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ABSTRACT 

Social scientists routinely employ sociodeinographic variables such as race, 

ethnicity, and sex as independent variables in their research. These "social address" 

variables typically stand in, either explicitly or implicitly, forthe more explanatory 

variables believed to underlie them. For instance, race and ethnicity often serve merely 

as proxies for the values, beliefs, and behaviors (i.e. culture) that are assumed to correlate 

with them. 

"Unpacking" proxy variables—directly measuring the variables believed to 

underlie them—can provide a more reliable and more interpretable way of looking at 

group differences in patterns of illness, service use, and outcomes. The present study 

examines the factors hypothesized to underlie ethnicity as it relates to adaptation to, and 

outcomes o^ managing type H diabetes in a veteran population. 

Two instruments were developed to measure seven domains believed to correlate 

with ethnicity: economic marginality, domestic and family workload, domestic help, 

family relations, saliency of religion, proactive response to illness, and negative impact of 

illness. It was hypothesized that these domains would have an impact on the relationship 

with health care provider, severity of illness, utilization of urgent health care services, 

and quality of life. 

Twelve Anglo veterans and 16 Hisparvic veterans with type II diabetes were 

interviewed using the semi-structured Ecocultural Veteran Interview (EVI). These 

veterans, and an additional 17 Anglo veterans and 10 Hispanic veterans, also received a 

self-report instrument modeled after the EVI, the Ecocultural Veteran Self-Report 
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(EVSR). Multitrait-Multimethod analyses were used to compare the reliability and 

validity of the two instruments. Sequential hierarchical general linear models were used 

to assess the utility of the measures in accounting for variance in the outcome measures. 

Results indicate that the EVSR. taps into the same domains as the more resource-

intensive EVI. Furthermore, the domains are correlated with self-reported ethnic 

identification. These domains directly predict the relationship with provider, utilization of 

urgent health care services and quality of life. In addition, the dotnains interact with 

patient characteristics to predict severity of illness. The evidence from this study 

suggests that research focusing on improving the measurement of ecoculturai variables in 

health services research is likely to be fhiitflil. 
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CHAPTER 1: THE USE OF PROXY VARIABLES IN SOCIAL 

SCIENCE RESEARCH 

Social scientists routinely employ sociodemographic variables such as race, 

ethnicity, sex, education, and rural residence as independent variables in their research/ 

For example, comprehensive reviews of three journals (the American Journal of 

Epidemiology, 1921-1990; American Journal of Public Health, 1980-1989; and Health 

Services Research, 1966-1990) reveal that 50-65% of the studies contained references to 

the constructs of race or ethnicity (Ahdieh &Hahn, 1996; Jones, LaVeist, & Lillie-

Blanton, 1991; Williams, 1994). However, most ofthese studies appear to rely very 

heavily, if not exclusively, on self-reported race or ethnicity, measured by one question. 

By conceptualizing and using race, ethnicity, and other sociodemographic 

variables such as sex, education and ruraiity, as discrete categorical variables, we are 

employing what Bronfenbrenner (1986) has labeled the social address of the subject. Like 

street address, social addresses provide specific information; they tell us that differences 

exist between groups of people and direct our attention to them. In this way, they may 

serve a legitimate purpose as surveillance variables for monitoring the resources and 

opportunities made available to certain groups, particularly groups like women or 

minorities that have been traditionally underserved or discriminated against in certain 

' For the sake of focus, in this paper I will use examples drawn from the health service and mental 

health services literature, addressing ways in which these sorts of sociodemographic variables have been 

used in stu(fymg demand for services, patient adherence to treatment, and health outcome. 
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arenas. Although the social address approach can be useful, we probably have already 

reached the limit of its usefulness in heahh and mental health services research. Studies 

have shown ethnic, sex and rurality group differences in various illness prevalence or 

severity (e.g. Feldman, Klag, Chiapella, & Whelton, 1992; Goleman, 1995; Haffner, 

Hazuda, Mitchell, Patterson, & Stem, 1991; Hamman, et al., 1991; Homer, Matchar, 

Divine, & Feussner, 1991; Jones-Webb, Wagenaar, &Finngan, 1997; Snowden, 1993; 

Okazaki, 1997; Padgett, 1997; Wohi, Lesser, & Smith, 1997; Wilier & Grossman, 1995) 

as well as patterns of onset (Good & Kleinman, 1985; Leventhal, Schuckit, Rothstein, 

1984; Matsuoka & Benson, 1996), m/t (Kessler, Brown & Broman, 1981; Nesdale, 

Rooney, & Smith, 1997; Nolen-Hoeksema, 1987; Wagenfeld, 1982), service use (Akutsu, 

Snowden, & Organista, 1996; Human & Wasem, 1991; Oddone, Homer, Monger, & 

Matchar, 1993; Scheffler & Miller, 1991; Snowden & Cheung, 1990; Wells, et al., 1987; 

Whittle, Conigliaro, Good, & Lofgren, 1993) and outcomes ( Homer, Lawler, & Hainer, 

1991; Kaufman, Cooper & McGee, 1997; Sajatovic, Vemon, & Semple,l997). We now 

need to explicate these differences systematically: why do they exist? what can we do to 

intervene? By continuing to define individuals merely by assigning them a social address 

of Black, Hispanic, American Indian, Asian, Pacific Islander, White, rural, urban, male, 

female or whatnot, we are left with a "black box" model of the effect of these variables 

on the outcomes of interest. We can only speculate on why we have found the 

differences we have discovered. 

Conclusions about what are reported as group differences in disorders and their 

manifestations, as well as in responses to treatments, cannot be properly estimated 
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without adequate measurement of both the independent and the dependent variables. 

Much attention has been paid to the measurement of various dependent variables, e.g., 

physiological responses, clinical indicators, quality of life. Very little attention has been 

paid to how well social address indicators are represented as independent variables. 

What I propose is to examine explicitly the processes that researchers, clinicians, and 

administrators believe to be creating these group differences. In doing so, I will show 

that there is not some single force at play, but rather a multitude of causes and of effects. 

A single measured variable, then, can not be expected to stand in for these causes. 

Rather, we need a multivariate conception of how these group differences come about 

and what they might mean. 

In the sections to follow, I will examine why the use of a single measured 

question to represent the variables of race and ethnicity as independent variables in 

health and mental health services is not sufficient for providing useful causal 

explanations for potential group differences in patterns of illness and disability, service 

needs, service use, and outcomes. I will consider why, in fact, it may actually serve to 

obfuscate the steps necessary to reduce these differences through effective interventions. 

I will then describe a recent study designed to begin to examine the factors hypothesized 

to underlie ethnicity as it relates to adaptation to, and outcomes of, managing chronic 

illness in an elderly veteran population. 
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CHAPTER 2: RACE AND ETHNICITY AS PROXY VARIABLES 

Definitions of Race^ Ethnlclt/ and Culture 

One of the first barriers to clearer understanding of studies comparing ethnic 

groups is that the terms "race," "ethnicity," and "culture" are often used interchangeably 

or in combination, without explicit reference to how they are measured or are to be 

interpreted. In order to understand more fully how this inconsistent use of these variables 

muddies the conceptual water, it is Avorth examining these variables individually. 

Race is assumed to be a biological variable of genetic origin. An assumption 

driving the use of race as a variable in so many studies is the implicit belief that racial 

differences in the outcome, incidence, or severity of medical conditions, including mental 

health disorders, are somehow genetically determined ( Dressier, 1993; Kaufman et al., 

1997; Osborne & Feit, 1992; Vega & Rumbaut, 1991; Witzig, 1996). Undoubtedly, 

genetic make-up accounts for some of the variability in individuals' mental health status. 

