The rapid aging of the populations of 
the USA and Latin American nations places 
substantial limitations on governments, at all 
levels, in providing care to growing numbers of 
dependent elders. These limitations are 
particularly serious in low- and middle-income 
nations with limited pension and social security 
coverage and inadequate formal eldercare 
systems (Beard et al., 2016; Gutiérrez, Ortega, & 
Lopera, 2012). In addition to limitations in state 
capacities, demographic and social changes 
increasingly limit the ability of families to 
provide all of the support infirm aging parents 
require. The increasing life spans indicate that 
individuals may spend many years seriously 
incapacitated and dependent. Evidence indicates 
that older Mexican-origin individuals in the USA 
spend over half of the years past age 65 with 
serious functional limitations (Angel, Angel, & 
Hill, 2014). Given labor force disadvantages 
throughout the life course, older Latinos have 
relatively low levels of wealth and income and 
are, for the most part, unable to purchase long- 
term support in the community (Angel & Angel, 
2015).

 The Relationship of Different Levels 
of Service Provision

The theoretical model (see Fig. 21.1) describes 
the relationship among different levels of service 
availability and emphasizes the institutional 
embeddedness of the family as a caregiving unit. 

The model also emphasizes the intermediate role 
of semiformal community organizations, includ-
ing non-governmental and faith-based organiza-
tions, as buffers between the family and formal 
sources of care. These groups are often referred 
to as “civil society organizations” to emphasize 
the fact that they differ from both the state, which 
provides state-sponsored services, and the mar-
ket in which one can buy the services one needs. 
Civil society organizations include a wide range 
of voluntary organizations that may be part of 
larger social movements with various agendas. 
In the present context, they include organizations 
that support families in caring for older individu-
als with serious limitations. In their intermediate 
position, such organizations can both provide 
support services and act as intermediaries or 
advocates that place families in contact with for-
mal state agencies.

 The Family: The Basic Caregiving 
Institution

For most of human history, the caregiving institu-
tion of first and last resort was the family. Few 
other options, other than charity or the almshouse 
or asylum, existed (Smith & Feng, 2010). Today, 

Formal State
Organizations

Intermediate Care
Organizations

Family

Fig. 21.1 The institutional embeddedness of family care
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however, the family’s caregiver role is far more 
complex and demanding than in the past (National 
Academies of Sciences, 2016). As the NAS report 
notes:

Family caregivers have always provided the 
lion’s share of long-term services and supports, 
such as household tasks and self-care (getting in 
and out of bed, bathing, dressing, eating, or toi-
leting) to older adults with impairment. Today, 
they are also tasked with managing difficult tech-
nical and medical procedures and equipment in 
older adults’ homes, overseeing medications, and 
monitoring symptoms and side effects. As older 
adults’ advocates and care coordinators, caregiv-
ers are often responsible for ensuring that care 
recipients obtain needed care from fragmented 
and complex health and social services systems. 
Family caregivers are often involved in older 
adults’ decision making and may serve as surro-
gate decision makers when the care recipient 
loses the capacity to make important decisions. 
Many family caregivers help older adults without 
training, needed information, or supportive ser-
vices (p. 112).

Even in the face of increasing complexity, 
Latino family caregivers continue to view the 
care of aging relatives as an honorable duty 
(Knight & Sayegh, 2010), yet for the reasons 
summarized in the NAS report, their capacity to 
do so, as is the case with non-Latino caregivers, 
is becoming increasingly strained. A demo-
graphic sea change (Rote et al., 2015) is affect-
ing the family’s old- age caring capacity. This 
change affects even Latino communities that 
have historically been highly familistic (Rote 
et  al., 2015). For Latinos, familismo refers to 
familial ideals which inform the structures, pro-
cesses, and interactions of Latino/Latina culture 
(Flores et al., 2009), including how adult chil-
dren relate to their aging parents. Today, among 
all USA ethnic and racial groups, informal sup-
port systems are smaller, more dispersed, and 
unable to devote the time necessary to provide 
all of the care an aging individual might need. In 
the future, smaller families, divorce, the need 
for women to work, and migration away from an 
elderly individual’s place of residence can only 
increase the number of older individuals with-
out any source of social support in close prox-
imity. If, as is often the case, the family lacks 

the financial resources to pay for  in-home care 
services, few alternatives exist (Brown, Herrera, 
& Angel, 2013).

The Defamilization of Dementia Care
giving Dementia, like most other infirmities, 
ranges from mild early state impairment to seri-
ous advanced dementia, the latter in which an 
individual loses all autonomy and capacity to 
care for himself or herself. Advanced dementia 
places extreme strain on caregivers who are often 
simply unable to provide the constant and exten-
sive care that is required. Although serious cogni-
tive impairment and behavioral problems are 
major predictors of institutionalization (The 
National Coalition on Mental Health and Aging, 
2017), most individuals prefer to remain in the 
community for as long as possible. Among 
Latinos, the family plays a major role in allowing 
them to do so (Mendez- Luck, Amorim, Anthony, 
& Neal, 2016). Even when an aging parent 
becomes seriously physically or cognitively 
impaired, Latino families maintain the elder par-
ent in the community either in the parent’s own 
home or in an adult child’s home (Angel & Angel, 
2015; Burcher, 2008; Gutiérrez Robledo, Ortega, 
& Lopera, 2012).

As important as the family has been and con-
tinues to be in providing care to elderly parents, 
those tasks are increasingly being “defamilized,” 
a term which refers to a shift in responsibility 
from the family to the state (Angel & Angel, 
2018). With industrialization and the emergence 
of the modern welfare state, the financial sup-
port of the elderly becomes socialized through 
social security systems, at least in middle- and 
high-income countries (Hoskins, 2010). The 
financing of medical care for the elderly has 
also increasingly shifted to the state. As a conse-
quence, the family has been increasingly 
replaced by the state as the major source of 
financial support and medical care for elderly 
citizens. Yet, the state faces critical limitations 
in its ability to provide all of the care that elderly 
individuals need. Even affluent nations face fis-
cal limitations to the welfare state services they 
provide (Pierson, 2001).
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 The Role of Intermediate 
Organizations

In light of the fact that the family faces greater 
limitations in its capacity to provide care, other 
institutional arrangements perhaps including 
semiformal organizations take on greater 
significance. Although formal state and private 
services will always have an important role, as 
noted, the potential role of non-governmental and 
faith-based institutions, in supplementing formal 
governmental programs and informal family 
efforts in supporting and caring for seriously 
physically and cognitively impaired elders, raises 
new possibilities that must be explored. Non- 
governmental and faith-based organizations 
clearly cannot replace the state in providing 
financial and medical support to large numbers of 
infirm elderly individuals. They do, however, 
hold out substantial promise for supplementing 
the efforts of formal agencies and assisting the 
family in coping with the highly demanding task 
of caring for seriously incapacitated elders in the 
community. In such situations, even limited 
additional assistance could have a considerable 
positive impact on caregivers.

The potential of non-governmental and volun-
tary efforts arises partially from the nature of the 
needs of elderly individuals with special needs. 
For frail elders, isolation is a serious threat to 
well-being, and non-governmental and faith- 
based organizations are ideally suited to address 
the problem. For example, members of a local 
church or congregation are in an ideal position to 
know that an older individual is isolated, and they 
are in an ideal position to offer companionship. 
The Meals on Wheels Association of America 
(http://www.mowaa.org) is a well-known 
nutrition program for the elderly (Choi, Lee, & 
Goldstein, 2011). However, in addition to 
nutrition, the volunteers of the organization also 
provide important human and social contact.

Although most Americans are aware of Meals 
on Wheels, few are aware of Little Brothers  – 
Friends of the Elderly (LBFE) (http://www.
littlebrothers.org), an international network of 
non-profit, voluntary organizations that 
specifically address the problem of isolation and 
loneliness. Little Brothers is a member of a larger 

international organization known as the 
Fédération Internationale des petits frères des 
Pauvres (International Federation of Little 
Brothers of the Poor, http://www.petitsfreres.org) 
which addresses problems of isolation and 
loneliness in many countries. Another important 
international organization, the Fédération 
Internationale des Associations de Personnes 
Agées (International Federation of Associations 
of Older Persons (FIAPA): http://www.fiapa.
org), which has its headquarters in Paris, also 
focuses on the prevention of isolation and on 
assuring better quality of life for older individuals. 
These organizations are particularly important in 
the modern world in which aging parents do not 
necessarily live with their children and often live 
far from them.

HelpAge (http://www.helpageusa.org/) is an 
organization that operates in many countries, 
including Latin America, to provide financial, 
medical, and emotional support to older 
individuals with few resources. One example of a 
faith-based organization that has begun 
addressing the needs of impaired and 
impoverished elderly individuals is Hogar de 
Cristo (Christ’s Home: http://www.hogardecristo.
cl) in Chile. The organization began in 1944 
when Alberto Hurtado, a Catholic priest, 
committed himself to helping indigent Chileans. 
Although the organization’s initial focus was not 
on the elderly, the aging of the population and 
high levels of elderly poverty combined with the 
lack of adequate social services led Hogar de 
Cristo to expand its mission to provide day care, 
nutritional programs, and housing to impoverished 
elder persons with no other means of support 
(Pereira, Angel, & Angel, 2007).

 Community-Based Care

The importance of community care in avoiding 
institutionalization cannot be overstated (Gaugler, 
Kane, Kane, & Newcomer, 2006). As the 
population ages, new and innovative options will 
inevitably evolve. One example, discussed below, 
is the Program of AllInclusive Care for the 
Elderly (PACE; (Angel, 2016)). The objective of 
this initiative is to improve the quality of life for 

R. J. Angel and J. L. Angel

http://www.mowaa.org
http://www.littlebrothers.org
http://www.littlebrothers.org
http://www.petitsfreres.org
http://www.fiapa.org
http://www.fiapa.org
http://www.helpageusa.org/
http://www.hogardecristo.cl
http://www.hogardecristo.cl


371

older impaired individuals and their families in 
the community in a cost-effective manner. The 
program employs the services of not only 
professionals but also draws upon the services of 
community organizations that can provide 
companionship to isolated elders, respite for 
family caregivers, and services such as home and 
personal care, transportation, and meal 
preparation (Hansen & Hewitt, 2012). The 
program is modeled on a system of acute and 
long-term care services developed by On Lok 
Senior Health Services in San Francisco, 
California, an NGO that came into existence in 
1971 (https://www.onlok.org/). Its objective was 
to maintain, in their own homes, the elderly 
Asians who lived in the San Francisco Bay Area, 
even as they suffered serious disabilities. The 
program was able to do this by bringing together 
teams of professionals and volunteers to provide 
all of the medical care, as well as daily living 
assistance that older individuals needed. Perhaps 
because of its focus on a specific group, or 
perhaps due to the uniqueness of the particular 
community, the program was a great success in 
reaching its objective of keeping frail elders out 
of nursing homes (Chatterji, Burstein, Kidder, & 
White, 2008; Ghosh, Orfield, & Schmitz, 2014; 
Gonzalez, 2017).

