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ABSTRACT OF THE DISSERTATION

Simultaneous Experiences of Type 2 Diabetes and Symptoms of Depression and/or Anxiety

Among Latina Women 60 and Older

Adrienne Martinez-Hollingsworth
Doctor of Philosophy in Nursing
University of California, Los Angeles, 2019

Professor MarySue V. Heilemann, Chair

Latina women over 60 years of age disproportionately suffer from type 2 diabetes and symptoms
of depression and/or anxiety. Serious declines in health outcomes and a three-fold reduction in
treatment compliance are associated with the simultaneous experience of these conditions. The
purpose of this qualitative, constructivist study, was to examine how Latina women, 60 and over,
emotionally experience diabetes using Grounded Theory methodology. The focus was on
interactions with care providers during help-seeking and the impact of intersectional identity on
experiences, values and problem-solving methods. Phone interviews were conducted with
English-speaking, Latina women, 60 years and older, diagnosed with type 2 diabetes and
experiencing symptoms of depression or anxiety (N=16). Participant data informed the creation
of a theory, titled The Secret Self~-Management Loop. This theory reflects four interconnected

categories, or phases: 1) having a negative relationship origin story; 2) doubting provider



motivation; 3) reacting to doubts about provider; and, 4) engaging in secret self-management.
These phases cumulatively reinforced participants’ lack of trust in their providers and the
medical system. In response to this lack of trust, participants employed a number of strategies
they did not disclose to their providers, including the use of traditional medicines on the advice
of lay providers and family and self-adjusting their prescribed antihyperglycemic medications.
Participants also identified their own anecdotal benchmarks for diabetes management and valued
these over diagnostic tests traditionally used by endocrinologists. Insufficient time with providers
and providers’ lack of familiarity with Latino/a/x cultural practices were primary sources of
emotional disconnection that underpinned this lack of trust. The four-phase SSML is a dynamic
and continual process that negatively influences disclosure within the patient-provider dyad and
distorts providers’ ability to adequately render care for Latina, older adult women experiencing
simultaneous diabetes and symptoms of depression and/or anxiety. These findings have clinical,
educational and research implications for nurses, physicians and other care providers working
with Latino/a/x older adults living with diabetes and symptoms of depression and/or anxiety.
Specifically, these findings illuminate the need for strategies and interventions to improve bonds

and increase disclosure within the patient-provider dyad.
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Chapter 1. Background and Significance

Type 2 Diabetes Mellitus (diabetes) is a serious, progressive illness of the endocrine
system that is linked with poor health outcomes in those who simultaneously suffer from mood
disorders (American Diabetes Association [ADA], 2018; Blay, Fillenbaum, Marinho, Andreoli &
Gastal, 2011; Echeverry, Duran, Bonds, Lee & Davidson, 2009). Among individuals with
diabetes who suffer from mental health issues, anxiety and depression occur most frequently
(Dziemidok, Makara-Studzinska, Mirostaw & Jarosz, 2011). Mood disorders, such as depression,
are more common in those suffering from chronic illness; those with diabetes are especially
plagued by mood disorders. The prevalence of depression among patients with diabetes is about
1.6-3 times higher compared to the general population (Menezes et al., 2016)

Latinos suffer from simultaneous diabetes and depression at high rates, reportedly as high
as 33% in primary care settings (Gross et al., 2005). Depression and anxiety are both highly
prevalent among Latinos and are associated with reduced ability to function (Markides & Ray,
2003) and high morbidity and mortality (Black, Markides & Ray, 2003). Black and colleagues
(2003) did a secondary analysis of longitudinal data presented by the Hispanic Established
Population for the Epidemiological Study of the Elderly (Hispanic EPESE). They examined
depression as a predictor for increased adverse health outcomes among older Mexican
Americans with diabetes and found that among a sample of 2,830 Mexican Americans aged 65
years and older, almost 23% reported having been diagnosed with depression, with a notable
increase among older women (28.6%). While men in the final (third) wave of the sample (2000-
2001) fared better than women, in terms of reporting chronic disability, men had a higher
mortality rate. The Mexican American women aged 65 years and older, in this study had a

lifetime diagnosis of major depression that was over twice that of men participants (11.5% vs.

1



5.3%). The authors suggest that this may indicate that despite higher survival rates, Latina
women, of Mexican descent, over age 65, disproportionately struggle with long-term mental
health issues compared to Mexican American men in their same age group (Black, Markides &
Ray, 2003).

Among aging cohorts in the United States [US], Latina women 65 years and older
disproportionately shoulder the human burden associated with diabetes. They suffer both in
comparison to the overall US population and directly compared to Latino men in their same age
group. In 2011, it was estimated that 35% more Latina women than Latino men had been
diagnosed with diabetes (National Health Interview Survey [NHIS], 2011). The estimated
percentage of those overall (women 65 years and older, regardless of ethnicity) who have either
been diagnosed, or have the disease but remain undiagnosed, is 25 to 30% in the US (NHIS,
2011).

In a study by Black, Ray and Markides (1999), the authors found that among Mexican
Americans over 65 years, diabetes and depression co-occur at a rate of 25% (Black, Ray &
Markides, 1999). Wassertheil-Smoller and colleagues (2014) undertook the Hispanic
Community Health Study/Study of Latinos (HCHS/SOL). This was the largest study of Latino
health ever performed to that point; the authors explored mental health help-seeking practices
and cardiovascular diseases. This longitudinal study explored these topics among 16,000 Latinos
from 2008-2011; this study also recognized and stratified participants by Latino subgroups.
Among the first and second-generation participants, diabetes increased the likelihood of
depression (Wassertheil-Smoller et al., 2014). The authors also found that women and older

individuals (which they defined as 45-65 years of age, versus participants between 18 and 45



years of age) were more likely to experience high levels of depression (Wassertheil-Smoller et
al., 2014).

While there is insufficient data on the incidence of diabetes with simultaneous depression
or anxiety among women over 65 years of age, the US is entering a period of “graying”.! The
number of Americans aged 65 and older is projected to more than double from 46 million to over
98 million by 2060 (Population Reference Bureau [PRB], 2017). Simultaneously, the aging
population is expected to become increasingly diverse in terms of ethnicity. The number of
Latinos over age 65 in the US is projected to double from 11% to 22% between 2030 and 2060
(Population Reference Bureau [PRB], 2017). This suggests that the number of Latina women
with diabetes will also increase. Since current estimates hold that 1.4 million Latinas, aged 45
and older, are living with diabetes in the US (Schiller, Lucas, & Peregoy, 2012; NHIS, 2011;
United States Department of Health and Human Services [US DHHS], 2010), a potential
increase in this population raises concerns for the future health and health care needs of Latina
seniors.

Many Latinas with diabetes do not know they are at high risk for depression. For
example, Rodriguez and colleagues (2015) explored the relationship between depression and
diabetes in research with 275 participants (mean age, 64.5 years). They found that older women
with diabetes, as well as those with obesity, widowers, and those with poor medication

compliance and blood sugar control, are more likely to be depressed. However, they also found

! The term “graying” was introduced by Michael Kernan, in his 1979 Washington Post article, in
reference to a disproportionately large cohort resulting from the “wartime babies” after World
War II (para. 4). The large number of children had by returning servicemen and their partners led
to a disproportionately large cohort; this cohort is currently approaching retirement age and will
be having an impact on social, economic and political aspects of US society.
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that one-third of study participants met criteria for depression when screened using the Beck
Depression Inventory (depression defined as a BDI score>16) but had not been diagnosed.