However, the scientific basis for the overarching view that the concept of race represents 

some fixed, biogenetic concept is controversial. 

Although there have been many studies demonstrating differences in alleles 

between subpopulations (e.g. Bailey, Roodi, Dupont, & Pari, 1998; Shriver, et al., 1997), 

others have argued that these differences are not straightforward, are not directly 

meaningful in terms of behavior, or that admixture, particularly in a country as diverse as 

the United States, has made the concept of race as a definitive biological category 

meaningless (e.g. American Anthropological Association, 1997; Cavalli-Sforza, 
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Menozzi, & Piazza, 1994; Cooper & David, 1986; Engel, Shamoon, Basch, Zonszein, & 

Wylie-Rosett, 1995; Gelemter, Kranzler, Cubells, Ichinose, & Nagatsu, 1998; Jones, et 

al., 1991; Williams, Lavizzo-Mourey, & Warren, 1994). Even if race were a biologically 

meaningful concept, the variation within race on any characteristic likely to be of interest 

to social scientists would still make treating it as a homogenous category ill-advised. We 

do not have to take any stance one way or the other about the ultimate scientific 

legitimacy of the idea of race, but we should realize that race as we measure it, by a self-

reported or third-party-identified single question, is unlikely to have the ability to 

differentiate people in a substantially useful genetic way (Helms & Talleyrand, 1997; 

Yee, etal., 1993). 

Although there may be times that we are interested in specific biological 

pathways in our studies, very little research in health services is developed to such an 

extent as to be able to posit specific biological mechanisms. Even a field such as 

ethnopsychopharmocology (e.g., Herrera, 1997; Smith & Mendoza, 1996), which 

examines racial group differences in response to psychotropic medications, there is 

controversy about how much of the effect can be attributed directly to biological 

mechanisms and how much to ecological or cultural factors such as compliance, 

differential placebo effects, stress, diet, environmental exposure, and subjective response 

(Lin, Poland, & Anderson, 1995). Generally, when biology is Invoked, it is with 

reference to unspecified biological markers. Even if we do have biological mecham*sms 

in mind, self-reported race is likely to be only loosely correlated with them (e.g. 

Kleinman, 1987). Consequently, using race instead of measuring the mechanism directly 
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introduces measurement error and clouds the interpretation of the results. In fact, many 

authors argue that using the term race in this imprecise way has no real use and may even 

be instrumental in perpetuating racial prejudices (American Anthropology Association, 

1997; Kaufman et al., 1997; Phinney, 1996; Williams, et al., 1994; Yee, et al. 1993; 

Zuckerman, 1990). That is, we may unjustifiably be reifying unspecified biological 

effects as racially-determined causes of general and mental health problems (Osborne & 

Feit, 1992; White-Means, 1995; Wilkinson & BCing, 1987; Williams, et al., 1994). 

Whether or not race has important genetic implications for health and mental 

health, it is not consistently assessed and reported across studies. Assignment to racial 

group—whether by self-identification, by third-party identification, or by government 

protocol—has been shown to change over time (Hahn, Mulinare, & Teutsch, 1992; 

LaVeist, 1994; Sheldon & Parker, 1992;). In fact, nearly every US census since 1790 

has measured race differently from previous ones (Evinger, 1995; Wright, 1994), a 

practice that will continue in 2000. Furthermore, race and ethnicity seem to be 

substantially confounded in many people's conceptions of the terms (Hahn, 1992): 

People claim to be "multiracial" on the basis of having multiple ethnicities, e.g., German 

and Irish (McKay & de la Puente, 1995), and over 97% of the 10 million people who 

reported themselves as "other race" on the 1990 Census were Hispanic (US bureau of 

census, 1992). Health services researchers are no more immune than other people to such 

confounding, making statements such as "Race variables are our primary focus. We 

included whites, blacks and Hispanics in our study population." (Scheffler & Brown, 
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1989). Whatever it is we are measuring when we inquire about race in the typical 

mamier of asking about it, we cannot be sure of what we are getting. 

Regardless of the implications of racial genotype for health services research, we 

often are interested in the study of the impact of racial phenotype (e.g. skin color or facial 

features) as it plays out in prejudice and discrimination and the implications these may 

have for health services. Even if we do wish to assert that race as a biogenetic entity has 

a role to play in some health outcomes, we also should ask how much of the variance in 

that outcome can be attributed to other, more modifiable factors and how much, 

residually, to the biology of race. To do this, we must identify and measure those other 

factors, and measure them well. As LaVeist (1994) points out, "race is often 

conceptualized as a proxy for other (not measured) variables that are known or believed 

to correlate with race" (p. 7). I discuss the serious limitations of using proxy variables in 

this way in "CHAPTER 3: LIMITATIONS OF PROXY VARIABLES AS MEASURED 

VARL\BLES", page 29. 

Ethnicity denotes identification as a member of a social group, usually of 

national, geographic, religious or linguistic origin (Phinney, 1996; Waters & Eschbach, 

1995). Like race, it is generally assessed with a single question, either by self-report 

(ethnic identity) or by third-party identification (ethnic labeling). Some studies even rely 

exclusively on identification by surname (Lauderdale, Jacobsen, Fumer, Levy, Brody, & 

Gk}ldberg, 1998). Unlike race, it is not a biological variable in any of its manifestations, 

but rather a social construction. The American Anthropological Association has 

suggested in their position paper on race, that the term ethnicity replace that of race when 
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a group label is used (if genetic factors are not being explicitly studied), because it is 

more obviously social in nature and lacks the biological implications of race (American 

Anthropological Association, 1997). 

Individuals can self-label in different ways in different situations, with their 

choice of identifiers changing overtime and situations (Evinger, 1995; Hahn, Mulinare, 

& Teutsch, 1992; LaVeist, 1994; Sheldon & Parker, 1992; Waters, 1990). The labels 

they choose, though, may be constrained by societal identification, especially for people 

belonging to ethnic groups of color (Phinney, 1996). Furthermore, it is important to 

recognize that ethnicity may be assigned as well as adopted. Thus, a person may be 

regarded by others as a member of some ethnic group even though the person may not at 

all so regard him or herself. 

In addition, individuals may have multiple ethnic identities, or the labels available 

to them may have several different connotations (e.g. Larkey, Hecht, and Martin, 1993; 

Trevino, 1986). And although the term ethnicity typically implies national, geographic, 

religious or linguistic affiliations, it is important to recognize that ethm'city as a concept 

can be extended to cover other salient social identifications. For example. Page (1993) 

notes that deaf Hispanics in New Mexico appear to have a much stronger view of 

themselves as deaf than as Hispanic. Other social identifications that may be pronounced 

in different contexts are things such as marital status, parental status, veteran status, 

mental health service consumer status, school or university affiliation, and occupation. 

When we use ethnic group membership to identify individuals, we should be explicit 

about what this identifier is being used to mean in the context of the study and why it is 
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likely to be more salient or more important than the other possible identifiers that people 

select or are assigned to. 

The term ethnicity is often used to indicate the strength of subjective ethm'c 

identity, rather than merely group membership. As such, it is not a categorical variable, 

but rather involves dimensions such as preference for the group, a sense of belonging, 

extent of positive evaluation, ethnic interest and knowledge, and involvement in activities 

associated with the group (Phinney, 1996, p. 923). I will discuss the implications of the 

common practice of using a single item to measure these various dimensions in 

"Measurement Error," page 31. 

Asking about ethnicity may be useful in some situations, for instance, if we 

believe that the subjective sense of belonging to a particular ethnic group is important in 

determining someone's willingness to attend a particular clinic, or to establish rapport 

with a health care provider, or to continue in treatment. In addition, ethnicity is often 

very important for political purposes as it enables the establishing of bonds between 

persons that are useful for achieving power and resources. However, individuals within 

ethnic groups are not homogeneous in their beliefs, values, experiences, or behaviors (c.f 

Pelto & Pelto, 1978; Phinney, 1996; Whiting, 1976). If these are the variables we 

believe to have a substantial causal role in our studies, then we should be explicit about 

that and measure them more directly. 