In the mid-1980s, that success led the U.S. 
Congress to pass legislation encouraging the 
expansion of the PACE model to other locations 
using federal funding through Medicare and 
Medicaid waiver provisions (Bloom, Sulick, & 
Hansen, 2011). The expansion allows states and 
localities to experiment with new ways of 
providing services in a cost-neutral manner 
(Ghosh et  al., 2014). In 1997, PACE became a 
permanent option for low-income disabled and 
elderly individuals receiving Medicaid. PACE 
serves individuals 55 and older who are in such 
poor health that they qualify for admission to a 
nursing home (Chatterji et  al., 2008). The 
program serves as a last resort, then, for 
maintaining the individual in the community.

PACE provides a set of comprehensive ser-
vices including primary and preventive care, 
inpatient and outpatient medical care, and 
specialty services such as dentistry, podiatry, 
physical therapy, occupational therapy, and 

prescription drugs. It provides social services, 
including day center activities, transportation, 
meals, as well as physical, occupational, and 
recreational therapies. These services are 
coordinated by an interdisciplinary team of 
healthcare and service delivery professionals 
who work with family caregivers. In the event 
that the participant requires nursing services, 
PACE provides this as well (Centers for Medicare 
and Medicaid Services, 2011). The program also 
provides housing assistance for those who need 
it. Although PACE operates in only a few 
locations and largely on a trial basis, because of 
its comprehensiveness, it represents a promising 
model of community care and support.

Such a model holds particular promise for 
older Latinos since, on average, they have few 
resources and are likely to have to resort to 
Medicaid for long-term care. One example of a 
PACE program that serves a predominantly 
Latino population is Bienvivir (“Live Well” in 
Spanish) that operates in El Paso, Texas. This 
PACE program serves a largely Latino population 
(Angel, 2016). Approximately 90% of the 
participants are Spanish-speaking, and they are 
more frail than the average Medicare enrollee. As 
promising as this model may seem, however, it 
faces various political and financial hurdles and 
remains a fairly limited program because the 
demand for services far exceeds the available 
slots. In addition, a major question remains as to 
whether the PACE program model can be 
expanded to the entire state, including rural and 
underserved communities. While PACE may 
represent a useful model in terms of the package 
of benefits, other options must be explored.

Alternatives to PACE in Texas While PACE is 
only available in three cities in the state of 
Texas (i.e., Amarillo, El Paso, Lubbock), other 
community-based alternatives are offered state-
wide. Since 2014, Texas’ Medicaid managed 
care program known as STAR+PLUS has 
offered both acute and long-term care services 
for Medicaid recipients aged 21 and older 
(Texas Health and Human Services 
Commission, 2014). Low-income, older adults 
who are eligible for Medicaid are referred to as 
“dual eligibles” since they qualify for both 
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Medicare and Medicaid. For these individuals, 
Medicare covers their medical expenses, and 
Medicaid covers any long-term care that they 
receive. As of yet, it is unclear whether the 
change to managed long-term care will benefit 
Mexican-origin elders in Texas. The program 
could benefit rural residents by increasing 
access to community support for the low-
income, dual-eligible population, a large por-
tion of which is Latino. To date though, 
coverage remains incomplete especially in 
counties with large Mexican-origin populations 
along the Texas-Mexico border (Texas Health 
and Human Services Commission, 2014).

In 2014, Texas introduced another demonstra-
tion program designed to make it easier for low-
income older clients to receive care and to live 
independently in the community (Kuhlman, 
2015). Through this program, known as the 
“Demonstration,” participants receive both 
Medicare and Medicaid, in addition to Part D 
Medicare prescription drug coverage in a single 
integrated Medicare-Medicaid plan (MMP). The 
Demonstration has been implemented in six loca-
tions, three of which have high concentrations of 
Latinos and include Bexar County (60.3% 
Latino), El Paso County (82.8% Latino), and 
Hidalgo County (92.2% Latino) (U.S.  Census 
Bureau, 2018). The program benefits caregivers 
by providing vital services to help maintain loved 
ones in the community. Unfortunately, not all of 
the plans in Hidalgo and Bexar County offer the 
full range of services (STAR+PLUS Health 
Program, 2015). In addition, elders living in other 
sectors of the state do not benefit from the 
program.1

 Formal Sources of Caregiver Support

For definitional purposes, caregiver and com-
munity support refers to any action or activity 
by a third party that simplifies or assists care-
givers or that reduces the amount of time and 

1 This program no longer exists.

energy they must devote to caregiving tasks, 
thereby hopefully reducing any negative effects 
to their own health and well-being. Such 
sources of support include non-governmental 
and voluntary community organizations, as 
well as federal and state agencies. There are 
hundreds of private and smaller organizations 
that provide specific services to individuals 
with dementia and their families. In this chap-
ter, the focus is not on these organizations, 
rather on government-sponsored or govern-
ment-funded sources of community care, as 
well as non-profit and non-governmental 
sources since these are potentially of great 
importance to infirm elders with few resources 
and their families.

As the NAS report noted, caregivers need 
assistance in navigating complex medical and 
social service environments and understanding 
complex technical issues. Although several 
sources of information are available, it is difficult 
to know if and how caregivers locate them or 
whether they are able to make optimal use of the 
services offered. This is particularly true for 
Latinos and other minority group members 
(Burcher, 2008; Montes-de-Oca, Ramírez, 
Santillanes, García, & Sáenz, 2016). The 
existence of programs of assistance does not 
signify that these reach those intended to receive 
help, particularly in the absence of targeted and 
effective outreach.

Although research on caregiver health and 
well-being has progressed rapidly in recent years 
(National Academies of Sciences, 2016), little 
peer-reviewed research on the use of community 
support services in Latino populations has been 
reported. It is known that older Latinos remain in 
the community even when they experience seri-
ous declines in health and functional status 
(Thomeer et  al., 2015). In Latino communities, 
the family is clearly central in making this possi-
ble. Family members provide vital support, but 
increasing life spans and long periods of disabil-
ity will inevitably increase the need for both for-
mal and informal caregiving assistances.

Informal observation and previous research 
(e.g., Pereira & Angel, 2009) suggest that NGOs 
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operate largely in isolation from one another, and 
often with little contact with formal agencies. 
This fact leads to the reasonable assumption that 
the various agencies that might address the needs 
of older individuals with dementia and their 
caregivers engage in very little coordination of 
their efforts. For this sector to be of greater utility 
in addressing the needs of infirm elderly 
individuals and their families, a greater degree of 
communication and coordination of their efforts 
would be necessary. One major objective of 
future research should be to investigate ways in 
which such coordination can be encouraged and 
operationalized.

It is clear that although access to state- 
sponsored services is vital for older Latinos and 
their families, informal assistance remains a 
mainstay around the world. For example, 
evidence from Mexico indicates that neighbors 
and local community members provide a great 
deal of assistance to one another (Burcher, 2008). 
Evidence from Chile reveals that non- 
governmental and faith-based organizations are 
playing an important role in the care of dependent 
elderly individuals (Pereira et  al., 2007). 
Addressing the needs of older Latinos, especially 
those with serious dementia and their caregivers, 
will require a combination of all of the formal 
and informal assistance available, including 
volunteers.

Volunteers working with non-governmental 
and faith-based organizations can fill a potentially 
vital gap in the community care safety net. They 
can also serve an invaluable role as advocates and 
guardians of the rights of all older individual, 
including Latinos. Given low average levels of 
education and a lack of familiarity with complex 
welfare and social security bureaucracies, such 
assistance is particularly important for this 
population. While volunteers and informal 
organizations cannot serve as substitutes for the 
state in providing financial and instrumental care 
to frail older individuals, they can play a very 
important supplemental role as advocates and 
providers of routine services, including 
companionship, and help with activities of daily 
living, in order to allow family members the 
respite that they need.

 Program Awareness and Outreach

Even though home and community-based service 
use among ethnic minority groups has increased 
in recent years, minority families and particularly 
Mexican-origin elders and their caregivers con-
tinue to underutilize institutional and community 
sources of support (Herrera, Benson, Angel, 
Markides, & Torres-Gil, 2013; Kaye, Harrington, 
& LaPlante, 2010; Laditka, Laditka, & Fisher 
Drake, 2006; Thomeer et  al., 2015; Wallace, 
Levy-Storms, Kington, & Andersen, 1998; 
Wallace & Lew-Ting, 1992). The fact that they 
do not use formal services signifies that Latino 
family members devote a greater number of 
hours per day to caring for their infirm relatives 
than other racial or ethnic groups (Ayalon & 
Huyck, 2002; National Alliance for Caregiving/
AARP Public Policy Institute, 2015). This greater 
time commitment stems from the importance that 
Latinos place on family, as well as the lack of 
affordable and appropriate alternatives (Angel & 
Angel, 2008; Mendez-Luck et  al., 2008; 
Silverstein & Wang, 2015).

Latinos and other minority group families 
tend to underutilize the entire range of institutional 
and community-based eldercare services. Only 
one-third of minority caregivers have ever used 
home-based services (Casado, van Vulpen & 
Davis, 2011). Less than 17% have used meal 
delivery, support, transportation, or respite care 
services (Casado, van Vulpen, & Davis, 2011). It 
is likely that this low use of community services 
contributes to the strain placed on family 
caregivers. One study of Medicaid recipients 
with dementia found that the low use of 
community-based services increases the risk of 
nursing home admission (Sands et  al., 2008). 
Research also shows that caring for frail parents 
in the community is costly to families, particularly 
for Latinos who have low individual and family 
incomes (Rainville, Skufca, & Mehegan, 2016).

When minority group caregivers use formal 
services, they do so late in the aging parent’s 
decline (Angel, Douglas, & Angel, 2003; 
Evercare and National Alliance for Caregiving, 
2008; Kadushin, 2004; Wallace, Levy-Storms, & 
Ferguson, 1995). Research reveals how, even 
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when they have adequate resources, Latino care-
givers delay seeking community services until 
the care recipients’ behavior, particularly in the 
case of dementia patients, has greatly worsened 
(Evercare and National Alliance for Caregiving, 
2008). Furthermore, Latino caregivers tend to be 
more intensively involved in caregiving (than 
non-Hispanic white caregivers) in that they per-
form a greater number of personal care tasks for 
their loved ones as compared to non-Latino care-
givers (Evercare and National Alliance for 
Caregiving, 2008).