Some authors saw a lack of publications exploring ethnicity and gender-specific
associations between diabetes and depression/anxiety symptoms and took action. For
example, Demmer and colleagues (2015) used data from 4,283 participants from the first
National Health and Nutrition Examination Survey (NHANES 1) (CDC, 1982) and the
corresponding National Health Epidemiological Follow-Up Study (NHEFS) (locating death
certificates for deceased participants) and the Detroit Neighborhood Health Study (Aiello, 2014).
Using potential diabetes risk factors, the authors identify an increased risk for diabetes when
depression was present among women, but not among men. Potentially mediating (or
confounding) variables utilized by the authors included gender, age, education, race, and poverty
status.

The management of diabetes is of high concern, especially for aging Latinas. For
example, increased experiences of depression and anxiety were associated with worse behavioral
management of diabetes in a study of depression/anxiety and glycemic control among 492
Mexican Americans with diabetes living near the U.S.-Mexico border (Kendzor, Chen, &
Reininger, 2014). The authors found that Mexican American women participants, who are older
(over 65), and less educated (less than high school education) have worse glycemic control
compared with younger men who have more education.

The findings presented here provide crucial background information about co-occurring
depression/anxiety and diabetes. The projected increase in the population of Latina, older adult
women further emphasizes the need to understand the past record of costs endured by Latinas

with diabetes and depression or anxiety, so we can plan for the future in a generative way.
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Human and Economic Costs of Co-occurring Diabetes and Mood Disorders

Overall Human Costs
Research studies show that mental health and diabetes symptoms are significantly associated
with decreased adherence to treatment recommendations and medication compliance (de Groot,
Anderson, Freedland, Clouse & Lustman, 2001), poor glycemic control (Blay et al. 2011),
increased mortality and morbidity (Black, Markides & Ray, 2003), and a reduction in
functioning (described as disability in activities in daily living and measured by a modified Katz
Activities of Daily Living Scale’) (Black, Markides & Ray, 2003). Evidence supports a
significant risk for increased diabetic disability in the presence of depression or anxiety. For
example, people who have both a depression and diabetes have a seven times greater risk for
functional, interpersonal, or social limitations compared to people who suffer from a depression
or diabetes alone (Egede, Bishu, Walker & Dismuke, 2016). Furthermore, individuals (regardless
of ethnicity) with diabetes and depression, who suffer from poor glycemic control, are at
increased risk for further deterioration in mental health due to a heightening of depressive
symptoms (Aikens, Perkins, Lipton & Piette, 2009). Two studies (Kahl et al., 2015; Whitworth et
al., 2017) recognize increased psychological symptoms, along with worsened glycemic control
and a propensity for obesity, among participants with a history of both lifetime diabetes and
depression or anxiety.

While Wade and colleagues (2015) argue that diabetes and obesity were not associated

with short-term remission rates in individuals suffering from depression, other researchers

2 The modified version of The Katz Activity of Daily Living Scale (Katz, 1983) used by Black
and colleagues (2003) measured “walking across a small room, bathing, grooming, dressing,
eating, transferring from a bed to a chair, and using the toilet” (p. 2823).
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working at the Institute of Public Health, Pope John Paul II State School of Higher Education, in
Poland (Dziemidok, Makara-Studzinska & Jarosz, 2011) reviewed the literature published
between 2000 and 2010 and found that an oversimplified view of patients’ experiences may fail
to recognize the synergy between these disorders. This failure may lead to the exclusion of
critical individual-level factors during scholarly or scientific explorations: e.g. duration of the
disease, complications related to diabetes, as well as nuanced aspects of initial diabetes
management, from the perspective of the patient or the provider. Some authors have pointed out
that the simultaneous experience of diabetes and depression or anxiety must be understood as
more than “simple problem adding” (p. 318). These authors argue that such an approach may be
insufficient to address the complexity and synergy associated with diabetes and depression
disease processes (Dziemidok et al., 2011).

Economic Costs

Diabetes burdens an already stressed healthcare system and is tied to one-third of all California
hospital stays in patients 35 and older. A recent study by the University of California at Los
Angeles Center for Health Policy Research [UCLA CHPR] (2014) identified the financial impact
of diabetes as the primary driver of rising health care costs in the US, responsible for an
estimated $245 billion in 2012 (UCLA CHPR, 2014). Furthermore, researchers have found the
combination of diabetes with depression or anxiety to be significantly associated with higher
health costs in the US (Peyrot et al., 2008; Markowitz, Gonzalez, Wilkinson, & Safren, 2011).
Among individuals who suffer from diabetes and depression together, higher health service
usage has been identified, as well as a self-reported decrease in Quality of Life [QoL] measures
which may increase the need for costly outreach and follow-up (Atlantis, Goldney, Eckert,
Taylor, & Phillips, 2012; Atlantis, Fahey & Foster, 2014).
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Egede and colleagues (2016) explored the direct financial impact of diabetes alone versus
diabetes with depression or anxiety symptoms to estimate the difference in costs over an eight-
year span using the Medical Expenditures Panel Survey (MEPS) (Cohen, 1998). Their analysis
reveals that the annual average aggregate cost (adjusted for 2014 inflation) of depression was
estimated at $238.3 billion per year, and of diabetes was estimated at $150.1 billion per year.
However, these high costs were reduced when a dual-treatment approach was explored. The cost
of the combination of diabetes and depression treatment was $77.6 billion annually which
represented significant cost savings. The authors of the study attribute this savings to both a more
aggressive diagnostic screening model and the targeted treatment of depression in those with pre-
existing diabetes (Egede & Ellis, 2016).

Economic Realities and Stress

Latina women are at risk for increased stress due to economic insecurity. Latina women
experience the greatest wage gap of all gender/ethnicity groups compared to white, non-Latino
men (US Census Bureau, 2016a). In California, one of 20 states with the largest populations of
working Latinas, they are paid the lowest (43 cents to every dollar paid to non-Latino, White
men) (US Census Bureau, 2016a). Median wages for Latinas in the US are $31,109 annually,
approximately $26,000 less than the annual wages of white, non-Latino men (US Census Bureau,
2016a). Almost 40% of Latina-headed households live below the poverty level (US Census
Bureau, 2016a).

Within the Latino community, 56% of those over age 65 report economic instability
compared to 25% of Non-Hispanic Whites in this age group (American Association of Retired
Persons [AARP], 2011). Older Latina women disproportionately live in poverty compared to the
overall population of women (21.3% vs. 10.7%), and unemployed adults are more likely to be
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living in multi-generational households with elders (25%) compared with employed adults (16%)
(Pew Research Center [PRC], 2010). According to a report done by the PRC (2015), older
women are more likely than older men to live in a multigenerational household; in 2012, about
one-in-four Latinos had a multi-generational living situation, indicating a sharing of resources
that may impact lifestyle (AARP, 2015; Fry, 2014).

For these reasons, older Latinas may be more pre-disposed to live in areas with low-
income housing or to live among others of low socio-economic status. The financial picture
painted by the US Census Bureau indicates that personal choices made by Latina women may be
influenced by their impact on a larger family’s financial survival and resource management (US
Census Bureau [USCB], 2010); these situations may also contribute to an environment of
increased stress.

Living with stress can impact both dietary patterns and levels of physical activity among
older, Latino adults according to findings from the Boston Puerto Rican Health Study (Laugero,
Falcon, & Tucker, 2011). The focus of this study was stress, diet and activity patterns among
more than 1300 Puerto Rican participants, 45-75 years, living in the Boston, Massachusetts area.
The majority, 70% of the sample, self-identified as women. The study authors found that among
participants with diabetes, poor dietary choices (higher intake of sweets and saturated fats) are
associated with higher levels of stress. Though causal pathways are not identified in this study,
the findings emphasize the negative impact of stress on Latinos, at mid-life and older, living with
diabetes.

McCurley, Mills and Roesch (2015) describe the association of chronic stress and
diabetes risk among Latinos living in the US. By examining direct and indirect effects of stress

on 3,923 Latinos aged 18-74; the authors establish a connection between higher chronic stress
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and higher fasting glucose (standardized regression coefficient: f =.09, p <.01, HbAlc levels
B=.08, p<.01) even in the absence of the diabetes diagnosis (p. 8). Research such as this
emphasizes how important it is to enhance our ability to identify diabetes and its risk factors as
well as symptoms of depression and anxiety among all patients, especially Latina, older adult
women.