Cultural variables represent the shared values, beliefs, norms, attitudes and 

behaviors of an ethnic or other closely-knit group (e.g., individualism/collectivism; 

family relations; attitudes towards mental disorder, etc.). The anthropological view is 
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that culture evolves over time in response to adaptive challenges. One result of this 

evolutionary process is beliefs and practices that help us adapt to persistent as well as 

changing circumstances. These beliefs and practices are organized as cultural models of 

how things work, what is ideal, and which beliefs and practices are proper and help 

individuals or groups survive and prosper (LeVine, 1977). Cultural models include 

taken-for-granted social constructions of the world, widely shared by the members of a 

society, shaping their understanding of that world and their behavior in it (D'Andrade & 

Strauss, 1992). What activities are carried out, why they are valued, who should 

participate, and the rules of interaction are coded into our cultural models (Gallimore, 

1996; Gallimore, Goldenberg, & Weisner, 1994). Investigators often assume that cultural 

characteristics and models are the explanatory force behind ethnic differences in their 

empirical or clinical results, but these characteristics are rarely directly assessed 

(Alvidrez, Azocar, & Miranda, 1996; Betancourt & Lopez, 1993; Phinney, 1996). 

Acculturation scales are sometimes used to represent culture, but these tend to be 

focused on behavioral indicators of involvement with other ethm'c group members and 

more superficial indicators of retention of the reported culture of origin (language, food 

preference, television viewing) rather than on cultural values and norms (Betancort & 

Lopez, 1993; Phinney, 1996;). These sorts of scales are more a measure of ethnic 

identity than of culture (e.g. Phinney, 1990). 

Studies that have explicitly examined cultural values such as collectivism, 

traditional sex roles, and respect for authority have found that the cultural characteristics 

studied do not always differentiate between ethnic groups (Feldman, Mont-Reynaud, & 
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Rosenthal, 1992; Phinney, 1996). This is not surprising since there are few differences in 

cultural characteristics between ethnic groups that do not also exist within ethnic groups 

(Sechrest, 1977). Race, ethnicity and culture are not synonymous, and we should not 

expect indicators of any one of those concepts to be perfectly, or even necessarily highly, 

correlated with indicators of another (see Figure 1). 

Culture Race 

EtHhidty 

Figure 1. Hypothesized Relation of Race, Ethnicity and Culture 

If we expect cultural characteristics to play an important role in determining 

health services outcomes, then we should have an idea about how it is that these cultural 

characteristics would have an effect. Culture is important because it affects definitions of 

mental health conditions, conceptions of quality of services, ideas about flinctional status 

and the like. It is less clear that culture is the cause if its effects are largely because of a 

confounding with poverty or place of residence. 

Ecological variables represent the social or physical resources and constraints in 

an individual's environment. Social resources may be things lilce a close-knit 

community, available family members, functional literacy; social constraints may be 
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isolation, loss of privacy, discrimination. Physical resources may be stable employment, 

reliable transportation, adequate housing; physical constraints may be poverty, toxic 

environmental exposures, occupational hazards. Many of the effects on mental health 

service outcomes that are ascribed to race, ethnicity, or culture are likely to be effects of 

ecology, or of some interaction of the other elements with ecology. 

Although the phrase ethnocullural is often used to describe research into ethnic or 

cultural factors, this conjunction of terms continues to confound the meaning of ethnicity 

and culture. I prefer the term ecocultural because this more accurately describes the 

broad array of ecological and cultural variables that are likely to be needed to provide a 

causal explanation for ethnic differences in mental health service uptake and outcomes 

(Gallimore, 1996; Gallimore, Goldenberg, & Weisner, 1994; Nihira & Weisner, 1994). 

The following sections explore the benefits of using an ecocultural approach in health 

services research rather than the categorical social address approach more commonly 

used. 

Proxy Variables 

As I argue, the terms race, ethnicity, and culture should not be used 

interchangeably. They each have a distinct meaning, and in order to be interpretable, 

researchers should be explicit about which variable(s) they are actually intending to 

study. To date, studies in health research have not been explicit, but have tended to 

confound one type of variable with another. Furthermore, when the terms race or 

ethnicity have been used in studies looking at access to services, compliance with 

treatment, attrition from programs or health outcomes, it has rarely been biology or even 
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subjective group membership that the investigators have believed to be important in 

causing those outcomes, but rather other variables that are assumed to correlate with race 

or ethnicity. Usually those other variables are ecocultural ones like perceived stigma of 

disorder, availability of other de facto health and mental services (Fox, Merwin & Blank, 

1995), insurance status, social class, (Fairchild, Yee, Wyatt, & Weizman, 1995), beliefs 

about treatment efficacy, trust in providers, etc.. Table 1 provides a more comprehensive 

list of the variables that my colleagues and I have identified from the health services 

literature as likely to be implicated in studies addressing ethnic group differences (Walsh, 

Smith, Morales, & Sechrest, in press). Race and ethnicity are almost always used as 

proxy variables for these other, underlying variables. 

Table 1. Variables for which Race/Ethnicity Have Been Used as Proxies 

Acculturation Availability of coping strategies, comfort with ethnic 
and cultural differences, communication skills, 
perspective taking 

Age-related 
issues 

Mobility, functional status, assistance needed 

Attitudes towards 
mental health and 
illness 

Values, beliefs, stigma, preferences for treatment, 
tnjst/mistrust of health care providers 

Individual vs. 
collectivist 
orientation 

Sodal leaming vs. private learning, self/other 
benefit 

Communication 
issues 

Provider credibility, message meanings, 
persuasion, delivery Q.e. aggressive, instrumental, 
or compliance-gaining), disclosure norms 

Education Years of school, literacy 
Group 
Identification 

Ethnic (or national) self-identity, country of origin, 
country of origin of parent, contact with family or 
friends in outside countries, skin color 

Gender-related 
issues 

Marital roles, parental roles (child care and elder 
care), employment-related factors, sex role 
expectations, risk factors attributable to the 
devalued status of women (sexual abuse, rape, 
domestic violence, learned helplessness) 

Genetic 
differences 

Metabolism, drug interactions, genetic makeup, 
hormone levels 
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Health Behaviors Health practices (i.e. smoking, blood pressure, 
body-mass index, diabetes, alcohol use, and 
cholesterol level), health care preventative 
measures, previous diagnosed illness, family 
history 

Language Languages spoken, languages read, language 
preferred, music, television, language think in, 
language write in, language write better 

Material Status Diet, clothing, housing, home facilities, 
environment, location, work condition and 
activities, transportation, public/ private insurance, 
redpient of welfare support, layoffs, 
unemployment, earnings, family income, 
experience and perceived discrimination 

Neighborhood Trash, resources available, crime, environmental 
exposures, niral vs. urban 

Refugee Status Post-migratory status (accommodation, 
employment, education, isolation, downward 
economic mobility, retention of ethnic identity) Pre-
migratory status (trauma, death of loved ones, 
persecution, torture, rape, perilous travel 
detainment) 

Sodal Support/ 
Social Network 

Religious affiliation and partidpation, marital status, 
family roles, family size, family activities, familism 

Minority status Trust, experienced and perceived discrimination, 
stressful life events, residential segregation 
occupational status, role in social institutions 