Furthermore, individuals who would most 
likely benefit from caregiver support programs are 
among those least likely to know about them. An 
example relates to knowledge and use of family 
leave programs which allow caregivers to take 
paid leave for a certain period of time to care for 
an infant or a dependent family member (Andrew 
Change and Company, 2015). A study of knowl-
edge of the Paid Family Leave program in 
California conducted among registered voters in 
2014 revealed that only 36% of respondents knew 
about the program and its benefits. Awareness of 
the program was particularly low among Latinos, 
African Americans, and Asians, as well as indi-
viduals with only a high school education, low-
incomes, and women (California Center for 
Research on Women & Families, 2015). A similar 
poll in New Jersey found that 60% of respondents 
were unaware of this potentially valuable family 
caregiving benefit (White, Houser, & Nisbet, 
2013). Perhaps it is that caregivers can take only a 
limited amount of time (away from work, etc.) to 
care for an infirm parent who may be unlikely to 
regain their independence, which makes this pro-
gram of limited value for those caring for older 
individuals with dementia. The fact that individu-
als are unaware of this program, though, suggests 
that they may also be unaware of other sources of 
community support.

 Additional Sources of Formal 
Community Care

A patchwork of government-funded community- 
level programs can provide various forms of 
support to the caregivers of frail older individuals, 

including those with dementia, and these 
programs are funded by federal, state, and county 
governments. Various programs exist that are 
funded or supported by the Administration on 
Aging (AoA) which was established in 1965 
when Congress passed the Older Americans Act 
(OAA) (Fritz, 1979). This law mandated the cre-
ation of state Agencies on Aging to promote 
delivery of social services to older Americans. 
The AoA is one of the units of the Administration 
for Community Living (ACL) in the U.S. 
Department of Health and Human Services 
Administration for Community Living 
(Administration for Community Living, 2017b). 
See Fig.  21.2 for the ACL organizational chart 
(2012).

The AoA is organized into five offices as 
shown on the left side of Fig. 21.2. These include 
(1) Supportive and Caregiver Services; (2) 
Nutritional and Health Promotion Programs; (3) 
Elder Rights; (4) American Indian, Alaskan 
Native, and Native Hawaiian Programs; and (5) 
Long-Term Care Ombudsman Programs. As is 
the case with other federal departments, AoA’s 
structure and mission are complex, as are the 
needs they address. Although AoA branches 
potentially provide a great deal of information 
and access to services, it is unclear whether low- 
income and minority Americans are aware of 
these potential sources of assistance or whether 
they use them. Addressing the needs of Latino 
elders and their families will require more 
research and investigation into whether, and to 
what extent, AoA services reach their intended 
audience, i.e., the potential recipients of services.

Through its five branches, the AoA offers sup-
portive services, information, and education to 
caregivers. Perhaps the most important of AoA’s 
caregiver support functions are carried out by the 
Office of Supportive and Caregiver Services 
which includes programs that promote home and 
community-based services that provide a broad 
range of support services for older adults and 
their caregivers. In addition, this and other AoA 
branches offer other services including senior 
centers, nutrition programs such as Meals on 
Wheels, homemaker and transportation services, 
as well as many other services, including legal 
assistance, case management, disease prevention, 
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health promotion, and more (Fritz, 1979; Siegler, 
Lama, Knight, Laureano, & Reid, 2015). As part 
of its mission, the AoA also provides counseling 
and respite services to the caregivers of frail 
elders through the National Family Caregiver 
Support Program (NFCSP) and the Native 
American Caregiver Support Program (NACSP), 
both of which are components of the AoA 
(Administration for Community Living, 2015). 
The NFCSP provides training to informal care-
givers in the community, as well as respite ser-
vices, adult day care, and hospice (Administration 
on Aging, 2012). Educational and training ser-
vices are provided to adult family members who 
provide in-home and community care.

 The Long-Term Care Ombudsman 
Program

An important function of AoA is carried out by 
the Long-Term Care Ombudsman Programs 
(LTCOP). This program represents an important 
asset to family caregivers in that it can ease 
concerns about potential neglect or mistreatment 
of elderly loved ones by providing oversight and 
mechanisms for correcting identified deficiencies. 
The program employs unpaid volunteers who 
respond to reports of neglect or abuse of 
individuals in nursing homes, board and care 
homes, assisted living facilities, and similar adult 
care organizations (Administration for 
Community Living 2017a). LTCOP volunteers 
guard against threats to health, safety, and an 
older individual’s quality of life. Caregivers and 
relevant authorities are informed of any identified 
violations.

 Aging and Disability Resource 
Centers

Another important source of information and 
referral for family caregivers are the Aging and 
Disability Resource Centers (ADRC; 
Administration for Community Living, 2017a). 
Since 2003, the AoA and the Centers for Medicare 

and Medicaid Services (CMS) have made a series 
of grants to states to develop these centers. The 
ADRC program provides information, services, 
and supports. The goal of the Centers is to help 
people of all ages and income levels to more 
easily access long-term services and supports 
through a single point of entry, to allow them to 
make more efficient use of care options, and to 
maximize the services available. The ADRC 
assesses a person’s needs and then places them in 
contact with the appropriate service provider 
(U.S. Department of Health and Human Services, 
2016).

 State-Funded Home and Community- 
Based Programs

The Caregiver Advise, Record, Enable Act 
(CARE) passed by Congress in 2015 (Coleman, 
2016) allows states to establish programs that 
involve caregivers in an elderly parent’s medical 
discharge planning (AARP, 2015). The program 
informs the family caregivers when the patient is 
to be discharged from the hospital and provides 
the caregiver with education and information 
concerning the medical tasks the caregiver will 
need to perform for the patient at home. The 
program provides support to caregivers in 33 
states (AARP, 2016). An extension of CARE in a 
few states, the Home Care Program for Elders, is 
a program designed to help caregivers of aging 
Connecticut residents and six other states who 
are at risk of nursing home placement 
(Connecticut Department of Social Services, 
2016). The goal of the program is to allow frail 
seniors to remain at home in a safe environment 
and avoid institutionalization. The services 
include care management services, adult day 
health services, companion services, 
 home- delivered meals, and homemaker services. 
In most states, the program requires a co-payment 
and cost sharing, based on a fee schedule if the 
client’s income exceeds the financial eligibility 
criteria (Connecticut Department of Social 
Services, 2016).
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 Adult Day Services Centers

Adult day programs are intended to allow 
elderly and disabled persons to enjoy greater 
independence and to remain socially engaged 
while providing respite for family members 
(Alzheimer’s and Dementia Caregiver Center, 
2016). Adult day service (ADS) use is increas-
ing (National Adult Day Service Association, 
2017). The services are particularly important 
for individuals with Alzheimer’s disease and 
other dementias given the high level of supervi-
sion these individuals require. This source of 
assistance is particularly important for family 
members who must work and who have other 
responsibilities. As of 2014, there were 5685 
ADS centers in the nation (National Adult Day 
Service Association, 2017). In Texas, more than 
60 percent of the state’s 420 adult day care cen-
ters are located along the Mexican border 
(Zaragovia, 2014). These centers provide 
much- needed respite for family caregivers and 
allow those who are employed to go to work 
knowing that their impaired loved one is safe. 
In the absence of these centers, families would 
face serious challenges in providing all-day 
care, and many older individuals might be left 
alone.

Given the burgeoning older population, the 
market for adult day care is growing. 
Nevertheless, lacking is the rigorous research 
documenting how beneficial or effective ADS is 
in improving the functioning of frail elders or in 
reducing the burden on their caregivers 
(Zaragovia, 2014). Such research is essential in 
order to determine how best to serve the Latino 
population and other groups. Although certain 
studies have failed to demonstrate clearly posi-
tive outcomes (Gaugler, 2014; Gaugler & Zarit, 
2001), others suggest that these centers may 
enhance the quality of life and reduce stress for 
caregivers (Femia, Zarit, Stephens, & Greene, 
2007; Gitlin, Reever, Dennis, Mathieu, & Hauck, 
2006; Siegler et  al., 2015; Zarit, Kim, Femia, 
Almeida, & Klein, 2014).

 The Potential Role of Civil Society

As noted, demographic and social changes have 
reduced the family’s ability to provide extensive 
hands-on care. The core theoretical and practical 
question that this chapter’s analysis raises then 
relates to the potential role of civil society 
organizations, including non-governmental and 
faith-based organizations, as advocates for and 
complementary providers of care to the elderly. 
Neoliberal economic and social policies that 
devolve responsibility for social services from 
higher levels of government to lower levels of 
government and to NGOs reflect the belief that 
local entities have certain advantages in dealing 
with the more routine and manageable needs of 
specific populations (Pereira & Angel, 2009; 
Pereira et al., 2007).

Although the financial support of the elderly 
and the often complex and expensive high-tech 
medicine they need can only be paid for and pro-
vided by the state, routine and relatively inexpen-
sive services such as assistance with activities of 
daily living and providing companionship are 
often more effectively and economically pro-
vided by local groups including NGOs, congre-
gations, and other local agencies (Angel, 2011). 
Such local actors are often more informed of the 
legal, transportation, nutritional, and other needs 
of the elderly in their communities.

There are many advocacy organizations in 
the USA and in other countries, some of which 
address issues of particular relevance to Latino 
families. For example, the American Association 
of Retired Persons (AARP) is the most visible 
advocate for older persons in the USA (Binstock, 
2004). Other organizations, such as the National 
Committee to Preserve Social Security and 
Medicare (NCPSSM: http://www.ncpssm.org/), 
the Alliance for Retired Americans (ARA: 
http://www.retiredamericans.org/), and the 
National Hispanic Council on Aging (NHCOA: 
http://www.nhcoa.org/) also advocate for 
changes in policy to preserve and enhance pro-
grams for the elderly.
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Although the literature on civil society organi-
zations has expanded in recent years (Boli & 
Thomas, 1999), relatively little is known about 
how various NGOs frame their eldercare missions 
or how they focus their efforts, especially in 
reference to Latinos and other minorities. What is 
of particular importance for the Latino community 
is that advocacy activities be informed by an 
understanding of the unique needs of frail Latinos 
and their families. It is imperative to assure that, 
in addition to supporting Latino organizations, 
the existing and influential NGOs be made aware 
of the needs of the Latino population. One 
example is of an initiative at the University of 
Texas and other institutions in which the AARP 
supports the promotion of the next generation of 
emerging Latino aging scholars to investigate 
important issues related to population aging in 
the USA and Mexico: http://copp.utsa.edu/
events/2016-international-conference-on-aging-
in-the-americas/.