Finally, as the poverty rate of Latina, older adult women is 41.1% (compared to 16.7% of
White women) Latina women may have less incentive to retire from the workforce (Women’s
Institute for Secure Retirement, 2008). Fewer Latinas (19%) report having Social Security
benefits, retirement benefits, earnings or rental income by age 70, compared with White women
(29%), and Black women (27%) (Butrica & Smith, 2012). As such, some Latina women close to
(and beyond) retirement age may still be working to support their economic needs and those of
their families. This could expose them to increased stress during their later years. Stynen, Jansen
and Kant (2015) explored the impact of stress on the functioning of older workers, living the
Netherlands, with diabetes. They found that among 234 older, Latino workers enrolled in the
Maastricht Cohort Study (MCS) (Kant et al., 2003), over time, depression and diabetes are
positively associated with increased need for recovery time; diabetes is also negatively
associated with physical functioning.

Impact of Discrimination

Experiences of Discrimination
Historical context and individual experiences are important considerations in relation to the
experience of diabetes and depression or anxiety among Latinos. LeBron and colleagues (2014)
did a study with 157 Latinos and African Americans with diabetes and explored the interaction

of diabetes and depression or anxiety with everyday experiences of discrimination. The authors
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recognize diabetes-related distress as an important correlate in health outcomes. Among Latinos,
past experiences of discrimination are found to be significantly associated with diabetes
symptoms; although, they are not found to be significant among African Americans in the study
(LeBron & Valero, 2014).

In a follow-up exploration, LeBron and colleagues (2017) look at the REACH Detroit
study (Two Feathers et al., 2005) to compare different domains of discrimination experienced by
Latino adults living with diabetes in Detroit, MI. For this study, the authors used the Everyday
Unfair Treatment Scale (Williams et al., 1997) to explore participant-experienced discrimination
in routine encounters. The authors found that compared to immigrants (foreign-born Latinos),
US-born Latinos report more experiences of being treated with less respect; this only became
significant among immigrant participants when they had reported living in the US 10-19 years
(b=-0.79, SE=0.34, p = 0.02) (p. 53).

In a 2015 study, March and Williams explored experiences of discrimination and
depression among urban Latinos with poorly-controlled diabetes. The authors used a cross-
sectional analysis of baseline data of a randomized controlled trial (RCT) with 221 urban-
dwelling Latinos. They found that almost 60% (58.8%) of the Latino participants with diabetes
report they experience an episode of discrimination at least daily. Among other findings, those
participants who report experiencing discrimination while seeking care for their physical health
are approximately six times more likely to have a diagnosis of clinical depression than those who
do not (OR = 6.30, 95% CI= 1.10-36.03) (p. 133).

Interactions with the Healthcare System
Depression, informed by perception of poor treatment within the healthcare system, has been

shown to negatively impact glycemic control. Bassett and colleagues (2012) recruited a majority
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Latino sample of 545 individuals with poorly-controlled diabetes. They found that there is a
decrease in treatment satisfaction as depression increases. The sense of “satisfaction” (p. 2)
explored by the authors (Bassett, Adelman, Gabbay & Anel-Tiangco, 2012) and described in
terms of the 8-item Diabetes Treatment Satisfaction Questionnaire (DTSQ) (Bradley, 1994) may
reflect interactions with a complex care access system that exposes Latinos to the varying
dangers described in the literature. These dangers include: fear of deportation due to
undocumented status (Berk & Schur, 2001; Dang, Giordano & Kim, 2012), language and
literacy barriers (Dang, Giordano & Kim, 2012), transportation access issues, and a lack of
adequate sites or staffing at those sites that serve primarily minority or lower income areas
(Carillo et al., 2011).

Racial and ethnic disparities in healthcare utilization among older adults with diabetes
were also explored by Kim, Ford and Chiriboga (2012) in their study among several population
groups including non-Hispanic Whites, African Americans, Hispanics (Latinos), Asians, and
American Indians and Alaska Natives. The authors of this study used data from the 2009
California Health Interview Survey (CHIS) to explore variations in how the burden of diabetes
was experienced. The authors found that, among the 336 Latino participants aged 60 and over
who were living with diabetes, approximately half report a delay in filling prescriptions (54.9%)
and delays in receiving diabetes-specific medical care (55.9%). The authors suggest these
findings support a need for racial- and ethnic-specific interventions in an older population with
diabetes.

Potential for Under-Recognition of Co-occurring Diabetes and Depression or Anxiety

The published literature reports evidence of the potential for under-diagnosis of

depression or anxiety in the presence of diabetes. For example, findings from the previously

11



mentioned study by Rodriguez and colleagues (2015) indicate that older women with diabetes
are especially at risk for lack of appropriate diagnosis. This potential for under-diagnosis may
result from a variety of causes including non-specific diagnostic criteria. Also, difficulties in
diagnosing may result from similar/overlapping symptoms shared by both conditions.

In their exploration of barriers to disease management among depressed persons with
diabetes, Egede and Ellis (2010) note that patients exhibit disease expressions that are commonly
associated with both conditions. This includes anhedonia, fatigue, weight changes, malnutrition
(overeating, poor dietary choices), changes in sleep patterns and decreased participation in social
and physical activities. At two years, Egede and Ellis (2010) demonstrate ten-fold increased odds
of being diagnosed with diabetes in the presence of a psychological disorder; those with co-
occurring depression and anxiety have the highest incidence.

In their review of the literature exploring shared mechanisms between depression and
diabetes, Moulton, Pickup and Ismail (2015), determine that increased immune response and
inflammation are seen in both people with diabetes and those with depression and anxiety. The
authors believe that potentially shared mechanisms they observe could shed light on a biological
link between diabetes and mood disorders; though they acknowledge that the burden of a lifelong
disease may contribute to increased emotional and social pressures, thereby increasing
vulnerability to psychological disorders (Moulton et al., 2015).

Regardless of the source of the symptomatology, the literature supports timely diagnosis
(or recognition of concurrent diagnoses) and support for emotional health, which has both the
potential for improving glycemic control (Atlantis, Vogelzangs, Cashman, Penninx, 2012) and
the facilitation of chronic care self-management (Robertson, Stanley, Cully & Naik, 2012). A
study by Georgiades and colleagues (2007) recognizes the negative synergistic process
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impacting glycemic control as irreversible; this suggests early recognition of co-morbid diabetes
and mental/emotional health issues are a critical component of overall disease management
(Georgiades et al., 2007).

Unique Synergy of Diabetes and Symptoms of Depression or Anxiety

The similar presentation of symptoms shared by diabetes and depression or anxiety can
effectively mask which disease process began first. Therefore, a deeper look at the shared
symptoms can highlight the need for effective treatment of both conditions once they are
recognized. Additionally, recognition of the combined potential or synergy of symptoms may
illuminate a health-course caught in a loop of recurring and worsening problems. This could
prove catastrophic to the overall health outcomes of individuals and groups, including aging
Latinas.

In a retrospective study, Boulanger and colleagues (2009) sought to explore the impact of
co-morbid depression or anxiety on cost and resource use by patients with diabetes. The primary
complication reported by patients was a “deterioration” in their perceived quality of life, which
they claim was a result of their emotional disorders (Boulanger, Zhao, Bao, & Russell, 2009).
The literature shows that quality of life has been used throughout various studies exploring
diabetes and depression co-morbidities. Authors claim that quality of life measures provide a
more comprehensive view of patients’ lived experiences with these illnesses and therefore is
especially suited to examine late-stage or post-event (ulcer, amputation etc.) conditions as it
recognizes not only a multi-factor experience, but the synergy between these factors (Moreira,
Amancio, Brum, Vasconcelos & Nascimento, 2009; Winkley, Stahl, Chalder, Edmonds, &
Ismail, 2009). The intent of reviewing studies that explore quality of life is to demonstrate that

this comprehensive view can be further expanded using qualitative methodology that would
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allow the participants to elaborate upon the many ways their lived experiences with these
illnesses play out.