Researchers use race and ethnicity because they are presumably more easily 

measured and so easy to "throw in" studies. But even so, they are not measured without 

error, as I have already noted. Furthermore, to the extent that race or ethnicity are not 

perfect predictors of the underlying variables of interest, and they are often not even good 

ones, they introduce error and systematic biases into researchers' conclusions about the 

role of these variables. This imprecision in measurement is rarely acknowledged, but it 

exacts a large price in the interpretability of the findings of our studies. If we do not 

know what we are measuring going into a study, we are not likely to be much better off 

coming out of it. 
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Although a few authors have begun to address the conceptual issue of race and 

ethnicity as proxy measures for many underlying constructs (e.g. LaVeist, 1994; Fairchild 

et al., 1995; Okasaki & Sue, 1995; Phinney, 1996), no one has explicitly discussed the 

methodologic and measurement issues of proxy variables. I will attempt to show that the 

measurement error that proxy variables introduce into our studies is a serious threat to the 

conclusions that we can usefully draw from those studies and propose an approach for 

unpacking such variables. 
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CHAPTER 3: LIMITATIONS OF PROXY VARIABLES AS 

MEASURED VARIABLES 

Dichotomizing Continuous Variables 

One of the most insidious problems with using social address variables as 

predictors in our studies is that they reinforce the notion of the homogeneity of the 

individuals who "reside" at that social address. This assumption of homogeneity has 

substantial implication for measurement error. Ethnicity, as used in our studies, is 

discrete (black/non-black; Hispanic/non-Hispanic), but the underlying ecocultural 

variables generally of interest (e.g. collectivist beliefs, discrimination faced, access to 

services, environmental exposures) are continuous and overlap both groups. The 

implication of using these proxy variables can be made clear by looking at the 

distributions they imply. Figure 2 suggests that when we use proxy variables to represent 

ecocultural variables in our studies, we are assuming such things as that all Asian 

American individuals are high on collectivist beliefs, and all non-Asian American 

individuals are low on collectivist beliefs. 

Lopez and his colleagues (Lopez, Blachar, & Shapiro, in press) have referred to 

this as the cultural elements approach, in which cultural elements are assumed to 

correlate highly with reports of ethrucity. Yet ethnic groups are by no means 

homogenous, and treating them as such is rarely justified. The empirical evidence for 

such an approach is weak (Lopez, et al., 1997; Phinney, 1996) and may promote fixed, 

stereotypic views of ethnic groups (Lopez, et al., 1997). In fact, Feldman et al. (1992) 
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found that there were no differences in individualism between American-bom children of 

Chinese immigrants and American-bom children of parents of European descent. 

ColUctivIsm 

Figure 2. Distribution Implied by Categorical Proxy Variables 

It is more likely that ecocultural situations and beliefs are distributed across ethnic 

groups in such a way that there is often considerable overlap across groups, as is 

illustrated in Figure 3. Dichotomizing such continuous variables, as one effectively does 

by replacing them with proxy variables, leads to a serious degradation in the 

measurement of the underlying construct. In fact, one-fifth to two-thirds of the variance 

that might have been accounted for by the original ecocultural variables (had we 

measured them) is lost, resulting in a loss of statistical power that would be equivalent to 

discarding one-third to two-thirds of the sample (Cohen, 1983). Given that studies of 

ethnic groups, particularly subsets of ethnic groups (Leong, 1998), are often conducted 

on small samples, such losses can have very important implications for the ability to 

detect effects and to estimate the magnitude of those effects. 
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C e l l t c t l v i s m  

Figure 3. More Likely Distribution Underlying Categorical Proxy Variables 

Measurement Error 

Furthermore, social science researchers often use regression techniques to 

examine data. These techniques assume that the variables used have been measured 

without error. But if the indicators (proxy variables) are not perfectly correlated with 

their underlying (ecocultural) variables (and they are not), then the resultant beta 

coefficient underestimates the effect of the underlying variable, often substantially. 

Let us consider the case in which the impact of collectivist beliefs on mental 

health service use outside the community is of interest- In the study, we ask a single 

question about ethnic group membership as a proxy for collectivist beliefs. As Hunter & 

Schmidt (1990) point out, there are two types of measurement error introduced by using a 
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proxy variable in this way.'^ The first type is systematic error introduced by using 

ethnicity instead of measuring collectivist beliefs directly. This refers to the imperfect 

construct validity of the measure, such that the intended independent variable 

(collectivism) is imperfectly correlated \vdth the actual independent variable used in the 

study (ethnic group). The second type of error is the random error produced by using an 

imperfect measure of ethnicity (i.e. a single question to describe a complex construct). 

This second type refers to the imperfect reliability of the measure of ethnicity (I will take 

up reliability again in "The Reliability of Proxy Variables," page 36). 

CoUectivist 
bcliers 

Ethnicity 

/Uptake of > 
mental health 

1 services 

Study 
measure of 
cthnic group 

Figure 4, Construct Validity and Reliability of Proxy Variables 

2 The following discussion of construct validity and reliabiLV based on Hunter & Schmidt's 

(1990) explication, except where otherwise indicated. 
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Figure 4 illustrates these relationships, where the path from C to E represents the 

construct validity of ethnicity as a measure of collectivism, and the square of the path 

from E to X is the reliability of the study measure of ethnicity. The total discrepancy 

between the intended independent variable of collectivism and the study measure of 

ethnicity is the product of the two path coeflRcients, or rcx=rcHrEx Hunter & Schmidt 

(1990) refer to this as the "operational quality" of the study proxy variable, or a. In order 

to assess the effect of systematic error in the measure of the intended independent 

variable (collectivism, in this example) on the observed correlation between the study 

independent variable and dependent variables, we can use the attenuation formula 

rjcY=arcY or, more generally, ro=ar The observed coaelation is attenuated by the factor a, 

so that the lower the operational quality of the study independent variable, the greater the 

attenuation of the study correlation between the independent (collectivism) and 

dependent variables (measured service uptake). 

Figure 5 demonstrates that even if we were to hold the true correlation between 

collectivism and uptake of services constant at a large effect size (say r=.7), and hold the 

reliability between the intended proxy (ethnicity) and the measurement of that proxy in 

the study (ethnic group) at .80, the effect of decreasing construct validity on the resulting 

observed correlation is still substantial. For example, when the true correlation between 

collectivism and access is 0.7, if the correlation between Asian ethnicity and collectivist 

beliefs (construct validity) is only .5, then the maximum observed correlation between 

collectivist beliefs and the outcome of interest, say willingness to access services outside 
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of the community, is only .3. By using poorly conceived and measured proxy variables, 

we may be consistently underestimating the effects of ecocultural variables on health 

services use and outcome. 
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Figure 5. Attenuation for Decreasing Construct Validity 

Using similar path analytic modeling, we can see that the picture is made more 

complicated by the fact that even measuring some of the ecocultural factors that may 

covary with the proxy variable, such as socioeconomic status (SES), and attempting to 

control for them as is traditionally done does not clarify the independent effects of these 

ecocultural variables. Kaufman et al. (1997) illustrate some of the problems with this 

approach. They note that the relation between SES and numerous physical and mental 

health outcome variables has been widely demonstrated, as has the link between SES and 

ethnicity. SES is a complex construct encompassing purchasing power, environmental 

exposures, housing conditions, etc. 
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SES 

Mental 
Health 

Ethnicity 

SES 

Ethnicity 

Figure 6. Misattribution of Effects 

We rarely measure SES well—for instance, we may merely ask how much money 

someone brings home in a year—and so the effect we attribute to ethnicity is potentially 

confounded by the measurement error in using income as a proxy for SES, as well as the 

measurement error in our measures of ethnicity (see Figure 6). These errors may cause 

us to continue to underestimate the effect of SES and over-estimate the effect of 

ethnicity. In addition, the proxy variable, if highly correlated with true SES, may actually 

be a better measure of the underlying variable than the measure of SES that we use in the 

study, leading to erroneous conclusions that emphasize ethnicity and discount SES as a 

causal influence. Using poor measures of SES or other ecocultural variables can 

particularly be a problem in analyses in which significance testing, rather than theory, is 

used for the purpose of final model selection, since SES may be dropped from the model 

entirely. Kaufman, et al. (1997) assert that failure to grasp the effect of measurement 
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error on our findings can lead to the reification of immutable ethnic differences; 