Another particularly important organization 
that directly addresses Latino aging issues is the 
National Hispanic Council on Aging (NHCOA: 
http://www.nhcoa.org/). The Council’s mission 
includes advocacy and research, as well as the 
funding of community-based projects in Latino 
communities. The organization fosters local sup-
port networks and capacity building. One of the 
organization’s major objectives is the support and 
strengthening of Hispanic, community-based 
organizations. Its stated mission is to “empower 
Hispanic community organizations and agencies, 
as well as Hispanic older adults and their fami-
lies.” It is vitally important to assess the effective-
ness of the NHCOA’s initiatives in order to assure 
that they achieve their objectives. It is also neces-
sary for more Latinos to become involved, not 
only for caring for their own family members but 
also operationally at the level of advocacy, strate-
gically for greater community supports, and 
politically to insure adequate community repre-
sentation for all older individuals.

Very useful, albeit small-scale qualitative 
studies (Montes De Oca, Molina, & Avalos, 
2008), suggest a potentially important role for 
local organizations in providing social support, 
but many questions remain. It is useful to call 

upon some indirect evidence. A large body of 
research clearly demonstrates that social support 
and social networks are key to the maintenance 
of high quality of life in old age (see Carr & 
Moorman, 2011). Considering the profound 
changes that have affected family structure and 
function, in the future, the elderly may find that 
they have no choice but to turn to such non- family 
sources of social support. On a positive note, the 
USA has historically had a very rich and active 
civil society (Putnam, 2000) which represents a 
potential major source of support for infirm 
elderly individuals, especially for the many who 
lack the resources to purchase assistance.

 Future Research and Social Policy 
Agenda for Dementia Caregiving 
and the Latino Community

A key objective of this chapter is to further the 
discussion and to foster research ideas into the 
potential role of civil society in advocacy and 
service delivery to older individuals, especially 
Latinos. Described have been the eldercare 
functions of but a few, well-known non- 
governmental organizations. In today’s world, 
many organizations for which eldercare and 
advocacy were not part of their original core 
missions have extended their focus to address the 
needs of the elderly and their families as life 
spans increase and individuals outlive their 
resources. A quick perusal of the Internet reveals 
thousands of organizations across the globe that, 
to some degree, address the needs of frail elderly 
and their families. These organizations are clearly 
important in preventing isolation and in 
improving the quality of life of seriously impaired 
older individuals. These groups are also important 
in easing the caregiving burden for family care-
givers. Yet, if these organizations are to do more 
than solely providing palliative or respite assis-
tance, their number one mission is to be that of 
advancing patient advocacy. These groups have 
an important role in ensuring that individuals are 
aware of, have access to, and apply for the avail-
able governmental programs and services to 
which patients are entitled.
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In summary and as documented in this chap-
ter, ethnographic and observational studies sug-
gest that the local community and 
non-governmental and faith-based organiza-
tions play an important role in providing infor-
mal assistance, both in the USA and Mexico 
(Burcher, 2008; Montes De Oca et  al., 2008). 
Such assistance is clearly vital for situations in 
which formal support is limited; still, relatively 
little is known about the exact sources of infor-
mal care outside of the family, nor is much 
known about the nature, quality, or adequacy of 
the care received. Determining the potential, 
greater role of civil society in the support of the 
elderly will require more research. There is 
limited systematic and rigorous research con-
cerning the community support system that can 
be called upon for older Latinos with dementia 
and other disabling conditions, including at dif-
ferent states in the disease process. To under-
stand the unique needs of specific populations, 
comparative studies will be very useful. 
Obtaining objective information on how fami-
lies can mobilize support and reduce the barri-
ers they face in acquiring support for the care of 
an aging parent is essential. The information 
that is necessary for the development of optimal 
policy concerning the community support of 
elderly Latinos includes information on (1) the 
services available in Latino communities, (2) 
outreach efforts by formal and informal organi-
zations and service providers, (3) the use of 
those services by older Latinos and their fami-
lies, and (4) the effectiveness of those services 
in relieving the burden that the caregivers of 
seriously impaired elderly experience. Given 
the pace of population aging in the USA, Latin 
America, and elsewhere in Spanish-speaking 
countries, harnessing the potential of non- 
governmental, faith-based, and other informal 
volunteer organization is becoming central to 
service availability and delivery. This third pil-
lar of support represents a strong addition to the 
support efforts of federal, state, and local gov-
ernments and the family and an active level of 
involvement and advocacy by those committed 
to the well-being of the elderly, especially for 
Latinos with dementia, yet as asserted in this 

chapter, civil society organizations are still no 
substitute for efficient and effective state 
policy.
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Abstract
As the population ages and life expectancy 
continues to increase, the United States (U.S.) 
will experience an increase in the population 
diagnosed with Alzheimer’s Disease and 
Related Dementias (ADRD). The increased 
representation of racial ethnic minority popu-
lations among the population aged 65 and 
older will mean these populations will be 
more likely than they have in the past to be 
diagnosed with dementia. This is especially 
true for Latinos, the fastest growing popula-
tion among the older adult population. The 
prevalence of ADRD is growing rapidly 
among Latinos, and this trend is expected to 
continue. The growing number of Latinos 
with dementia will increase the population 
requiring long- term care services and the 
number of Latino families becoming caregiv-
ers. In what follows, we examine policy 

options that meet the needs of Latino with 
dementia, reduce risk factors for ADRD 
among Latinos, as well as empower Latino 
family caregivers.

Introduction

As the United States (U.S.) population continues 
to age and experience longer life expectancy, we 
will continue to see an increase in the prevalence 
of Alzheimer’s Disease and Related Dementias 
(ADRD) (Chin, Negash, & Hamilton, 2011; 
Hebert, Weuve, Scherr, & Evans, 2013). When 
the baby boom population (those born between 
1946 and 1964) fully enters old age in 2030, one 
in five persons in the U.S. will be aged 65 and 
older (U.S. Census Bureau, 2015). At the same 
time, the U.S. will experience unprecedented 
growth in minority elderly populations. Currently, 
minority populations represent 20% of the older 
adult population; by 2050, 40% of the population 
aged 65 and older will be members of a minority 
population (Federal Interagency Forum on Aging, 
2012). The fastest growing population among 
those aged 65 and older are Latinos.1 At present, 
Latinos represent 7% of the population aged 65 

1 We use the terms Latino and Hispanic interchangeably. 
The bulk of the data in this chapter represents the experi-
ence of Latinos who self-identify as Mexican-American.
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and older, and by 2050, Latinos2 will make up 
20% of the U.S. older adult population, repre-
senting 17.5 million individuals (U.S.  Census 
Bureau, 2015). Living longer will mean older 
minority populations, including Latinos, will be 
at greater risk of developing dementia than they 
have been in the past (Hebert, Scherr, Bienias, 
Bennett, & Evans, 2003; Mehta & Yeo, 2016).

The largest growth in prevalence of Alzheimer’s 
Disease (AD) and other dementias is found among 
the Latino population (Haan et al., 2003; Harris-
Kojetin, Sengupta, Park-Lee, & Valverde, 2013; 
Wu, Vega, Resendez, & Jin, 2016). Latinos are 
currently 1.5 times more likely to be diagnosed 
with dementia than non-Hispanic Whites (Turner 
et al., 2015) and have the fastest growing number 
of cases of dementia in the U.S. (Humes, Jones, & 
Ramirez, 2011). Prevalence rates for dementia 
among Hispanics are much higher than non-His-
panic Whites nationally, 27.9% versus 10.9% 
among persons aged 75–84 and 62.9% versus 
30% in persons aged 85 and older (Luchsinger 
et  al., 2015; Noble, Manly, Schupf, Tang, & 
Luchsinger, 2012: Thies & Bleiler, 2011). These 
rates are drawn from local studies and may not 
reflect Latino rates nationally, but they are useful 
since they document a common trend of excess 
risk faced by older Latinos. Furthermore, it is pro-
jected that among Latinos, the prevalence of AD 
is expected to increase from 200,000 individuals 
diagnosed with some form of the dementia in 
2000 to 1.3 million being diagnosed by 2050 
(Alzheimer’s Association, 2004).

The growing number of Latinos with demen-
tia will increase the population requiring long-
term care and therefore the number of Latino 
families becoming caregivers (Cucciare, Gray, 
Azar, Jimenez, & Gallagher-Thompson, 2010). 
Nationally, Latinos have the highest percentage 
of caregivers of all groups (Turner et al., 2015). 
Caring for sick and disabled family members in 
the home is consistent with the Latino cultural 
value of familism which represents a strong 
identification and attachment to both the nuclear 
and extended families (Arevalo-Flechas, 2013). 
Some caregivers report benefits that come along 

2 See footnote 1.

with caregiving, including acknowledgment of 
personal strengths and mastery (Peacock et  al., 
2010; Zarit, 2012), but there is also evidence that 
caregiving can have negative economic, health, 
and mental health consequences for Latino 
caregivers including financial strain, poor health, 
as well as sustained feelings of burden, anxiety, 
and depression (Luchsinger et al., 2015; Pinquart 
& Sorensen, 2005; Simpson, 2010). This is 
particularly true for Latino dementia caregivers 
who are more likely than those caring for family 
members without dementia to experience 
economic strain from out-of-pocket costs for 
their care recipient’s needs (Schulz & Eden, 
2016), as well as high levels of distress and 
behavioral problems that Latinos with dementia 
are more likely to experience than other groups 
(Ortiz, Fitten, Cummings, Hwang, & Fonseca, 
2006; Turner et  al., 2015;). Moreover, there is 
evidence that, among Latinos, the caregiver 
population is becoming younger and is often 
faced with having to make difficult trade-offs, 
including placing education, career, family 
formation, and economic opportunities on hold 
(AARP, 2015, 2016; Diaz, Siskowski, & Connors, 
2007) because of caring for older family 
members.