The emotional impact of diabetes is also identified in a mixed-method study by
Tanenbaum and colleagues (2013). They found that 50% of their participants who were primarily
being evaluated for depressive symptoms spontaneously identify diabetes as a contributing
factor. Participants in this study state that diabetes and depression symptoms “overlapped” (p. 6),
which authors interpret as the disease processes having a “bidirectional” influence (p. 7) (each
condition impacting the other and being impacted by the other). Diabetes is often identified by
participants in the study who had severe depression (Tanenbaum et al., 2013).

Diet and Obesity. Diet and obesity have been identified as risk factors for diabetic
outcomes; however, more recently they have also been identified as risk factors for common
emotional or mental disorders (Dipnall et al., 2015). Increased reports of poor eating habits have
been positively correlated with co-occurring anxiety and depression symptoms (Smith,
Pedneault, & Schmitz, 2016).

High blood glucose is also related to both depression and diabetes. Zanoveli and
colleagues (2016) identify unregulated, elevated blood sugar as a primary metabolic cause of
depression development, as the individual with diabetes is at greater risk for hyperglycemia due
to Beta cell disregulation and insulin resistance. This biological mechanism may shed light on
how dietary choices, in combination with biological factors, may negatively impact both
conditions. In addition to dietary hyperglycemia, this same study recognizes the obesogenic role
of some antidepressant medications; this is relevant as obesity itself is associated with increased
depression as a result of metabolic processes influencing immune response (Agarwal, Garg,
Dalal, Trivedi, Srivastava, 2016; Zanoveli, 2016).
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The published literature suggests that diabetes and depression synergistically weaken the
effects of antidepressants in individuals with pain, specifically in terms of weight gain and the
promotion of obesity (Anderson, Gott, Sayuk, Freedland, & Lustman, 2010). This has been
found to be due, in part, to altered carbohydrate metabolism, but it may also be due to how these
disorders influence behavior (including effects on exercise participation and emotional
overeating) (Anderson et al., 2010; Kokoszka, 2017).

In a study of persons with obesity, Pierce and colleagues (2016) found that anxiety,
though not depression, is associated with increased inflammatory processes, which they
attributed to higher Body Mass Index (BMI). For these reasons, some researchers have
recommended close monitoring of individuals on antidepressants who have co-occurring
diabetes. Likewise, close monitoring is needed for those who use medications such as selective
serotonin reuptake inhibitors [SSRI] not associated with an increased risk of weight gain
(Roopan & Larsen, 2016).

Sequelae of Diabetes and Depression or Anxiety and Cardiovascular Health. In a
report done by the Centers for Disease Control and Prevention [CDC], patients with diabetes are
recognized as being at increased risk for cardiovascular morbidity and mortality. Authors found
that they demonstrate an increased risk for stroke, heart disease, and death from heart disease at
double the rate of similar non-diabetic individuals (CDC, 2011). Various studies in the literature
support the treatment of diabetes and depression or anxiety to prevent or delay the onset of
cardiovascular disease (Acee & Fahs, 2012; Bruce, Davis, Dragovic, Davis, & Starkstein, 2016).
Beyond the predictive biological connection between sustained hyperglycemia on the

vasculature, there remains an additional connection between risk of negative health behaviors,
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such as inactivity (avoiding physical activity) and disordered eating that compound the issue
(Kokoszka & Santorski, 2006).

Positive Potential of Diabetes and Depression or Anxiety Treatment Synergy.
Ultimately, when synergy between diabetes and mood disorders is identified, there is the
possibility of identifying the best possible treatment options. For example, Abrahamian and
colleagues (2012) were able to recognize an improvement in both glycemic control and
depression scores (measured using the Mean Beck Depression Inventory, Beck & Beamesderfer,
1974) once anti-depressants were introduced in overweight or obese patients with both disorders
(Abrahamian, Hofmann, Kinzl, & Toplak, 2012). This may represent the treatment of depression
with antidepressant pharmaceuticals as a novel approach to improving HbA1c? levels, thereby
establishing a potential co-morbid approach to managing these complex and devastating
illnesses.

The cost-effectiveness of collaborative care for depression and diabetes together among
low-income Latinos was also examined by Hay and Katon (2012) in their randomized controlled
trial of 387, predominantly Latino (96.5%) patients with diabetes and clinically significant
depression. The authors followed the cost-effectiveness of the Multifaceted Diabetes and
Depression Program for 18+ months, and they found that the intervention group had significant
improvement in physical health (4.8%; p <0.001) and depression (43.0; p <0.001) over the

control group. However, this was done without statistically significant differences in cost. This

3 The hemoglobin Alc (HbAlc) test measures glucose overtime via providing the average
measure of blood glucose over 2-3 months (American Assoc. of Clinical Chemistry, 2015).
Retrieved from: https://labtestsonline.org/understanding/analytes/alc/tab/test/
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indicates that the dual management of diabetes and depression among low-income Latinos may
not be particularly cost-effective, but it is not costlier than treating the two disorders separately.
Current Approach to Diabetes and Depression or Anxiety Management in Latino
Populations
Pervasive Impact of the Health Belief Model
The pervasive use of a theoretical approach that supports the Health Belief Model (Eisen et al.,
1992) may be problematic, according to critics. That is, the use of this model is evident in a body
of studies exploring diabetes and co-occurring mood disorders; however, these studies promote
statistically significant findings that lack clinical significance. Other studies using this model that
lack continuity or demonstrate clinical significance over only a very short period of time (4-6
months) are also in the literature (Baig, 2015; Bautista, 2013). The Health Belief Model
describes how people perceive the seriousness of the consequences of their health decisions
(Eisen et al., 1992). Within the model, an individual’s understanding of the consequences of their
actions is seen as an avenue for their adopting more positive behaviors, given an education or
deeper understanding of their situation. However, this model may not be helpfully applied to
Latinas living with a chronic illness and mental health concerns. For example, in their review of
the literature (spanning articles published between 1990-2005) on what factors impact physical
activity among Latina women, Keller and Fleury (2006) demonstrated that Latina women are
aware of what practices might prevent or slow the progression of diabetes, but that this
knowledge did not change their health behaviors or positively impact compliance rates. The
authors suggest a deeper look at social and familial context that surrounds decision-making in

this group, as well as their understanding of self-efficacy.
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This approach might include explorations into the use of community health workers (or
promotoras, lay health workers) (Wagner, & Bermudez-Millan, 2016), an emphasis on self-
management (Wang, & Lemon, 2014) or a closer look at Latino cultural beliefs surrounding
diabetes etiology and its connection to mental health (Concha, Mezuk, & Duran, 2015).
Forward Movements in the Literature: Acknowledgement of Bidirectionality & Context

The overt examination of the bidirectional nature of diabetes with concurrent depression
or anxiety (as opposed to the secondary recognition of mood disorder as an expected result of
living with a chronic illness) has emerged as a major trend in recent literature (Fisher, Chan,
Nan, Sartorius, & Oldenburg, 2012; Nguyen, Green, & Enguidanos, 2015; Rosland & Kieffer,
2015; Wu & Jin, 2014). A more nuanced understanding of the impact of variations in nationality
(as well as rural versus urban status) on experiences of these diseases has also been sought by
researchers. Recent publications have endeavored to identify and exploit variations in
participants’ understanding of and encounters with these complicated disease processes and,
hopefully, improve our current treatment approaches (Lara Mufioz, Jacobs, Escamilla, &
Mendenhall, 2014; Hawkins & Watkins, 2016).