"Questionable techniques may be retained if they provide what is believed to be the 

"right" answer, and in a society with deeply ingrained beliefs about racial difference, a 

scientific confirmation of these differences is the expected, and therefore the "right," 

answer." (p. 627) 

The Reliability of Proxy Variables 

Measurement error threatens the validity of the conclusions we can draw about 

the role of ethnicity and its associated ecocultural vanables in studies of health and 

mental health. Not only should we be suspicious of the construct validity of ethnicity or 

gender or rurality as surrogates for the underlying, latent variables we are actually 

interested in, such as discrimination faced, domestic workload or the availability of 

specialist services, but we should also worry about the reliability of measurement of those 

proxy variables. When measuring our dependent variables, it is unlikely that we would 

use a single question to assess depression in a client, or use a single episode as a measure 

of utilization of services, or make an inference to the population fi-om a single case. Yet 

we consistently rely on the inappropriate use of single questions (indicators) to represent 

the complex of variables that are assumed to underlie these social address variables of 

ethnicity, gender, SES, age and whatnot Single measures are almost always less reliable 

than aggregate measures, and, as shown, using less reliable measures necessarily 

attenuates the relationships we observe between variables in our studies (Rushton, 

Brainerd, & Pressley, 1983). Furthermore, with a single indicator we cannot tease out the 

different sources of variability in the indictor and so cannot reliably assess whether the 



37 

variance in the indicator is due to the latent variable the indicator is presumed to reflect, 

or other latent variables, or method variance or some kinds of systematic errors 

(Campbell & Fiske, 1959; Pedhazaur and Schmelkin, 1991). Furthermore, if we are 

using only manifest (i.e., measured) indicators of both our independent variable and 

dependent variable in our study, then we are implicitly assuming perfect correlation with 

the latent variables that underlie those measures and, so, error-fi-ee measurement (Hunter 

& Schmidt, 1990). These problems do not allow us to estimate the construct validity or 

reliability of using race, sex, age, etc. in our studies and so to correct for attenuation in 

subsequent studies. Instead, we should strive to incorporate in our studies appropriate 

measurement models that explicitly outline the assumed relations between the constructs 

of interest, the measures of those constructs, and the errors of measurement (Bollen & 

Lennox, 1991). 

Static vs. Dynamic Models 

Another basic limitation of using social address variables like sex, race and 

rurality, is that the underlying variables they represent are likely to change over time, 

whereas the measured proxies may not, indeed, often cannot. A woman will remain 

female even though she may move out of poverty or marry into a family whose own 

beliefs and attitudes affect hers. It is sometimes true that people can change their social 

address, but if they do, that may not alter the underlying construct. For instance, there is 

probably something to the notion that "you can take the boy out of the country, but you 

can't take the country out of the boy," if by country you are refening to beliefs and 

attitudes about when and how to seek help gained through a life of self-reliance on a 
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family-owned farm, or to functional illiteracy from having to travel during the school 

years with migrant worker parents. Using proxy variables will not allow researchers to 

get at the subtle, or even not-so-subtle, changes that people may undergo in the course of 

their lives, or even in the course of our studies. In order to capture adequately and more 

accurately the dynamic processes that lead to the outcomes of interest in health services 

research, it is not enough to use convenient shorthand variables; researchers must be 

prepared to invest time and resources into unpacking these, instead. The study described 

below provides an example of how investigators might go about defining and measuring 

culture in a particular context. 
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CHAPTER 4: CULTURE AND CHRONIC ILLNESS 

Although the use of the social address approach to the measurement of culture has 

been common in health services research, other disciplines, such as anthropology, have 

used a deeper, theory-based conception of culture, as outlined in "Cultural variables 

page 22. The present study was designed to draw upon this theoretical base in order to 

begin to unpack the cultural elements that may underlie the consistent racial and ethnic 

differences seen in health and mental health services research. 

One productive approach to the conceptualization and measurement of culture 

based on this anthropological defmition has been the ecocultural approach adopted by 

Weisner and his collaborators over the last 10 years to study directly how families 

organize their daily routine—that is, how they plan, create, change and sustain family 

activities—in the face of particular contextual challenges (Weisner et al., 1996; 

Nihira,Weisner & Bemheimer, 1994; Weisner & Gallimore, 1994; Gallimore et al., 

1993). 

The term ecocultural is used for two reasons. First, a family's daily routines are 

based on the family's ecology, that is, the resources and constraints they have in their 

environment. Second, daily routines are based on the family's culture, defined in this 

model as learned patterned beliefs and values guiding their actions. Every family, in 

every stage of life, faces the challenge of balancing resources and constraints, needs and 

skills, and negotiating beliefs about what daily activities are meaningful. 

Investigating the daily routine of the family is particularly appropriate for health 

services research because interventions often fail to be implemented or sustained, and 
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services are unlikely to be taken up, when they are ill-fitted to the existing daily routine 

(e.g. Anderson, Wiggins, Rajwani, Holbrook, Blue, & Ng, 1995; Bemheimer & Keogh, 

1995). If an important part of a veteran's morning is meeting his friends at a cafe for a 

breakfast of bacon and fried eggs, it may be difficult for him to see how a heart-healthy 

diet can be made to fit in with that ritual. If a veteran provides childcare for her 

grandchildren so her daughter can work, it may be difficult for her to attend regularly 

scheduled appointments and she may resort more frequently to urgent care. 

Another advantage is that the approach recommended here focuses on the beliefs 

and values of patients and their families, as well as their ecological reality (e.g. family 

structure, available resources, etc.). Beliefs about health, illness, and self-care have all 

been suggested as mechanisms contributing to the health differences in incidence and 

severity of chronic diseases in minority patients, primarily mediated through adherence to 

medical treatment (Conrad, 1985; Miewald, 1997; Kleinman, 1987). If an illness is seen 

to be "inevitable" because the patient's parents both had it, there may be less inclination 

to attempt to prevent it or to manage it. If a veteran feels strongly that one only gees to 

the doctor when one is "really sick," then he may be less likely to attend clinics to 

monitor his disease progress. If a veteran feels that she is primarily responsible for 

managing her illness, then she may actively seek out new information and share this with 

her health care provider. 

The present study builds upon the work of Ronald Gallimore and his colleagues to 

use ecocultural theory to provide a technique for measuring culture, a technique they 

refer to as the ecocultural family interview (EFI). Here, we are not talking about culture 
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as a social address (equivalent to race or ethnicity) or even as the heritage of the 

individual, but rather as what a person or family is doing to balance their ecological 

resources and constraints with their values and beliefs to survive and adapt in the face of 

particular challenges. Culture is reflected, however, not in the idiosyncratic adaptations 

that people make, but in the shared patterns of adaptation revealed in the daily routine of 

life. 

Although Gallimore and his colleagues initially developed the EFT as part of a 

ten-year longitudinal study of Euro-American families of children with developmental 

delays, the process of its development is a generic procedure that can, and has been, 

adapted for use with other populations as well (Arzubiaga & Gallimore, 1996; Nihira, 

Sakagami, & Kananaga, 1995; Reese, Goldenberg, Loucky & Gallimore, 1995). Indeed 

part of its use consists of a stage of inquiry in which researchers focus on the particular 

ecocultural niche being studied, and the adaptive problem, or challenge to the daily 

routine in this setting. 