The nexus of AD and other dementias with the 
growing, graying, and increasingly diverse U.S. 
population will undoubtedly challenge policy 
makers, practitioners, and older adults and their 
families. Managing the impact of AD and other 
dementias facing the Latino population will 
require intervention at the policy, program, and 
individual level. In particular, it is essential that 
policies and programs be developed that meet the 
long-term, supportive service care needs of older 
Latinos with dementia, as well as empower the 
Latino family to preserve their own health, men-
tal health, and economic security. In what fol-
lows, we examine (1) the role of employment 
policies, tax initiatives, and a possible Social 
Security caregiver credit for Latino family care-
givers to address the costs of caregiving; (2) the 
expansion and integration of long-term care sup-
portive services under Medicaid and Medicare to 
address access to care; and (3) the importance of 
increasing access to dementia care and health 
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care to address the risk factors for dementia 
among Latinos.

 The Cost of Caring Among Latino 
Dementia Caregivers: 
The Importance of Policies that 
Empower Latino Caregiver’s 
Financial Stability

Older Latinos are less likely to utilize long-term 
care services than the general population and are 
more likely to rely on informal care in the form of 
family members to support their long-term care 
needs (Gelman, 2010; Wu et  al., 2016). Given 
that the majority of dementia caregiving is 
provided by unpaid family members, dementia is 
often referred to as a “family disease” (Zucchella, 
Bartolo, Pasotti, Chiapella, & Sinforiani, 2012). 
Caregiving needs increase as the disease 
progresses, with care recipients needing 
assistance with basic activities including bathing, 
dressing, eating, walking, and toileting and 
ultimately 24-hour-a-day care (Alzheimer’s 
Association, 2012). According to the Alzheimer’s 
Association (2013), unpaid family caregivers 
provided an estimated 17.7 billion hours of care 
per year at an estimated value of $220.2 billion 
dollars. It has been suggested that the value of 
informal care in the U.S. is equal to the combined 
cost of medical care and long-term care for 
dementia.

Nationally, Latinos have the highest percent-
age of family caregivers for older adults of all 
racial/ethnic groups (Turner et  al., 2015). It is 
estimated that 27% of Latino households provide 
care for a family or friend (Talamantes, Trejo, 
Jiménez, & Gallagher-Thompson, 2006). Of the 
8 million Latino family caregivers, 1.8 million 
are providing care for a family member with AD 
(National Alliance for Caregiving and AARP, 
2009). Latino caregivers for older adult family 
members are typically female, on average 
40 years old, spend 30 hours or more per week 
caregiving, work either full time or part time, and 
are providing care for an older adult as well as 
taking care of a child under the age of 18 
(Alzheimer’s Association, 2013; Arévalo-

Flechas, Acton, Escamilla, Bonner, & Lewis, 
2014; National Alliance for Caregiving and 
AARP, 2009; Schulz & Eden, 2016). Pinquart 
and Sorensen (2005), in their meta-analysis of 
articles contrasting differences between Hispanic 
and non-Hispanic White caregivers, report that 
Hispanic caregivers are more likely to be younger, 
female, and less educated and have less income 
when compared to non-Hispanic White 
caregivers. This is particularly troubling given 
the out-of-pocket costs associated with ADRD. 
Because of the lack of coverage for long-term 
care under Medicare and the limited coverage 
under Medicaid (the latter of which is only for 
people who are impoverished), families often pay 
for the purchase of goods and services for the 
older care recipient, such as medical/
pharmaceutical co-pays, meals, transportation, 
and housing (Schulz & Eden, 2016). The 
Alzheimer’s Foundation of America (2013) 
reports that families of persons with AD can 
expect to pay between $41,000 and $56,000 dol-
lars annually in costs for dementia care for their 
loved ones with the disease. In fact, there is ample 
evidence that caregivers often experience finan-
cial strain associated with their caregiving 
(AARP, 2015; Spillman, Wolff, Freedman, & 
Kasper, 2014; Wolff, Spillman, Freedman, & 
Kasper, 2016) with the greatest financial strain 
reported by dementia caregivers. Approximately 
30% of the population caring for those with 
dementia report experiencing financial strain 
related to caregiving (Schulz & Eden, 2016).

Data specific to Latino caregivers finds that, 
when compared to other racial/ethnic groups, 
out-of-pocket costs related to caregiving for an 
older family member are greatest among Latinos 
because they are more likely to care for an older 
family member for a longer period of time and 
are more likely than other populations to be 
caring for a family member with dementia 
(AARP, 2016). We can expect that the cost for 
dementia care will outstrip the economic base of 
most Latino older persons and their families. For 
example, Wu et  al. (2016) found that after 
adjusting for socioeconomic status and comorbid 
conditions associated with AD, the medical 
care  costs for Latinos with ADRD were $7046 
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annually. According to AARP (2016), Latino 
caregivers spend about 44% of their annual 
income on out- of- pocket costs for caregiving, 
with Latino women spending the most, i.e., 
nearly 47% or $10,704 of their annual income. 
Furthermore, it is estimated that 50.8% of Latinos 
caregivers are employed outside the home 
(Schulz & Eden, 2016). A larger percentage of 
Latino caregivers (41%) compared to non-Latino 
White caregivers (29%) need to make work 
accommodations because of caregiving, includ-
ing cutting back on their work hours, changing 
jobs, stopping work entirely, and taking leaves of 
absences (Evercare and National Alliance of 
Caregiving, 2008). The demand for caregiving 
not only negatively impacts caregivers’ ability to 
stay in the workforce but also jeopardizes their 
income, job security, personal retirement savings, 
Social Security and retirement benefits, and long-
term financial well-being (AARP, 2015; Arno, 
House, Viola, & Schechter, 2011; Munnell, 
Sanzenbacher, & Rutledge, 2015; Schulz & 
Eden, 2016). This has the potential to render an 
economically vulnerable population even more 
vulnerable.

Currently, Latino households have annual 
median incomes of $39,600, which is 52% lower 
than the $60,300 average household income of 
non-Hispanic Whites (U.S.  Bureau of Labor 
Statistics, 2015. In 2015, 20.9% of households 
where the head was under the age of 65 were 
living in poverty compared to 10.3% of non- 
Hispanic White households. The group with 
incomes just above the poverty threshold, i.e., the 
near poor, includes an additional 26% of Hispanic 
households compared to 13.1% of non-Hispanic 
White households. Combining the poor and near 
poor shows that almost half of Hispanic 
households headed by a person under age 65 has 
a limited income (U.S.  Census Bureau, 2016). 
Even among middle-class Latino families, it is 
found that 87% do not have enough assets to 
meet their living expenses for 3 months if their 
source of income is gone (Wheary, Shapiro, 
Draut, & Meschede, 2008).

When Latino middle-aged caregivers are no 
longer able to stretch their income to cover the 
cost of caregiving or make accommodations in 

their work schedules, we can expect that 
caregiving duties will increasingly be taken on by 
younger members of the Latino family. There is 
already evidence of an overrepresentation of 
Latinos among younger caregiver populations, 
i.e., ages 25–40 (AARP, 2015). The shift in 
caregiving to younger members of the Latino 
family has the potential to “hijack” the 
socioeconomic stability of the next generation of 
Latinos. In fact, younger millennial caregivers 
are more likely than older caregivers to report 
financial strain related to caregiving activities 
(AARP, 2016). They also experience stress 
regarding finding time for social engagements, 
romantic relationships, and careers (Dellmann- 
Jenkins, Blankemeyer, & Pinkard, 2000), have 
difficulty juggling the role of caregiving with 
being a college student (Dellmann-Jenkins et al., 
2000), and experience decreases in financial 
stability and job growth because of the amount of 
time they provide for caregiving (Stephens, 
Franks, & Townsend, 1994). Clearly, policies 
that support employment and economic security 
are very much needed for Latino caregivers of all 
ages so that they can continue to provide care for 
their loved ones while not having to jeopardize 
their own financial stability.

 Family Leave Policy

The best protection for working caregivers is 
access to paid family leave in order to continue to 
care for an older family member with dementia 
without forgoing their own economic stability. 
Currently, the only national family leave policy is 
the federal Family Medical Leave Act (FMLA) 
that was signed into law in 1993. The FMLA 
provides eligible workers with 12  weeks of 
unpaid leave for a worker’s own health and time 
to bond with a new child or to care for a seriously 
ill family member, i.e., child, parent, or spouse. 
To be eligible, workers must have worked for the 
employer for at least 12 months and have worked 
1250 hours. The policy only applies to worksite 
areas with 50 or more employees. Workers are 
guaranteed the ability to return to their job with 
the same pay, benefits, and working conditions 
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and can keep any employer health insurance 
during the period of the leave (Mayer, 2013; 
Schulz & Eden, 2016). Because of the limits on 
eligibility, about two-fifths of all workers are not 
covered by the law (Department of Labor (DOL) 
Wage and Hour Division, 2012). FMLA provides 
a basic benefit for workers to take leave without 
losing their jobs, but because the leave is unpaid, 
low-income workers are less likely to take 
advantage of the policy because they are unable 
to forgo their wages (Feinberg, 2013). The 
overrepresentation of Latinos in low-paid service 
industry jobs makes it less likely that they would 
utilize FMLA benefits. Also, because the FMLA 
only covers care for oneself, child, parent, or 
spouse, those caring for a father- or mother-in- 
law or grandparent are not covered (Department 
of Labor (DOL) Wage and Hour Division, 2012). 
For the Latino population, this is problematic in 
that the bulk of Latino caregivers are women, 
including daughters-in-law. Moreover, because 
the policy does not cover grandchildren caring 
for a grandparent, young Latino caregivers who 
experience the greatest economic strain, when 
compared to other generations of caregivers, 
would not be covered. At a minimum, the FMLA 
should extend coverage to in-laws and 
grandchildren since they often provide caregiving 
and should benefit from the same protections as 
children.

Some states have enacted paid family leave. 
California began the first paid family and medical 
leave program in the U.S. (Wagner, 2006). To 
date, four states including California, New Jersey, 
New  York, and Rhode Island have paid family 
leave programs for new parents and caregivers of 
certain critically ill family members. The state 
programs share some common characteristics 
including that they (1) are financed through an 
insurance model; (2) are fully funded by worker 
payroll deductions; (3) provide partial pay 
replacement for a finite period of time; (4) cover 
caregivers of spouses, parents, and domestic 
partners (California, New York, and Rhode Island 
include parents-in-law and grandparents); and (5) 
use an existing state structure to finance and 
administer claims (Feinberg, 2013; Schulz & 
Eden, 2016). Annual payroll deductions are 

designed to fully cover the program costs (Fiscal 
Policy Institute, 2014).