Qualitative Explorations about Latinos Living with Diabetes

Within the past decade, qualitative literature has explored the beliefs some Latinos have about
their diabetes etiology and their perspectives on how emotions can either create or exacerbate
diabetes symptoms (Coronado et al. 2004; Hu, Amirehsani, Wallace, & Letvak, 2013; Jeweski &
Poss, 2002; Lemley & Spies, 2013; Long et al., 2012). In particular, the studies have revealed a
recurrent idea among participants that stress, trauma, or anxiety can leave a person in a
vulnerable state from which diabetes may result (Coronado, Thompson, Tejeda, & Godina,

2004). These explorations have been primarily conducted among Latino populations that are
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almost exclusively recent immigrants, at midlife (50s) and younger, Spanish-speaking, and of
low income or recruited from free or low-cost community clinics.

The Latino population in the US is growing, but it is also changing. In 2015, the Latino
population in the US was 56.5 million (PRB, 2015) and is estimated to grow to 107 million by
2065; the current number of US-born Latinos is 37.1 million (PRB, 2015). Between 1980 and
2000, immigration drove population growth among Latinos in the US (PRB, 2015). Since 2000,
birth has been the primary driver, while the number of foreign-born Latino immigrants has
decreased from its peak in 2007 (50%) to 34.4% in 2015 (PRC, 2015).

According to the Pew Research Center, a direct result of the increased US births among
the Latino population has been an increase in the number of people who report they speak
English “very well” (nearly 70%) (PRC, 2015). English proficiency among US-born Latinos has
risen to nearly 90% (up from about 70% in 1980), while there has been little change in
proficiency among foreign-born Latinos (34.6%) in that same time period (PRC, 2015).

Rates of college enrollment (including undergraduate, graduate and professional schools)
among US-born Latinos (38.6%) exceeds rates among foreign-born Latinos (26.4%) (PRC,
2015). Greater educational attainment may indicate increased lifetime earning potential and may
have resounding impacts on the way Latinos manage and experience their diabetes diagnoses.
These demographic changes, and the growing number of Latinos entering retirement age (PRC,
2017), support the need for scholarly explorations into the experiences of the growing,
economically-diverse, English-speaking, population of US-born Latinos over 60.

Qualitative research, in particular, holds promise for providing insight that can enhance
understanding of English-speaking Latina patients’ experiences and needs so that proper

interventions can be developed and tested. Therefore, the next chapter will provide a review of
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the qualitative literature related to English-speaking Latinas, diabetes, and co-occurring mood
disorders.

This will further support the Specific Aims of this dissertation which are as follows:
1) To use Grounded Theory methodology to explore and describe the experience of English-
speaking Latina women, 60 years and older, diagnosed with type 2 diabetes and depression or
anxiety symptoms;
2) To explore and describe barriers and facilitators faced by these women, including any
potential impact of intersectionality; and,
3) To develop a data-driven theory or theoretical conceptualizations of how diabetes and

depression or anxiety symptoms are experienced by Latina women 60 years of age and older.
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Chapter 2: Literature Review
Qualitative Research on the Experience of Latinos Living with Diabetes and
Depression and/or Anxiety Symptoms

The growing body of evidence supporting the synergy between diabetes and symptoms of
depression or anxiety does not sufficiently explain the disproportionate rates of morbidity and
mortality found among Latinos in the United States (U.S.). The U.S. Latino population is both
more likely to experience these co-occurring disorders and also more likely to encounter
disparities in accessing care for their physical or mental health issues than non-Latino Whites
(Alcala, Chen, Langellier, Roby & Ortega, 2017; Nelson, Institute of Medicine [IOM], 2003;
Ortega, Fang, Perez, Rizzo, Carter-Pokras, Wallace, & Gelberg, 2007) This poor access and
utilization is especially true of Latinos who are uninsured or foreign-born (Alcala, Albert,
Trabanino, Garcia, Glik, Prelip & Ortega, 2016).

Broad population-based studies conducted in the late 1990s and early 2000s began to
investigate diabetes with symptoms of depression or anxiety among Latinos (Fisher, Chesla,
Mullan, Skaff & Kanter, 2001; Pineda Olvera, Stewart, Galindo & Stephens, 2007; Wagner,
Tsimikas, Abbott, de Groot & Heapy, 2007). However, the growing magnitude of this
phenomenon requires inquiry that goes beyond awareness of the incidence and prevalence of
diabetes with symptoms of depression or anxiety among Latinos, to a deeper understanding of
how Latinos, as individual people, are experiencing these diseases and what it means to them.
Qualitative investigations hold promise to bring such insight. Thus, the goal of this literature
review is to examine published qualitative research about the experiences of Latino individuals

living with diabetes and symptoms of depression or anxiety.
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Methods for Reviewing the Qualitative Literature
Qualitative (and mixed-method) studies were identified using specific keywords on
PubMed, CINHaL Plus, and PsychINFO. They included “diabetes” and “Latinos or Hispanic”

19

and “mood disorder or depression or anxiety” and “‘susto’, ‘coraje' or ‘nervios”. The search
spanned the years of 2007-2019. However, due to a paucity of qualitative, peer-reviewed papers
on this subject, papers published more than ten years prior to this examination were included.
Additional pertinent studies were identified in reference lists of retrieved papers and included in
this review.

Studies were included if they involved Latino individuals of any age diagnosed with type
2 diabetes and at least one of the following: a co-occurring diagnosis of mood disorder, the
presence of mood disorder symptoms in the absence of a diagnosis (often in terms of certain
culture-bound illnesses with presentations similar to that of depression or anxiety), a treatment
regimen including a medication or intervention that is an established treatment for mood
disorder, or a non-traditional intervention intended to treat a mood disorder. Articles were
included if the primarily focused on the personal experience of diabetes. All articles were
published in peer-reviewed English-language journals. Articles providing a detailed account of
the creation or adaptation of diabetes education or intervention programs were excluded. A Table
of Evidence (TOE) was created summarizing details of final study selection; elements of the

table include study purpose, sample and setting, methods utilized, results and discussion with

limitations identified (ATTACHMENT A. Table of Evidence).
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Results of the Literature Reviews
The initial search resulted in 31 articles addressing either diabetes, mood disorders or co-
occurring diabetes and mood disorders among Latino men or women or among other persons of
color (Figure 1. Article Selection Process).

Figure 1. Article Selection Process

Quantitative Methodology: ) )
3 Articles Excluded — Diabetes in the Absence of a
Mood Disorder:
5 Articles Excluded
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3 Article Excluded Diabetes Risk:
1 Article Excluded
Diabetes Home Remedies:
1 Article Excluded = Position Paper:
1 Article Excluded
Potential Duplication:
3 Articles Excluded .
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Studies employed a variety of qualitative, and mixed methodologies. Articles obtained
via this search were sorted and reviewed for appropriateness. Excluded articles addressed the
following topics: diabetes among Latino men and women in the absence of a mood disorder
(five), depression in the absence of a diabetes diagnosis in Latino community (three),
comparative gestational diabetes risk among women of color [WoC] and Caucasian women
(one), and traditional home remedies used by Mexican American women to treat diabetes
symptoms (one). Additionally, one position paper addressing research issues facing U.S.
Hispanics with mental disorders was excluded. Finally, three articles were excluded due to
potential for over-representation of findings; these articles presented the same study results
across multiple journals. Final article selection included 14 studies employing qualitative and/or
mixed methods.

A second literature search was performed, using the methods described above, to update
this review reflecting the time period that had elapsed between the initial proposal and the
completion of this study. This second review resulted in the identification of 16 additional
articles; however, while 16 of these studies addressed the co-occurrence of diabetes and
depression or anxiety symptoms (either explicitly or via the availability of this data as a small
part of the overall content) only two focused on Latina older adults as the population of interest
(Cardenas et al., 2017; Reyes, Tripp-Reimer, Parker, Muller & Laroche, 2017).