In the current study, my colleagues and I delved into the cultural concerns and 

particular ecological settings of Anglo and Hispanic veterans in the Southwest in order to 

develop an instrument to measure the effect of culture on the adaptation to and 

management of chronic illness in a veteran population. This study expands on the work 

of Gallimore and his colleagues by applying the ecocultural model to the field of health 

services research, by working with an elderly population, by explicitly addressing the 

relation of the ecocultural domains to the supposed proxy variable of ethnicity, and by 

going beyond the resource intensive interview methods employed in other ecocultural 
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studies to attempt to develop a more clinically useful self-report instrument that taps into 

the same domains. 

Culture and Type II Diabetes 

In response to the fact that "minority Americans suffer a disproportionate burden 

of illness and death compared to the white majority" (DHHS, 1992), the National 

Institutes of Health formed a Fact Finding Team on Minority Programs. One of the 

recommendations of the team was that research programs for minorities be focused on 

chronic diseases with a high incidence among minorities. The current study is an attempt 

to provide a new way of looking at some of the factors that may contribute to the way 

veterans adapt to and manage these sorts of disorders. The approach proposed here 

should even be helpful in achieving better understanding of the precursors of racial and 

ethnic differences in prevalence and incidence of disease. Although the ecocultural 

instruments were developed by examining adaptation to a number of chronic illnesses 

(see "Ecocultural Domain Identification," page 45) the current study specifically 

addressed type II diabetes. 

Type n diabetes was chosen as the initial disorder in which to test the instruments 

because it is widely recognized for its high prevalence, the diSlculties it poses to 

physicians and patients alike in managing it, its high social costs, and its devastating 

long-run consequences (e.g., CDC, 1997; Feldman, Klag, Chiapella, & Whelton, 1992; 

Hafiher, Hazuda, Mitchell, Patterson, & Stem, 1991; Wamer, et al., 1996). Furthermore, 

many studies have documented consistent Anglo vs. Hispanic ethnic differences in the 

prevalence of non-insulin-dependent diabetes mellitus (Marshall, et al., 1993; Cowie et 
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al., 1993; Raymond &D'Eramo-MeIkus, 1993; Polednak, 1989), as well as in the 

prevalence of microalbuminuria, and the incidence of diabetic end-stage renal disease 

(ESRD) and diabetic retinopathy (Metcal^ etal. 1993; Cowie, 1993; Feldman, Klag, 

Chiapella, & Whelton, 1992). 

The Centers for Disease Control puts the prevalence rate of type II diabetes in 

Hispanics at 10% compared to about 6% for non-Hispanic whites (CDC, 1997). 

Researchers have pointed out that increased prevalence among Hispanic diabetics has 

been shown to persist even after many of the identified risk factors for type H diabetes, 

including education and income, have been partiailed out (Marshall et al., 1993; Cowie et 

al., 1993). In addition, Hispanic Americans have between 4.5 and 6.6 times the age-

adjusted rate of diabetic ESRD as compared with whites, and between 1.2 and 1.9 times 

the corresponding rate in African Americans (CDC, 1997). The higher rate of diabetic 

ESRD in Mexican Americans as compared with non-Hispanic whites is not completely 

accounted for by the increased prevalence rate seen in the Hispanic population (Feldman, 

et al., 1992). The disparity in type n diabetes prevalence in the VA system may be even 

more striking. At the Tucson VAMC, approximately 25% of the 2,800 type It diabetic 

patients currently seen at the medical center are of Hispanic origin, although Hispanic 

veterans account for only 10% of the patient population overall. 

The critical point from the standpoint of this study is that we are no closer 

to understanding these ethnic differences than when they were first noticed. There has 

been no plausible biogenetic mechanism posited for these Hispanic vs. Anglo differences 

(Pugh, et al., 1988) and standard risk adjustment approaches have not been sufficient to 
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eliminate them (Marshall et al., 1993; Cowie et al., 1993). Stem (1993) has asserted that 

"if there are additional environmental determinants beyond the 'usual suspects' which 

explain residual [ethnic] differences in diabetes rates, nothing would reinvigorate this 

field as much as a few innovative and creative ideas about what these new 'players' 

might be" (p. 734). Engel, Shamoon, Basch, Zonszein, & Wylie-Rosett (1995) speculate 

that ''the excess morbidity of diabetes [in Hispanics] may be attributable to economic, 

social, and cultural factors that limit access to care or adherence to treatment 

recommendations" (p. 125). The work proposed here should enable us to make progress 

toward determining whether these differences are indeed cultural, i.e., rather than ethnic 

in origin, and what, specifically, the cultural factors are. In doing so, it may well provide 

a new player in the arena of type II diabetes research. 



45 

CHAPTER 5: STUDY BACKGROUND 

Study Aims 

The aims of this study are: 

I. To assess the equivalence of a structured ecocultural interview and a self-

report questionnaire designed to inquire about the same ecocultural 

factors. 

n. To determine whether the hypothesized ecocultural factors are correlated 

with ethnicity, and might usefully be seen as underlying variables for 

which ethnicity serves as a proxy variable. 

m. To assess the utility of measures of ecocultural factors in accounting for 

variance in clinical outcomes, quality of life, and service utilization for 

veterans with type n diabetes. 

Ecocultural Domain Identification 

This study builds on previous work my colleagues and I have done to identify the 

domains of culture relevant to the health of Hispanic and non-Hispam*c veterans. The 

identification phase used three techniques. The detailed results of these processes are not 

the focus of the current study and will be written up elsewhere. A brief description of 

these techniques will be given, however, to provide context for the current study. 

Brief Interviews: We conducted open-ended, semi-structured interviews with 

Hispanic (n=LO) and Anglo (n=10) VA patients with COPD, CHF, or type n diabetes; 

their spouses (n=5); and VA primary care providers (n=l 1) in order to identify a 
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framework of ecological and cultural factors that impact the adaptation to and 

management of chronic illness. 

Focus Groups: We conducted ten focus groups with Hispanic and Anglo male 

veterans, their spouses, and with female veterans. These groups were led by Spanish-

and English-speaking facilitators and were guided with open-ended questions based on 

the themes identified in the brief interviews. Semantic content analysis was used to 

develop systematic coding schemes to compare the answers within and between groups. 

An example of the focus group discussion guide is Included in Appendix A. 

Concept mapping: Five separate concept mapping panels were recruited. These 

were: Hispanic male veterans and their spouses, conducted primarily in Spanish; 

Hispanic male veterans and their spouses, conducted primarily in English; Anglo male 

veterans and their spouses; women veterans; and a combined provider and cultural 

scholars panel. Tucson VAMC health care provider representatives on the 

provider/scholars panel were four registered nurses and four social workers, one from 

each primary care team; four nurse practitioners, two medical doctors, and one 

pharmacist. The cultural scholars participating were from the University of Arizona: 

Anna Giuliano, PhD, Director, Minority Cancer Control Program; Jennie Joe, PhD, 

Director, Native American Research Center; Oscar Martinez, PhD, Professor, Dept. of 

History; Gilbert Quintero, PhD, Assistant Professor, Mexican American Studies; Alfred 

Quiroz, PhD, Associate Professor, Dept. of Art. 

Concept mapping is a group process designed to aid in the theory and concept 

formation stages of projects (Trochim, 1989). It involves a sequence of concrete steps 
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and results in a conceptual representation useful for theory development. Research team 

members gleaned 85 statements from the transcripts of focus groups with patients and 

their wives that completed the stem "One factor that affects how veterans manage their 

daily lives in the face of a chronic health condition is.„" Eighty-six additional 

statements were generated by the joint providers/cultural scholars panel. Participants 

were asked to include statements that they felt might be cultural in nature. As a method of 

content validation, the providers/scholars panel was asked to judge whether the complete 

list of statements appeared to be composed of a representative collection of items that 

were clear, inclusive and useful, and whether the process of their development was seen 

to be "sensible" (Villarruel, 1995; Nunnally & Bernstein, 1994). 