Paid family leave policies can improve the 
quality of life of Latino dementia family 
caregivers by providing economic security and 
therefore retirement security for those who need 
time off from work to care for a family member 
(Bouchey & Glynn, 2012; Lester, 2005). A recent 
national survey found that worry about taking 
leave from work was the top concern of workers 
who had to take time off for caregiving (Klerman, 
Daley, & Pozniak, 2012). By having access to 
paid family leave, workers are better able to 
continue to participate in the labor force and 
therefore experience greater economic security. 
According to Appelbaum and Milkman (2011), 
employees who utilized paid family leave policies 
to provide caregiving reported strengthened 
loyalty to their employer and increased the 
likelihood that they would return to the same 
employer after the leave was over. There is also 
evidence to suggest that employers also benefit 
from paid family leave policies in the form of 
increased productivity, reduced costs of turnover, 
improved employee morale, and fewer work 
place accidents/injuries caused by stressed 
employees who are worrying about losing their 
jobs while providing care for a seriously ill 
family member (Asfaw & Bushnell, 2010; 
Feinberg, 2013).

A drawback is the lack of public awareness of 
the programs, particularly among those who are 
most likely to need paid family leave: low-income 
family caregivers. Data from California finds that 
only 36% of registered voters knew that paid 
family leave programs existed, with the least 
knowledgeable being Latinos, African Americans, 
individuals with less than a high school education, 
low-income households, and women (Field 
Research Corporation and California Center for 
Research on Women and Families, 2015). 
Clearly, outreach and community education 
programs regarding the availability of paid family 
leave programs must be expanded. There is ample 
evidence that older Latinos and their families 
often are unaware of the myriad programs and 
services that they are, in fact, eligible for and that 
would greatly improve their health and economic 
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circumstances (Wallace, Torres, Sadegh-Nobari, 
Pourat, & Brown, 2012). Informational 
campaigns that are linguistically appropriate, 
culturally competent, and accessible to Latinos 
are necessary for the population to benefit from 
the family leave policies available to them.

The lack of any national policy on paid family 
leave allows for only 12% of U.S. workers with 
access to paid family leave (Feinberg, 2013). 
Given the projected increase in dementia family 
caregivers, it is imperative that there be national 
efforts to encourage states to offer paid family 
leave so that caregivers can provide the care 
needed by their families without the risk of finan-
cial instability. Toward this end, the DOL has 
been taking steps to encourage the development 
of paid family leave policies by providing fund-
ing to states to encourage their development 
(Department of Labor (DOL), 2015). Since 2014, 
the DOL has awarded more than $2 million in 
grants to 12 states and localities to either evaluate 
their existing family leave policies or encourage 
their development. During a third round of 
Request for Proposals (RFPs) for the development 
of family leave programs, the DOL awarded extra 
points on proposals from state grantees that direct 
their efforts toward paid family leave for workers 
with elder care responsibilities (Department of 
Labor (DOL), 2016).

Caring for a loved one with dementia typically 
involves providing care for an extended period of 
time as the disease progresses. Older Latinos 
with dementia are more likely to be diagnosed 
when the disease is in its more advanced stages 
but also are more likely than other populations to 
live for a longer period of time with the disease 
(Clark et  al., 2005; O’Bryant et  al., 2012; 
O’Bryant et  al., 2013;). Therefore, Latino 
caregivers caring for an older loved one with 
dementia are typically in that role for 5 years on 
average (Mehta et  al., 2008). Thus, while the 
policy provides a benefit of 12 weeks, it barely 
makes an impact for the actual time needed for 
caregiving for a loved one with dementia. At best, 
family leave serves to allow a caregiver to take 
time off from work after a hospitalization when 
the care recipient needs a higher level of care or 
for a family member to take time off to provide a 

brief respite to the primary caregiver. Improving 
family leave as a workplace policy by expanding 
the types of families covered and by providing a 
cash benefit are worthwhile policy goals, but do 
not provide much of a comprehensive solution 
for Alzheimer’s caregivers in Latino families.

 Social Security Caregiver Credits

Social Security’s Old-Age, Survivors, and 
Disability Insurance (OASDI) is an important 
source of income for older adults. The shift in 
private pensions away from defined benefits to 
defined contributions and the eroding of savings 
and assets have led the majority of older 
Americans to rely heavily on Social Security 
benefits in retirement. About half of older adults 
live in families where Social Security accounts 
for half or more of total income, and about one- 
quarter live in families where it accounts for at 
least 90% of their income. Among Latino older 
adults, close to one-third live in families where 
Social Security accounts for 90% or more of their 
income (Dushi, Iams, & Trenkamp, 2017). As 
noted above, Latino caregivers are more likely 
than other populations to care for older adults 
with dementia and for long periods of time and 
therefore are more likely to have to reduce the 
number of hours worked or quit working 
altogether. Because Social Security is based on 
employment history, reducing work hours or 
stopping work for caregiving reduces the amount 
of payroll taxes Latinos pay into Social Security 
and therefore reduces their benefits when they 
retire.

Developing caregiver tax credits under Social 
Security is one way to reduce the impact of lost 
wages due to caregiving on future benefits (Estes, 
O’Neill, & Hartmann, 2012; Morris, 2007) and 
has been widely adopted by European social 
security systems (Jankowski, 2011). A Social 
Security tax credit program for caregivers would 
prospectively credit eligible caregivers with a 
defined level of wages, up to a specified period of 
time (Schulz & Eden, 2016). For example, under 
such a program, full-time caregivers could 
receive up to 4  years of Social Security work 
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credit equal to the individual’s average wage 
(White-Means & Rubin, 2009). In this way, 
Social Security benefits in retirement would not 
be reduced for family caregivers who must leave 
the workforce because of caregiving activities. 
While this policy does not provide immediate 
economic relief to dementia caregivers, it would 
help reduce the retirement benefit penalty that 
Latino/Latinas often face later in life as a result 
of years of being out of the labor force and spent 
in caregiving.

 Income Tax Credits for Caregiving

Tax credits provide an approach to assisting fam-
ily members who are caregivers of dementia suf-
ferers with their current expenses. Especially 
when “refundable” (i.e., eligible people can 
receive benefits even if they pay no taxes), tax 
credits can provide social welfare benefits 
through the tax system rather than welfare 
bureaucracies. Tax credits are currently used in 
the U.S. as a supplement to child welfare pro-
grams through the Earned Tax Income Credit 
(ETIC). The ETIC requires families to have 
earned income, with the tax credit worth 10% of 
the earnings up to a maximum amount and then 
declining as earnings continue to increase. 
Enacted in 1975, it has been shown to reduce 
poverty, improve health, and lead to better child 
educational outcomes (Nichols & Rothstein, 
2015). Similar tax credits could be used for 
families caring for older adults. In a 2015 survey 
of caregivers of older adults, the most popular 
proposal for providing financial support for 
caregivers was paying caregivers directly for 
some of their hours of direct care (32%), with the 
proposal for a tax credit that is independent of the 
hours of informal caregiving being the next most 
popular (29%) proposal. It is telling that the 
popularity of the two proposals varied inversely 
with income – families with the lowest income 
strongly preferred payment for family caregiving 
hours, while the highest-income families strongly 
preferred a tax credit that could be used to offset 
the cost of nonfamily caregivers (National 
Alliance for Caregiving and AARP, 2015). Given 

the often-lower-income profile of Latino family 
caregivers compared to non-Latino White 
caregivers, combining these two approaches 
would serve Latino families the best, i.e., provide 
a refundable tax credit to families where the 
caregiver is a family member. Since current 
federal rules for tax advantages for caregivers 
(e.g., the current law of allowing the claiming of 
the care recipient as a dependent for tax purposes) 
and the ETIC are narrowly focused on those who 
are financially dependent on the recipient, a 
means to expand this to functionally dependent, 
but not necessarily financially dependent or 
co-resident, would need to be developed.

 Expanding and Integrating Long- 
Term Care for Older Latinos 
with Dementia: The Role 
of Medicaid and Medicare

In addition to the financial costs, dementia care-
giving has been associated with negative health 
and mental health outcomes for the caregiver as 
well. These impacts include depression, high 
blood pressure, and health problems (Gallagher, 
Rose, Rivera, Lovett, & Thompson, 1989; 
Vitaliano, Zhang, & Scanlan, 2003), as well as 
lower self-rated health, higher morbidity and 
mortality, more sleep problems, and fewer health-
promoting behaviors when compared to non-
caregivers (Elliott, Burgio, & DeCoster, 2010). 
Hispanic caregivers are more likely than non-
Hispanic White caregivers to be depressed 
(Pinquart & Sorensen, 2005). Also, Latino care-
givers who report worse physical health are also 
more likely to be clinically depressed as well 
(Cucciare et al., 2010) and to experience burden, 
anxiety, and stress (Mahoney, Regan, Katona, & 
Livingston, 2005). Moreover, Holland et  al. 
(2011) in their study of Hispanic and non-His-
panic White dementia caregivers found that those 
involved with high-intensity caregiving and 
 co-residence with the care recipient had less 
adaptive cortisol levels and therefore greater vul-
nerability to develop disease conditions. It is esti-
mated that Latino families provide care for a 
longer period of time and care for individuals 
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with higher levels of impairment and are also 
more likely to report higher levels of burden and 
distress when compared to other racial/ethnic 
groups (Adams, Aranda, Kemp, & Takagi, 2002; 
Alzheimer’s Association, 2014; Arévalo-Flechas 
et  al., 2014; Harwood et  al., 2000). Clearly, 
Latino caregivers have high levels of supportive 
needs. The problem is that long- term care sup-
portive services, for the most part, are provided 
through Medicaid, precisely where there is 
increasing political pressure to cut back 
spending.

 Medicaid

Increasing longevity among Latinos accompa-
nied by the increased prevalence of ADRD with 
age, and coupled with the need for Latino family 
caregivers to be employed in order to have finan-
cial stability, will increase the demand for long-
term services and supports (LTSS). LTSS are a 
constellation of programs including home- and 
community-based services (HCBSs) designed to 
keep older adults remaining in their homes/com-
munity and out of institutions (Wallace, Satter, 
Padilla-Frausto, & Peter, 2009). There have been 
a variety of Medicaid reforms since the 1980s to 
encourage a shift from depending on nursing 
home care to providing more care in community 
settings; nationally, more Medicaid funds are 
now spent on home health and personal care than 
nursing homes. But in many states, Medicaid 
continues to spend more on nursing homes than 
home care (Kaiser, Henry J. Family Foundation, 
2016). Medicaid has long been the largest payer 
of LTSS in the U.S. In addition to nursing homes, 
Medicaid provides HCBS that include (1) home 
health services and personal care services; (2) 
Section 1915C HCBS waivers (which allow 
states to provide services outside established 
Medicaid categories and rules); and (3) Section 
1115 demonstration waivers to deliver HCBS 
through managed care (Wolff et al., 2016). It is 
estimated that in 2016, Medicaid spent $119 
 billion for institutional and community-based 
services which represents 21.4% of the total 

Medicaid budget of that year (Kaiser, Henry 
J. Family Foundation, 2017).