The first of these two studies was a quantitative study using a patient health questionnaire
to explore the connection between depression and metabolic syndrome among Latinos 60 and
over but did not include qualitative data (Cardenas et al., 2017). The second was a descriptive,
qualitative study using focus groups to examine foundations of diabetes self-management

strategies among women up to 88 years of age, and therefore theoretically suitable for inclusion
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(Reyes, Tripp-Reimer, Parker, Muller & Laroche, 2017). Unfortunately, only 4 out of 44
participants (~9%) in this study self-identified as Latino/Hispanic. Among the oldest age group
represented (Mean age 56.5 years) only two individuals were interviewed; the gender of these
individuals was not available. Given the small number of participants, and the mean age of
participants falling under the established inclusion criteria for the overall study, data from this
article has not been included as it is in agreement with findings from the initial search (see

Figure 2. Inclusion of Secondary Literature Search Process).

Figure 2. Inclusion of Secondary Literature Search Process
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Of the remaining articles, one study using ethnographic methods did not specify the age
range of participants (Andrews, 2018). Six of these articles looked exclusively at depression
and/or anxiety associated with gestational diabetes and the peri-natal period among Latina
women of childbearing age (Abujaradeh, Peterson-Burch, Olshansky, Montgomery & Charron-
Prochownik, 2018; de Baca, Wojcicki, Epel & Adler, 2018; Gilbert, Gross, Lanzi, Quansah,
Puder & Horsch, 2019; Lara-Cinisomo, D’ Anna-Hernandez, Fujimoto & Pedersen, 2018; Lara-
Cinisomo, Swinford, Massey & Hardt, 2018; Urizar Jr, Yim, Kofman, Tilka, Miller, Freche &
Johnson, 2018).

Themes in the Literature
Upon review of the literature, three primary themes emerged that described participants’

beliefs surrounding the source(s) of their disease(s), how they sought help and experienced
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barriers to help-seeking, and how they engaged in self-treatment while navigating provider
interactions. These themes were: 1) Challenging Explanatory Models while Maintaining
Traditional Beliefs, 2) Negotiating Treatment Barriers while Help-Seeking, and, 3) Recognizing
and Responding to Gaps in Care (Figure 3. Primary Themes from the Literature).

Figure 3. Primary Themes from the Literature

Challenging Explanatory + Combining Biomedical & Folk Medicine
Models while Maintaining Perspectives
Traditional Beliefs * Illness as a Response to Extreme Feelings

NegotiatingTreatment * Impact of Stigma and Social Stressors
Barriers while Help- * Gender Differences in the Diabetes Experience
Seeking » Mistrust of Medications

* Leveraging Traditional knowledge of Complementary
and Alternative Medicine

* Feeling Disconnected while Desiring a Connection
with Providers

Recognizing and
Responding to Gaps in
Care

Within Challenging Explanatory Models while Maintaining Traditional Beliefs, we will
review how participants combined biomedical and folk medicine perspectives to make sense of
their diagnoses; we will also explore their views on illness as a response to extreme feelings or
emotional circumstances. In Negotiating Treatment Barriers while Help-Seeking we will explore
participants’ experiences of stigma and social stressors and how they informed their negotiation
of their illness, as well as how gender and mistrust of medications prescribed for both their
diabetes and their depression or anxiety symptoms could impact their daily behaviors. Finally, in
Recognizing and Responding to Gaps in Care, we will consider how participants leveraged their
traditional knowledge of complementary and alternative medicines (CAM) while they addressed
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feelings of disconnection or lack of understanding from their healthcare providers.

Challenging Explanatory Models while Maintaining Traditional Beliefs

Participants described Latino folk medicine beliefs in 10 of the 14 studies. In five of the studies,
participant perspectives favored the power of the mind/body connection, over a biological source
of disease. Their views revealed an active synthesis of traditional beliefs from Latino culture
(primarily Mexican, and Mexican American) and a biomedical focus (genetic predisposition and
lifestyle choices) supported by their healthcare provider (Cabassa, Hansen, Palinkas and Ell,
2008; Cherrington, Ayala, Sleath & Corbie-Smith, 2006; Concha, Mayer, Mezuk & Avula, 2016;
Coronado, Thompson, Tejeda, & Godina, 2004; Jeweski & Poss, 2002). In the remaining five
studies, participants viewed the development of physical illness in themselves and others as a
response to a variety of extreme feelings or as a reaction to unexpected and emotionally-
traumatic occurrences, such as a car crash or the theft of personal items (Coronado et al. 2004;
Hu, Amirehsani, Wallace and Letvak, 2013; Jeweski & Poss, 2002; Lemley & Spies, 2013;
Long, Sowell, Bairan, Holtz, Curtis, & Fogarty, 2012).

Combining Biomedical and Folk Medicine Perspectives

Participants in five studies identified a number of underlying causes that they associated with
their diabetes diagnosis. Participants recalled their physicians’ explanations of diabetes as
reflecting the Western biomedical model* while incorporating this knowledge with their own

persistent beliefs in folk medicine (Cabassa, Hansen, Palinkas and Ell, 2008; Cherrington, Ayala,

4 “A conceptual model of illness that excludes psychological and social factors and includes only
biologic factors in an attempt to understand a person's medical illness or disorder” (Farlex
Partner Medical Dictionary, 2012).
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Sleath & Corbie-Smith, 2006; Concha, Mayer, Mezuk & Avula, 2016; Coronado, Thompson,
Tejeda, & Godina, 2004; Jeweski & Poss, 2002).

In their descriptive qualitative study, using Grounded Theory techniques, Jeweski and
Poss (2002) sought to explore explanatory models of diabetes among 22 Spanish-Speaking
Mexican Americans with type 2 diabetes. They described a sort of etiological syncretism, in
which cultural explanations took precedent. Using individual participant interviews and focus
groups facilitated in Spanish, the authors described participants’ beliefs in the influence of susto
(Spanish: extreme fright) in combination with an acknowledgement of potential biomedical
causes of diabetes such as obesity, genetic factors, and lifestyle.> However, participant data
revealed a questioning of the validity of physician-supported biomedical causes, specifically the
impact of obesity on the development of diabetes. In particular, participants believed obesity to
be a sign of robustness and health (Jeweski & Poss, 2002), rejecting the condition as potentially
increasing the risk of developing diabetes.

Similar findings were revealed in a qualitative study undertaken in Washington state by

Coronado, Thompson, Tejeda and Godina (2004). The authors sought to explore beliefs

s The most recent, updated 5™ Edition of the American Psychiatric Association (APA) Diagnostic
and Statistical Manual of Mental Disorders (DSM) (2013) has expanded what had been
previously described as “Culture Bound Syndromes” (aka "folk illnesses”) in prior editions.
These syndromes manifest as behaviors, or groups of behaviors, seen as abnormal and for whom
interpretations are influenced by “local cultural factors” (pp. 898, APA DSM-4, 1994). The most
recent edition of the DSM-5 has replaced these “Culture Bound Syndromes” with “Cultural
Concepts of Distress” (pp. 758-759, APA DSM-5, 2013) which include cultural syndromes,
idioms, explanations and perceived causes of distress. Of the original list of 25 “Culture Bound
Syndromes” identified in the 4" Edition Text Revision of the DSM (2000) ten have been
included in the list updated for the DSM-5 (2013). Terms identified with Latino/Hispanic
populations in Latin America and the US included: ‘ataque de nervios’ (nervous breakdown),
‘nervios’ (nerves/anxiety), and ‘susto’ (extreme fright) (DSM-5, 2013) (see also Figure 3) (APA,
2013).
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surrounding the impact of emotion on the development of diabetes among 42 Mexican American
adults with this diagnosis. Using focus groups, facilitated in Spanish, Coronado, and

colleagues (2004) documented participants’ refutation of the biomedical explanation they had
received from healthcare providers; despite being told specifically there was a hereditary link,
participants credited their condition to susto. In this study, participants believed that any strong
emotion, positive or negative, could result in an increased susceptibility for the development of
diabetes.