Participants in all panels rated the statements in terms of how important they 

believed each would be in the life of a veteran with an ongoing health condition, and 

sorted the statements into higher order conceptual sets. The individual sorts were then 

combined into a group similarity matrix and graphical representations were produced 

using multidimensional scaling and cluster analysis. These results were then used to 

guide item selection for the development of the ecocultural interview. The statement list 

is included in Appendix B. The map combining the sortings of all the groups, with the 

clusters labeled with syntheses of descriptions generated by participants, is shown in 

Figure 7. 
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Figure 7 Concept Map 

Development of Ecocultural Veteran Interview (EVI) 

The research team used the information gathered by the three techniques 

described about to develop the three parts of the EVI. We modeled this interview after the 

Ecocultural Family Interview developed by Weisner, Gallimore and colleagues (Weisner 

et al., 1996; Nihira, Weisner, & Bemheimer, 1994; Gallimore et al., 1993). This process 

of interview development has been well-documented and replicated across populations 

(Nihira, Sakagami, & Kananaga, 1995; Arzubiaga & Gallimore, 1996; Reese, 

Goldenberg, Loucky & Gallimore, 199S). The first part is a questionnaire used to get 

basic information about the patient and family (see "Ecocultural Veteran Questionnaire 

(EVQ)")- The second part is the semi-structured interview itself, guided by cue cards 

with suggested probes. The third part is the codebookthat describes the domains and the 
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items within it, illustrated by examples from the narratives from the interviews and focus 

groups (see Appendix C). The interviewer uses this to rate the interview on those items 

(though not in front of the participant). The ratings include qualitative cues or vignettes 

exemplifying the material that led to the rating for each item. 

Construct Validity of Instrument 

One of the primary issues in using proxy variables in social sciences research is 

their lack of construct validity (see "Measurement Error," page 31). That is, the actual 

independent variable used in the study (e.g., ethnic group) is often a poor representation 

of an implicit underlying independent variable (e.g., adaptation). The intention in this 

study is to make explicit and measure the variables assumed to underlie the role of 

ethnicity in disease management. Therefore, maximizing the construct validity of the 

measures developed was a primary goal (Chen & Rossi, 1987). 

To that end, we used multiple methods (literature review, interviews, focus 

groups, and concept mapping) and multiple stakeholders (consumers, health care 

providers, and cultural scholars) to generate categories and items that were likely to have 

an effect on disease management. Non-Hispanic as well as Hispanic stakeholders were 

included in the process because, as Sechrest (1977) points out, there are few differences 

between cultures that do not also exist within cultures. That is, if one asserts that 

adherence to a dietary regime is likely to be affected by the strength of the attachment of 

a person to a particular diet, this should hold both between the cultures under study (e.g. 

Hispanic and non-Hispanic) and within each of the cultures (whether it be attachment to 

menudo and flautas, or perogi and sausages, or Big Macs and fries). Because the 
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ecocultural model suggests that cultural adaptations will not be unique to any particular 

social address, including a variety of stakeholders and methods allows for the discovery 

of shared, as well as distinct, patterns of adaptation. However, because a major goal of 

the study is to unpack the proxy variable of ethnicity, we did strive to include factors that 

stakeholders and past research had suggested were likely to be correlated with ethnicity 

(such as the salience of religion and family network). 

The ecocultural factors identified by the above methods as likely to be important 

in disease management are: 

1) Economic marginality. This factor represents marginal subsistence, a condition in 

which the veteran is struggling to get by, has limited equity and resources, and reports 

frequent cost-cutting measures. The items are: 

• Overall resilience of subsistence base (reverse coded) 

• Overall satisfaction with current subsistence base (reverse coded) 

• Amount of activity to meet health care expenses 

• Convenience and suitability of neighborhood 

• Safety of home/neighborhood 

2) Domestic and family workload. This factor reflects the amount of work and effort 

involved in the daily routine. The items are: 

• Level of veteran activity currently focused on arranging and sustaining child 

care (children, grandchildren, nieces, nephews, etc). 

• Level of veteran activity currently focused on helping and sustaining adult 

children, parents, or other family members. 
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• Household workload related to health care needs of vet's spouse or 

housemate. 

• Complexity/elaborateness of workload and schedule. 

• Extent to which veteran adapts daily routine to incorporate treatment. 

3) Domestic help. This factor includes help received around the house, &om both 

family and non-family members. The items are: 

• Spouse/partner/ other adult cohabitant participation in activities and domestic 

tasks related to illness. 

• Amount of help with domestic workload from adult cohabitants living in the 

home. 

• Amount of help for domestic workload from other adults living outside the home. 

• Vet currently relies on instrumental and socioemotional help from family and kin 

including parents, siblings, adult children, grandchildren, etc. 

4) Positive Family Relations. This factor addresses the extent to which the veteran has 

positive relations with family members living both in and out of the home. The items 

are: 

• Level of connectedness in veteran's household (i.e., feelings of togetherness, 

support, and shared participation in activities and decision making among 

household members). 

• Overall agreement and consistency between veteran and other household 

members regarding management of illness and household tasks. 

• Extent to which vet has close positive relationships with kin outside the home. 



52 

5) Saliency of Religion. This factor reflects the degree of involvement in religious or 

spiritual practices and the use of religion/spirituality to cope with illness. 

• Current veteran commitment to religious and spiritual practices. 

• Evidence that veteran is using religion/spirituality to adapt to illness. 

6) Proactive Response to Illness. This factor represents the amount of activity that the 

veteran puts into taking care of his/her illness related needs. 

• Level of activity currently focused on getting and using illness-related 

services. 

• Level of activity directed at improving quality of existing care. 

• Level of activity currently focused on constructing or changing home and yard 

for benefit or convenience of veteran, given his health status. 

• Amount of effort to connect with groups related to any of the veteran's 

illnesses. 

• Extent to which veteran takes responsibility for managing chronic illness. 

• Level of veteran's activity currently focused on accessing sources of 

information regarding illness/diagnosis. 

• Seeks out veteran-related support. 

7) Xegative Impact of Illness. This factor reflects the social and emotional burden of 

illness. 

• Positive impact of illness on relationship with spouse or significant other (reverse 

coded). 

• Negative impact of illness on relationship with spouse or significant other. 
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• Negative impact of illness on social networks. 

• Evidence that chronic illness has had a negative impact on veteran's pre-illness 

leisure activities. 

• Veteran has to arrange schedule around medication. 

• Extent to which veteran feels there is stigma attached to having diabetes n. 

• Evidence that illness is an opportunity or positive development in his life versus a 

burden or bad luck, (reverse coded) 

Two additional items—Negative effects of treatment and illness on veteran's 

ability to work, and Positive effects of treatment on veteran's ability to work—were 

originally conceived of as part of this factor. However, comments by the veterans on the 

EVSR (see next section) made it apparent that the questions were not well-phrased in that 

version of the instrument, and the items were dropped from the analysis of both, in order 

to maintain consistency. 

Ecocultural Veteran Self-Report (EVSR) 

The interview is of approximately one hour's duration. An interview of this 

length, although useful from a research perspective, is not practical for widespread 

clinical use. For that reason, a briefer, self-report instrument was also designed. The 

self-report version of the EVI (EVSR) was closely modeled after the domain descriptions 

used by the interviewers for coding the interview, and included a matching item for each 

EVI-rated item. The items were rephrased to make them more accessible to the 

anticipated reading level of the veterans. For example, the item referred to in the EVI 
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interviewer's codebook as "overall resilience of subsistence base," was rephrased for the 

EVSR as "Do you have enough money to take care of your needs?" Veterans circled 

their responses on a 0-3 likert-type scale ranging from 0—not at all, to 3—a great deal (or 

3--very much so, as appropriate for the stem). The self-report version is included in 

Appendix D. 