Medicaid only provides services to those with 
incomes near the poverty level and with few 
assets, with a few exceptions. Nevertheless, 
Medicaid accounts for about half of all LTSS 
spending nationally, in part because the high 
costs of LTSS cause many elderly and disabled 
persons to exhaust their assets and their income is 
insufficient to pay for their care. In 2015, 
Medicaid paid 43% of all LTSS expenditures, 
followed by Medicare at 19% and out-of-pocket 
spending at 13%. Private insurance covered only 
9% (James, Gellad, & Hughes, 2017). The 
Affordable Care Act (ACA) that was signed into 
law in 2010 by President Obama has taken steps 
to improve access to LTSS in a number of ways. 
Additional federal funds were granted for states 
to expand a number of home and community ser-
vices, including increased home attendant ser-
vices and home  health for those with chronic 
conditions, allowing for demonstration projects 
that combine Medicare acute care funding with 
Medicaid LTSS funding to improve care coordi-
nation, additional funding for demonstration 
projects that help recipients leave nursing homes 
(e.g., Money Follows the Person), and other pro-
visions (Harrington, Ng, LaPlante, & Kaye, 
2012). These programs expand Medicaid cover-
age, better integrate health and long-term care 
services for Medicaid recipients, and increase 
federal funding. All of these provisions benefit 
Latino dementia caregivers who are more likely 
to be represented among low-income populations 
and therefore meet the criteria for inclusion in 
these programs. There is some evidence that pre-
vious expansions of LTSS have saved Medicaid 
nursing home spending (Harrington, Ng, & 
Kitchener, 2011), but the implementation of ACA 
reforms is too recent to have rigorous evaluation 
data available. In California, the long-term care 
integration program (Coordinated Care Initiative) 
did not reduce total spending during the first 
5  years, leading to changes in the program 
(Taylor, 2017).

California does provide a successful example, 
historically, of using Medicaid funds to support 
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consumer-directed personal care in the form of 
the In-Home Supportive Services (IHSS) pro-
gram, where the disabled person is able to select 
the caregiver of their choice and have them be 
paid by Medicaid. Over half (58%) of Latino 
elders had family who were not spouses as their 
paid caregiver, while the most common caregiver 
for non-Latino Whites was nonfamily (54%) 
(Newcomer & Kang, 2008). Similarly, in the 
four-state Cash and Counseling demonstration 
program, disabled people could hire family, and 
Latinos reported a disproportionate preference 
for this program because of their ability to hire 
family members, as well as their ability to assure 
that a co-ethnic was the caregiver (Mahoney, 
Simon-Rusinowitz, Loughlin, Desmond, & 
Squillace, 2004). The long-term financial support 
that these types of programs provide to mostly 
low-income family caregivers provides an impor-
tant replacement wage for dementia caregivers.

The 2016 U.S. election of Donald J. Trump to 
the presidency, and the Republican majority in 
Congress, has led to a series of proposals to 
repeal of the ACA and make funding cuts of up to 
$832 billion dollars in the Medicaid program. 
The core of proposals to cut Medicaid, which 
have been discussed in U.S. Congress and con-
servative think tanks for many years, involves 
converting Medicaid from an entitlement pro-
gram, where everyone who is entitled to care 
because they meet eligibility criteria receives 
benefits, to a block grant program where states 
receive a fixed amount of funding independent of 
future needs. The details vary, but to reduce pro-
jected spending  – the rationale for the propos-
als – it is generally accepted that states will have 
to reduce eligibility (e.g., to the poorest of the 
poor), restrict services (e.g., eliminate expensive 
LTSS services), and limit reimbursements to pro-
viders that will end up limiting access (Carlson & 
Kean, 2017). Whether or not the ACA repeal 
passes, it is likely that pressure to reduce 
Medicaid funding by making it into a block grant 
will continue. Those most impacted by reduc-
tions that this will necessitate are those most 
dependent on Medicaid for services, especially 
Latino families with LTSS needs caused by 
Alzheimer’s.

 Medicare

Medicare is a federally funded health-care pro-
gram for older persons who are eligible for Social 
Security benefits, some disabled individuals, and 
children whose parents pre- decease them. The 
program provides access primarily to acute health 
care, doctors’ visits, hospital stays, preventive 
care, limited home health care, and prescription 
medications. Medicaid, for those eligible, pays 
Medicare’s premiums, co-payments, and deduct-
ibles, along with LTSS that are not covered by 
Medicare. Medicare is financed by payroll taxes, 
some premiums, and general federal revenues; 
the program has been widely supported politi-
cally for the access it provides to almost all older 
adults for health care. Because the program does 
have both political and public supports, it has 
been suggested that perhaps the best way to pro-
vide universal access to long-term care support-
ive services is through integrating these into the 
Medicare program.

Developing a social insurance approach to 
finance long-term care might be the best option to 
ensure that those who need assistance with LTSS 
obtain the help that they need (Goldberg & 
Atkins, 2013). In principle, social insurance is 
universal and contributory and offers a benefit 
based on some triggering event. A sensible way 
to prepare for a triggering event that increases the 
need for LTSS is through the pooling of risk. 
Spreading the risk of disability across a larger 
population reduces the amount any one person 
may have to set aside in order to cover his or her 
expenses (Folbre & Wolf, 2012). There is ample 
evidence that the U.S. population supports uni-
versal coverage for long-term care and is willing 
to pay more in payroll taxes under Medicare to 
have access to that benefit (AARP, 2015). Having 
a universal and mandatory LTSS system also 
makes sense given that approximately half of 
older adults will need significant assistance at 
some point, but relatively few people think they 
are at risk and are resistant to the relatively high 
costs of coverage in the voluntary insurance mar-
ket. One estimate is that coverage would require 
an increase in the payroll tax of 0.60–1.35%, 
which could be added to the Medicare tax 
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(Favreault, Gleckman, & Johnson, 2015). By 
becoming part of Medicare, states and the federal 
government would save a significant amount of 
money in Medicaid which would no longer need 
to provide LTSS to low-income older adults, and 
the program would benefit from the broad-based 
political support for adequate access and quality 
of care that is created when all people benefit 
from the same program. The impact on Latino 
families caring for those with AD and other 
dementias would be positive because low-income 
families could move into the new program that 
has broader support, and middle- income families 
who cannot currently afford services would be 
newly eligible for these services.

 Reducing Risk Factors for Dementia: 
Improving Access to Dementia Care 
and Health Care Among Latinos

The expectation that Latino older persons and 
their families will continue to have a high preva-
lence of ADRD is reasonable given the increased 
longevity of the population as well as the preva-
lence of risk factors found among the Latino 
population (Chin et  al., 2011). According to 
Fitten et al. (2014), AD is a multifactorial disease 
that, in addition to genetic risk factors, also has 
modifiable risk factors including diabetes, obe-
sity, cardiovascular disease, hypertension, and 
low education. There is an established body of 
research that supports the link between these risk 
factors and cognitive difficulties and the develop-
ment of AD (Barnes & Yaffe, 2011; Hazzouri 
et al., 2012; Luchsinger et al., 2009). The Latino 
population has a disproportionate number of 
older adults with low socioeconomic status, low 
education levels, and certain disease conditions – 
especially diabetes (Sanchez-Castillo et  al., 
2004); an earlier onset of diabetes (O’Bryant 
et al., 2013); as well as suboptimal management 
of the diseases (Kuo et al., 2003). This combina-
tion of factors puts Latinos at a higher risk for 
dementia and cognitive impairment than non-
Hispanic Whites (Fitten et al., 2014).

Mexican-Americans, in particular, are at 
greater risk for metabolic conditions and are 
more likely to experience multiple morbidities 
(Fryar, Hirsch, Eberhardt, Yoon, & Wright, 
2010; Villa, Wallace, Bagdasaryan, & Aranda, 
2012). Mexican-American older adults with 
multiple metabolic and vascular conditions 
exhibit greater cognitive decline than older per-
sons with one or no conditions (Downer, Raji, & 
Markides, 2016). Diabetes mellitus is also asso-
ciated with poorer baseline cognitive perfor-
mance in memory, language processing speed, 
executive functioning, and visuospatial abilities 
(Bangen et  al., 2015). Research shows that 
Latinos with diabetes (all ages) are more likely 
than other populations to not have insurance or a 
usual source of care (Angel, Angel, & Hill, 
2008) and are much more likely to access the 
health-care system via the emergency room 
when the disease is in its more advanced stages 
(Wallace & Villa, 2009). As a result, improving 
access to care among the Latino population 
across the life course is one pathway for reduc-
ing disparities in diabetes and obesity and there-
fore risk factors for dementia. This can occur 
through increasing access to health insurance, 
improving the cultural and linguistic compe-
tence of providers, and promoting self- care pro-
grams that target the Latino community 
(Cersosimo & Musi, 2011).

Reducing disparities in dementia prevalence 
among racial/ethnic minority population is a 
national priority of the National Alzheimer’s Plan 
(NAPA) and the Alzheimer’s Related Dementia 
Conference road maps (Montine et  al., 2014; 
U.S. Department of Health and Human Services, 
2014). While these initiatives are mostly plan-
ning documents, they highlight the racial/ethnic 
disparities in AD risks and note the high level of 
informal care that is provided to those with the 
disease. Combined with funding augmentations 
to the National Institutes of Health (NIH) and 
National Institute on Aging (NIA), specifically 
for AD research that was supported by bipartisan 
political efforts in 2016 and 2017, the growing 
research and planning about AD is heartening, 
but constant advocacy is needed to assure that 
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issues relevant to Latinos are included in the 
agenda (Alzheimer’s Association, 2017).