A 2008 study by Cabassa, Hansen, Palinkas, and Ell explicitly investigated the
connection between explanatory models of both diabetes and depression among 19 Latino adults.
The sample was a subset of a randomized controlled trial determining the efficacy of a
multifaceted depression and diabetes program for Latinos. Study participants, largely individuals
with moderate to severe depression, not only used the term, nervios, to reflect physical
symptoms of depression (headache, exhaustion, muscle aches, angina) and anxiety (fight or
flight impulse, rapid heart rate and shortness of breath), but they viewed this experience of
nervios as explicitly connected to or precipitated by their diabetes diagnosis (Cabassa et al.,
2008).

Cherrington, Ayala, Sleath and Corbie-Smith (2006) explored attitudes and beliefs about
depression and diabetes in a study with 45 Latino adults with diabetes. The authors used eight
90-minute focus groups to explore diabetes management, barriers, help-seeking, and
participants’ perceptions of their own control over their disease(s). Cherrington and colleagues
found that participants felt they could pinpoint the exact moment they acquired diabetes in
relation to a stressful event, accident or “strong emotion” (p. 608). The authors identified what

they described as a “bidirectional relationship” (p. 607) between emotions and diabetes. Most of
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their study participants believed not only that an “emotional experience” (p.607) caused their
diabetes, but that the stress of coping with diabetes could cause depression, thereby exacerbating
both conditions and resulting in an ever-reduced ability to participate in self-management
behaviors.

In their 2016 qualitative study with 45 predominantly Spanish-Speaking, Mexican
American adults diagnosed with diabetes, Concha, Mayer, Mezuk, and Avula used semi-
structured focus groups to identify attitudes and beliefs about depression within this group. They
found a combination of participant-identified diabetes etiologies that incorporated both
biomedical causes (behavior, heredity, diet) and folk medicine beliefs that described an
emotional or mental source of the disease (stress, worry, family issues). The authors claimed
their findings called for physicians to initiate discussions with their patients about perceptions of
disease etiology in the hopes of bridging the two perspectives in the future. Furthermore, the
authors determined that there was a need for physicians to directly question their patients’
beliefs. They asserted that their study participants were supportive of such questioning from a
physician, believing it might improve their relationships with their doctors (Concha et al., 2016).

Illness as a Response to Extreme Feelings. Participants in five studies directly
identified cultural syndromes (see Appendix A: Culture-bound Syndromes) as being either the
cause or result, of their diabetes diagnosis (Coronado et al. 2004; Hu, Amirehsani, Wallace and
Letvak, 2013; Jeweski and Poss, 2002; Lemley and Spies, 2013; Long, Sowell, Bairan, Holtz,
Curtis and Fogarty, 2012). The terms susto (Spanish: extreme fright), coraje (Spanish: extreme
anger) and tristeza (Spanish: sadness/depression) were used by participants in two studies
including Coronado and colleague’s 2004 qualitative study of perceptions of diabetes

development among 42 Spanish speaking, Mexican American adults with diabetes and in
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Lemley and Spies’ (2013) case study describing the health beliefs of a single Spanish-speaking,
Mexican, immigrant woman with Type 2 diabetes. In both studies, these terms were used by
participants to identify illness or disease not explainable by biological medicine. These terms
seemed to reflect participants’ sense of holistic health that recognizes the impact of emotional,
spiritual, and mental wellbeing on physical health.

In their 2012 study, Long, Sowell, Bairan, Holtz, Curtis, and Fogarty (2012) explored
health-related beliefs across four Latino subgroups (Mexican, Guatemalan [Mayan], Columbian,
and Puerto Rican). This exploration used focus groups composed of five to seven individuals,
aged 19-65, who had either been diagnosed with diabetes or knew of someone diagnosed with
diabetes. Prior to the focus groups, participants completed a questionnaire exploring their top
health concerns, their perceptions of barriers to care, and their preferences regarding the
acquisition of health knowledge. Participants reported the belief that “health has a spiritual
component, not just a physical part” (p.137). These findings correspond to a qualitative study
exploring barriers to diabetes self-management by Hu, Amirehsani, Wallace, and Letvak (2013).
Results from focus groups conducted in Spanish with 36 Latino immigrants with diabetes, and
37 of their family members, revealed participants’ beliefs in an explicit mind-body connection
explaining emotional manifestations of diabetes symptoms. They described diabetes “suffering”
(p. 497) in terms of both the physical and emotional self, with an emphasis on their experiences
of anhedonia, depressed mood, despairing and social withdrawal (Hu et al., 2013). Participants
from the study by Long and colleagues (2012) also reported the belief that emotional or mental
stress could contribute to illness; in particular, having witnessed a violent incident (similar to

descriptions of ‘susto’) was seen as increasing risk for illnesses such as diabetes.
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In their case study exploring traditional beliefs and practices among Mexican American
immigrants with diabetes, Lemley and Spies (2013) examined the perspective of a 43-year-old,
Spanish-speaking, immigrant woman with diabetes. They translated the term susto as “fright” (p.
186) and described the condition as being related to a specific episode or incident of an
emotional nature, prompting extreme fear or distress in the individual, such as witnessing an
accident or tragedy. Interestingly, the authors noted that this event may also be a financial
incident or related to a relationship complication. Susto was identified by the participant as being
the cause of diabetes or as leaving the body physically compromised in a way that supported the
acquisition of diabetes. In this case study, the authors described susto as a physical manifestation
of the “vital force” (p. 186) or soul’s departure from the physical body when the spirit
determines that the physical self is rendered “unsafe” (Lemley & Spies, 2013, p.186).

Participants in Jeweski and Poss' (2002) qualitative descriptive study were 22 Spanish-
speaking, Mexican American adults with diabetes, recruited from clinics in El Paso, Texas. They
described susto as being unavoidable, or a result of powerlessness. Susto was not a medical
condition in and of itself according to participants, but a situation for which there was no specific
remedy after the frightening or stressful event had occurred (Jeweski & Poss, 2002). In this
study, participants identified these frightening, stressful, unanticipated events as the cause of not
only the initial diagnosis of diabetes, but as an ongoing threat to their blood sugar. Any
subsequent emotionally traumatic or angering event was perceived as being capable of causing
their blood sugar to rise. They viewed the encountering of such situations as “unavoidable” (p.
848) and believed that the time period between witnessing or experiencing a traumatic event and
the acquisition of diabetes could vary (Jeweski & Poss, 2002).

Participants in Coronado, Thompson, Tejeda, and Godina’s (2004) study of attitudes and
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beliefs included 42 Mexican Americans adults with diabetes living in Washington state. They
reported that intense anger or coraje, alone or in combination with susto (p. 581) were perceived
by participants as precipitating factors of diabetes. In this qualitative study using focus groups,
the authors also described participants’ beliefs that stressful events or environments that caused
anger, including persistent hunger due to food insecurity, “having a poor diet” (p. 583), or having
an alcoholic spouse (p. 580) could contribute to diabetes. Participants in this same study
recognized any strong emotional experience, including gusto (extreme joy) (p. 582), as
potentially leaving a person vulnerable to diabetes (Coronado et al. 2004).
Help-Seeking and Negotiating Treatment Barriers
Participants in nine studies described barriers to help-seeking. These experiences fell into three
groups: 1) inhibition from help-seeking; treatment due to the impact of stigma; and social
stressors (Adams, 2003; Caban et al., 2008; Cherrington et al., 2006; Coronado et al. 2004;
Jeweski & Poss, 2002; Long et al., 2012; Weiler & Crist, 2009); 2) gender differences in the
diabetes experience among Latinos/as (Caban et al., 2008; Cherrington et al., 2006); and 3) the
culturally-informed participant mistrust of medications (Cabassa et al., 2008; Poss, Jezewski, &
Stuart, 2003) including persistent beliefs that insulin could promote organ damage and fears
about the potentially addictive properties of psychotropic medications.

Impact of Stigma and Social Stressors. The studies by Cherrington and colleagues
(2006) and Jeweski and Poss (2002) identified family involvement, social support and group-
based decision-making as having the potential for positive and/or negative effects on diabetes
and mental health outcomes. When the Cherrington research team (2006) asked a sample of 45
Latino adults with diabetes about the emotional impact of family support, participants noted that

being supported was connected to feeling “understood” (p. 608) by family members. Some
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expressed the idea that suffering from diabetes is a solo experience and can stimulate feelings of
being “alone” (p. 608) in the struggle, while others reported fears of leaving others (including
children) alone if their own disease progressed (Cherrington et al., 2006). Among participants in
this study, family was seen as the most significant external factor impacting the relationship
between emotions and diabetes. Participants further suggested that families’ responses to
diabetes could be informed by a prior history of having observed the consequences and negative
outcomes of diabetes in others close to them. Some participants reported a family history of
immediate family members who had died of diabetes and feared that this would predict their
health future (Cherrington et al., 2006).

Participants expressed a sense of responsibility for others in Jeweski and Poss’ (2002)
study as well. In their individual interviews and focus groups with 25 primarily Spanish-
speaking, Mexican American men and women in El Paso, Texas, the authors reported how
participants felt “shame” (p. 854) when they perceived that their own health could overshadow
the needs of the family. While most participants reported an overall willingness to discuss
diabetes with their families and preferred to make healthcare decisions in consultation with their
family group, some hesitated to discuss the initial diagnosis and delayed telling others about their
situation. Participants in this study reported that they gained an “advantage” (p. 854) or
experienced positive social results after disclosing their diagnosis to friends and family. Some
felt their diagnosis allowed them to give advice to others about diabetes self-care and a few
reported using their glucometers to test the blood glucose level of others (Jeweski & Poss, 2002).

Diagnosis and disclosure were not seen as positive experiences by participants in two
studies (Weiler & Crist, 2009; Adams, 2003). Adams (2003) explored the meaning of diabetes
among 13 Latina women, between the ages of 18 and 65. The sample was of predominantly
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Puerto Rican heritage and they were recruited from a community health clinic in New England.
In contrast, Weiler and Crist (2009) sought to explore socio-cultural influences and the social
context of living with diabetes among 10 migrant Latino adults, between the ages of 45 and 65,
living in Arizona with diabetes. While these studies were performed in two different regions of
the country (New England vs. the Southwest) and with two different and distinct Latino
populations (Puerto Rican participants vs. primarily Mexican immigrant participants) they
reported similar experiences. Participants in the Weiler and Christ study reported feelings of guilt
or becoming a burden (p. 288), and for some participants in both Adams’ (2003) study and
Weiler & Crist’s (2009) study, support from nuclear and extended family came with a sense of
being under constant surveillance. This resulted in the participants’ feeling as though their daily
choices and behaviors were closely scrutinized (Weiler & Crist’s, 2009, p. 289), or their
conditions gave others the opportunity to infantilize, micro-manage or question them, which the
Adams (2003) study summed-up as “Life under a magnifying glass” (p. 262). One participant in
Adams’ (2003) study described this as feeling like a “loss of identity” (p. 257). Returning to the
study by Caban and colleagues (2008), the authors noted a participant described this type of
close watching and the constant scrutiny of others as “intrusive” (p 124.)

Participants associated a diabetes diagnosis with the inability of the individual to function
normally as they did before the diagnosis. Participants in studies previously mentioned (Cabassa
et al., 2008; Jeweski & Poss, 2002; Weiler & Crist, 2009) reported a connection between this
loss of functioning (due to illness) and a subsequent perception (by others) that they were less
able to perform in their expected family role. In their 2009 Grounded Theory study of diabetes
self-management among ten Latinos aged 46-65, Weiler and Crist described stigma associated

with physical illness. Fears of rejection, judgement or being criticized publicly by others in their
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social group were concerns expressed by participants in relation to their diabetes diagnosis. The
authors reported that the “emotional devastation” (p. 289) of the diagnosis could prompt feelings
of shame, humiliation or embarrassment and occasionally resulted in a denial or rejection of the
diagnosis. Participants described diabetes as “shameful” (p. 289) and something to be “concealed
from family and community members” (p. 289) as it prevented the individual from performing
for the benefit of the family in ways they had previously been able. A participant in this study
termed this concept “family first” (p. 289) meaning the person with diabetes should first consider
the impact their illness (or limitations) on their larger family unit, and how this might cause them
to fail at what Weiler and Crist (2009) described as their “sociocultural expectations” (p. 289).
Participants reported that such anticipated limitations could be compounded by what
Cabassa, Hansen, Palinkas and Ell (2008) described as the ‘social dimensions’ of diabetes. The
authors acknowledged the pressures of the cultural and socio-economic disparities faced by
Latinos in America as they were described by the 32 Spanish-speaking Hispanic adults, who had
received past treatment for depression that participated in their focus groups and in-depth
interviews. Participants were questioned about explanatory models and treatment experiences of
diabetes and depression, and they elaborated about how these day-to-day realities impacted their
mental health. Such stressors were mentioned across 4 of the articles and included economic or
employment insecurity (Cabassa, Hansen, Palinkas & Ell, 2008; Coronado, Thompson, Tejeda,
& Godina, 2004; Jeweski & Poss, 2002), marital discord, up to and including issues of violence,
domestic violence and divorce (Caban, Walker, Sanchez, & Mera, 2008; Cabassa, Hansen,
Palinkas & Ell, 2008; Coronado, Thompson, Tejeda, & Godina, 2004; Long et al. 2012), and

caregiver burdens related both to participant loss of functioning and subsequent inability to
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perform in their expected family role (Cabassa, Hansen, Palinkas, & Ell, 2008; Jeweski & Poss,
2002; Weiler & Crist, 2009).

Gender Differences in the Diabetes Experience. In the study by Caban and colleagues
(2008), authors facilitated seven focus groups of 37 urban Latino adults, living with diabetes in
the Bronx, New York, to examine previously unrecognized perspectives on life with diabetes.
Groups were conducted in Spanish and English and participants were divided by gender; four
groups with women and three groups with men were held. Latinas in both the English and
Spanish-speaking, all-women focus groups discussed depression and emotional overeating and
willingness to disclose their diabetes diagnosis to others (p. 124) whereas the men in the English-
Speaking focus groups reported they felt “lonely and isolated” (p.124) and preferred to not
disclose their diagnosis to others. Latino English and Spanish-speaking men in this study placed
less emphasis on spiritual beliefs than women in the study and were more likely to report social
support from spouses and extended family. English and Spanish-speaking men in the study
reported such support often felt intrusive, whereas the English and Spanish-speaking women in
the study reported they did not feel they received much encouragement from their social support
system, often feeling that others believed their symptoms were “invented” or attention-seeking
(p. 124). Participants of both genders reported fears that their spouse would leave or divorce
them if their diagnosis became known. Participants in this study also reported that this had
occurred, and they felt they had gotten a divorce due to their diabetes diagnosis. While both men
and women in the study noted sexual implications of diabetes as a factor in their relationships,
women reported changing feelings about their bodies and decreased libido, while men focused

primarily on impotence.
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Gender differences were also noted by Cherrington and colleagues (2006); the authors
found that women in their study reported feeling unsupported by their family and friends and
were able to describe an explicit connection between their mood and their blood sugar control.
In contrast, men in 