 Improving Access to Dementia Care

There is evidence that Latinos are more likely to 
be diagnosed with AD when it is in its more 
advanced stages and at younger ages (Clark 
et al., 2005; O’Bryant et al., 2012, 2013) yet live 
longer than other populations with the disease 
(Mehta et  al., 2008). Latinos often experience 
delays in accessing dementia care (Chin et al., 
2011). Understanding the processes though 
which delays occur is paramount if we are to 
improve the population’s access to dementia 
care (Chin et  al., 2011). Cultural values and 
beliefs can shape the way older ethnic minori-
ties assign meaning to dementia and whether or 
not they access dementia services (Dilworth- 
Anderson, Williams, & Gibson, 2002). Latinos 
are more likely than other populations to view 
dementia as a normal part of aging, as well as a 
disease that can be diagnosed with a blood test 
(Grey, Jimenez, Cucciare, Tong, & Gallagher- 
Thompson, 2009). Other studies have found that 
some Latinos attribute dementia to having a dif-
ficult life or the belief that dementia is part of 
God’s plan or caused by forces of nature includ-
ing “el mal ojo,” i.e., the evil eye, or by mental 
illness (Hinton, Franz, Yeo, & Levkoff, 2005; 
Talamantes et al., 2006). In addition to cultural 
values and beliefs, other factors also influence 
the lack of help-seeking behavior for dementia 
among Latinos including lack of knowledge 
about dementia and health system barriers, i.e., 
lack of adequate access to health care, provider 
discrimination, and lack of trust for the medical 
establishment (Chin et  al., 2011; Sayegh & 
Knight, 2013). Overcoming barriers to dementia 
care among Latinos will require the establish-
ment of culturally competent education pro-
grams that are sensitive to Latino cultural beliefs 
and to the varying levels of the Latino patients’ 
and their families’ acculturation, outreach mes-
saging that clarifies the differences between 
normal aging and dementia, and intervention 
systems that are based in the communities where 

Latinos live in and that are conveniently located 
in non-threatening environments (Chin et al., 2011; 
Sayegh & Knight, 2013; Stansbury, Marshall, 
Harley, & Nelson, 2010).

Reducing risk factors for dementia among 
Latinos and improving brain health will require 
culturally and linguistically competent and 
accessible education programs for Latinos. 
There is evidence to suggest that physical activ-
ity and healthy diets may help maintain cogni-
tive functioning and reduce the risk for AD and 
vascular dementia (Friedman et al., 2009). The 
Centers for Disease Control (CDC) through its 
Healthy Aging Initiative included brain health 
for several years and found that Hispanics and 
others had low levels of knowledge about the 
specific actions that are associated with main-
taining cognitive function, e.g., there was a gen-
eralized knowledge that physical activity was 
good for the brain but limited specific knowl-
edge about the duration or intensity recom-
mended to achieve a positive effect. Their work 
with multiple groups determined that targeted 
messaging and outreach was needed to dissemi-
nate actionable information to different racial 
and ethnic groups (Wilcox et al., 2009). Given 
the diversity of Latinos in the U.S., it is also 
important that outreach and education programs 
for Cubans in Miami, Puerto Ricans in 
New York, Central Americans in Chicago, and 
Mexicans in Los Angeles or the Texas Rio 
Grande Valley take into account their local con-
texts and perspectives in trying to motivate and 
educate (Martinez Tyson, Arriola, & Corvin, 
2016).

 Improving Access to Health Care

Historically, at all ages, Latinos are less likely 
to have insurance coverage or a usual source of 
care (Gresenz, Rogowski, & Escarce, 2009; 
U.S. Census Bureau, 2009). It is estimated that 
85% of the older Latino population have 
Medicare, compared with 95% of the non-
Latino White population (National Council of 
La Raza (NCLR), 2012). For older Latinos 
with Medicare, it is often difficult to meet 
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the  out-of-pocket costs associated with the 
Medicare program including deductibles, co-
insurances, and premiums (National Committee 
to Preserve Social Security & Medicare 
(NCPSSM), 2016). Latinos’ likelihood of hav-
ing Part D, i.e., prescription drug coverage, 
under Medicare is 30% lower than that of non-
Hispanic Whites. Moreover, Latinos who were 
eligible for low-income subsidies, but were not 
enrolled in Medicare Part D based on their 
Medicaid or SSI status, were 54% less likely 
to  have Part D coverage and 70% less likely 
to  have other coverage under Medicare com-
pared to non-Hispanic Whites (McGarry, 
Strawderman, & Li, 2014).

The pattern of poverty, poor health, and com-
promised access to health care found among 
older Latinos is also found among younger 
members of the Latino population as well (Villa 
et  al., 2012). Like the generation before them, 
economic hardship often translates into poor 
health for younger Latinos. Latinos under the 
age of 65 have higher prevalence rates for diabe-
tes, obesity, and uncontrolled hypertension 
compared to non-Hispanic White (Dominguez 
et  al., 2015). The Latino population also has 
higher death rates than non-Hispanic Whites 
from diabetes, liver disease, essential hyperten-
sions, and hypertensive renal disease 
(Dominguez et al., 2015). In spite of this health 
profile, Latinos are more likely to be uninsured 
when compared to non-Hispanic Whites, have 
lower use of preventive services, and experience 
greater delays in access to health care 
(Dominguez et  al., 2015; National Committee  
to Preserve Social Security & Medicare 
(NCPSSM), 2016). Without access to basic 
health care, it will be difficult if not nearly 
impossible to improve the health profiles of 
Latinos and therefore reduce the risk of devel-
oping dementia.

 Conclusion

The rapidly growing size of the older Latino pop-
ulation, its socioeconomic disadvantages, the 
particular risk factors for cognitive impairment, 

the high level of family involvement in caregiv-
ing, and the linguistic and cultural factors needed 
to effectively reach the population all combine to 
underscore the imperative that dementia policy 
and programs be adapted to the situation of 
Latino elders, their families, and their communi-
ties. Reducing the incidence of dementia is the 
best way to reduce the impact of cognitive 
impairment on older Latinos and their families. 
While the research is not yet definitive on its 
impact on dementia, there are multiple other ben-
efits to measures that reduce the incidence of dia-
betes and control of blood sugar among diabetics. 
This makes diabetes prevention and control a 
worthwhile goal even if it results in having a lim-
ited impact on cognitive decline; and if it does 
prove protective, then the benefits are multiplied. 
Both medical and non-medical approaches have 
been shown to reduce diabetes and improve gly-
cemic control. Improved health- care monitoring 
can also improve early detection of AD, while 
increased physical activity and healthy diets are 
also associated with both metabolic improve-
ments and brain health.

For Latinos who suffer from dementia, new 
and expanded policies are crucial to support the 
families who are most often providers of care for 
them at home. Broad policies such as refundable 
caregiver tax credits and consumer-directed 
Medicaid home care programs provide long-term 
financial support for all caregivers of persons 
with dementia but will be especially helpful to 
Latino families who are more likely to have low 
incomes and provide family caregiving. These 
are also the types of policies that Latino caregiv-
ers are most likely to endorse as being most help-
ful. A universal, long-term care benefit under 
Medicare would provide the most equitable basis 
for support, especially if it includes a consumer- 
directed home care component. In the current 
political climate, advancing any of these policies 
will not be simple. But AD impacts people of all 
races and ethnicities, all incomes, and all regions 
of the country, and research and programs in this 
area have shown an unusual level of bipartisan-
ship. Addressing the needs of Latino elders and 
their families will require coalitions where all 
families see the benefits of the new policies, but it 
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is important to make sure that their design takes 
into account the needs that fall most heavily 
on  older Latinos with dementia and their 
caregivers.
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 Epilogue: Juntos Podemos

Yvette N. Tazeau and Hector Y. Adames

Action without vision is only passing time, vision without 
action is merely daydreaming, but vision with action can 
change the world. – Nelson Mandela (n.d., para. 32)

Where have we been and, perhaps most 
importantly, where are we going regarding the 
behavioral and psychosocial treatment of demen-
tia for Latinxs in the United States and in coun-
tries around the world that are Spanish-speaking? 
For those working closely with individuals who 
suffer from dementia, particularly in working 
with Latinxs and their caregivers, the current 
actions employed may appear too conventional 
for this population, raising the question what is 
the overall vision of healing interventions for 
Latinxs regarding this debilitating health condi-
tion? Caring for Latinxs with Dementia in a 
Globalized World: Behavioral and Psychosocial 
Treatments presents a comprehensive portrait of 
interventions grounded in a blend of ethnocul-
tural traditions and Western healthcare.

The authors of this multidisciplinary volume 
explore different visions about dementia care 

held in the United States and in various countries 
around the globe. The authors also question the 
“one-size-fits-all” approach to dementia care and 
unpack culturally responsive and large-scale 
structural programming needed to help meet the 
unique needs of Latinxs with dementia. 
Ultimately, the chapter authors critically chal-
lenge the status quo by persuading readers to 
develop a contextualized, scientific, and sociocul-
tural understanding of Latinxs that explicitly 
underscores the heterogeneity in nationality, 
immigration, race, sexual orientation, gender, and 
political realities that exists within Latinx popula-
tions. This suggests that such “tailoring” of treat-
ments is a path to a future that provides better 
care for Latinxs with dementia and their caregiv-
ers. Indeed, many of the authors in the book 
encourage such a perspective. From incorporat-
ing culturally responsive interventions to creating 
policy options that reduce risk factors for demen-
tia, each chapter provides suggestions that can 
serve as “bridges” to the development of multi-
disciplinary approaches that, when delivered 
within an interdisciplinary system, can more spe-
cifically target the needs of Latinx patients with 
dementia as well as their families and caregivers.

The work ahead for researchers, practitioners, 
and policymakers is humbling. The road seems 
long toward developing an understanding of 
dementia among Latinxs that integrates the roles 
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of context, culture, and overlapping forms of 
historical and contemporary oppression. In fact, 
a less than optimistic perspective suggests that 
even if a “cure” were to arrive for dementia, the 
world’s healthcare systems would not be pre-
pared to meet the demands and financial costs 
associated with delivering successful treatments 
due to a lack of resources including that of per-
sonnel (Liu, Hlávka, Hillestad, & Mattke, 2017). 
However, optimists embrace a belief that devel-
oping a bold vision supported by action can 
 propel a breakthrough treatment at any time in 
the near future. Elements of intrepid visions are 
present in this book wherein the authors help the 
reader plan for just such a world. Caring for 
Latinxs with Dementia in a Globalized World: 
Behavioral and Psychosocial Treatments is a 
promising resource for clinicians, researchers, 
students, and policymakers who want to conceive 
of a world with more culturally responsive 
choices of dementia treatment for Latinxs and, 
fundamentally, more quality humane care. 
Renowned Chicana author and cultural theorist, 
Gloria E.  Anzaldúa (n.d., para. 1) once said, 
“Caminante, no hay puentes, se hacen puentes al 
andar,” which loosely translated suggests that, 

assuredly, as “travelers on a journey there are no 
bridges, only those created while walking.” Our 
conviction is that together we can materialize 
bold visions through the creation of innovative 
“bridging” actions.
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