One aim of the present study is to compare the utility of the interview with the 

self-report instrument in accounting for the variance in outcomes. 

Ecocultural Veteran Questionnaire (EVQ) 

In addition to the two instruments designed specifically to tap into the ecocultural 

domains, participants were also asked to complete the Ecocultural Veteran Questionnaire 

(EVQ). The EVQ asks for background information on the participant, including years 

since diagnosis, treatment methods currently used, comorbidities experiencing, education, 

income, and other demographic information. It also includes items on social support and 

social cost, and other ecocultural areas that contributed to the development of the final 

indices used in the analyses (see Scale Analyses, page 91). 



55 

CHAPTER 6: CONSTRUCTS, MEASURES AND DATA SOURCES 

The conceptual model for the study is shown below. This model suggests that 

patient, provider and team variables all potentially play a role in how the patient adapts to 

having a chronic illness. It shows that the domains we have identified are expected to 

compose an emergent variable that reflects the quality of that adaptation, and that a more 

stable, less precarious daily routine is expected to predict clinical, quality of life, and 

service utilization outcomes. 

Figure 8. Conceptual Model of Study 
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Independent Variables 

The independent variables in the study include patient characteristics (age, time 

since diagnosis, number of comorbidities, baseline disease severity), provider 

characteristics (whether provider is an MD or an NP), team characteristics (whether the 

primary care team is a diabetes specialty team or not), patient relationship with primary 

care provider, and adaptation to illness. 

The patient characteristics were selected as factors likely to have an impact on 

both adaptation to the illness (with patients whose disease process is more advanced 

likely to have to make more accommodations to it), and on the outcome measures used 

(both clinical indicators and perceived quality of life). In addition, these patient 

characteristics are expected to interact with adaptation, whereby patients with more 

severe illness (as indicated by comorbidities and baseline disease severity) whose daily 

routine is more complex and constrained (as indicated by a low value on Adaptation) are 

more likely to have poorer outcomes than those with less severe illness whose adaptation 

is less than optimal. 

I have chosen to compare MDs with Nurse Practitioners (NP), because MPs have 

been shown in some cases to provide more preventative and educational services (lOM, 

1996) and to have more satisfied patients (lOM, 1996; American College of Physicians, 

1994). These qualities may be important in aiding patients in managing a condition such 

as diabetes for which patient adherence to treatment can have substantial benefits in 

reducing the risks of diabetic complications (DCCT, 1993; Genuth,1999). 
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The team characteristics will be entered as dummy codes comparing the two 

diabetes specialty teams with the non-diabetes specialty teams. The team variable is 

potentially important because it has been suggested that specialty teams are more 

efTective at managing diabetic patients (Ho, Marger, Beart, Yip & Shekelle, 1997). 

The patient's relationship with his/her primary care provider was assessed with 

subscales of the Primary Care Assessment Survey (PCAS)(Safran, 1998). The scales that 

dealt most specifically with the provider relationship were selected. These scales were: 

contextual knowledge of the patient, integration with specialists, communication, 

interpersonal treatment and trust. The mean Cronbach's Alpha for these scales has been 

reported to be .92 (Safran, et al., 1998) and they have been shown to correlate with 

outcomes such as better patient adherence and overall satisfaction (Safran, et al., 1998b). 

The construct of adaptation to illness has been described in detail already (see 

Development of Ecocultural Veteran Interview (EVl)). 

Dependent Variables 

The outcomes of interest in this study are health related quality of life, clinical 

indicators of disease progression, and utilization of urgent and emergent services. 

Health-related Quality of Life 

The following standardized self-report measures were used to assess health 

related quality of life: 
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SF-36 form of the Medical Outcomes Survey (Ware & Sherboume, 1992), a 

widely-used 36 item standardized outcomes assessment of subjective health, quality of 

life, and functional status. 

The Diabetes Quality of Life Measure (DQOL) (DCCT Research Group, 1988), a 

questionnaire that has items that address concerns relevant to a diverse range of diabetic 

patients. Although the scale was designed for type I diabetics, we have used a carved-out 

version of the scale more appropriate for our population, selecting items from the 

Satisfaction and Impact subscales. 

Patrick Quality of Life Scale (Tatrick. Danis. Southerland & Hong. 1988'). a brief 

face-valid scale that asks participants to rate the quality of their life across a number of 

domains. It has been shown to differentiate between people with and without type n 

diabetes (Caldwell, Baxter, Mitchell, Shetteriy & Hamman, 1998). 

Clinical Indicators 

The Veterans Health Information Systems and Technology Architecture (VISTA), 

which is the VA computerized clinical record, was used to access clinical and utilization 

data. Clinical indicators of disease severity that have been linked to increased morbidity 

and service use were selected (DCCT, 1993; Clark & Lee, 1995; Genuth, 1999). 

Hemoglobin Ale (HbAu) is a bonded sugar-hemoglobin molecule whose normal 

value is less than 6% of one's hemoglobin. It provides evidence of glycemic control, 

with better control decreasing long-term microvascular complications (Ho, et al., 1997, 

Genuth, 1999; DCCT, 1993). Good diabetic control is up to 7.5%, poor control is 8-10%, 

and anything above this level is considered non-compliant control. 
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Fasting glucose level is also a screen for general control of diabetes. If fasting 

glucose is over 110-126, diabetes control is weak. Nocturnal hyperglycemia (as indicated 

by high morning fasting glucose) can lead to sugar binding to body proteins, resulting in 

vascular damage. 

Glomerular filtration rate (GFR) is an indicator of kidney functioning. It is the 

rate at which water and the small solutes carried in the blood plasma are filtered across 

the glomerular capillaries in the kidney and separated from blood cells and protein, which 

are returned to circulation. This rate declines with age (after about age 32), but in poorly 

controlled diabetes the rate of decline can be 15 times this normal rate. Once the GFR 

falls to about 20% of normal, symptoms of renal failure begin. When functioning has 

decreased to 10% of the normal rate, renal replacement therapy is needed. 

ACE inhibitor prescription indicates a clinical judgment by the patient's health 

care provider that glomerular damage has occurred or may occur due to poor diabetic 

control. ACE inhibitors reduce the pressure on the glomerulus by widening the arterioles 

that carry blood out of the kidneys and back to the body. This tends to lessen the decline 

in change of GFR back towards what one expects for aging alone (Ravid, Lang, and 

Rachman, 1996). A. potential negative side effect of ACE inhibitors is that the pressure is 

reduced so low that the glomerulus will stop filtering entirely, causing acute renal failure. 

High blood pressure presents an additive risk for the decline of renal 

flinctioning. Treatment of patients to maintain pressure in the normal range (systolic 

under 140; diastolic under 90) can help maintain kidney functioning (Parving, et al., 

1983). 
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Body mass index in a diabetic patient is an indicator of compliance with diet. In 

type U diabetes, however, BMI is often initially high and difficult to control. 

Utilization Data 

Service utilization data was also collected from VISTA for the two years prior to 

the study, and included: 

• number of urgent cardiac clinic appointments, 

• number of urgent care appointments, 

• number of emergency room visits, 

• and number of diabetes-related inpatient stays. 

These indicators were selected as evidence of poorly maintained health. The 

information available in the electronic medical record did not allow for differentiation of 

urgent care appointments for diabetes versus for other reasons (with the exception of 

inpatient stays, see "Clinical Data Collection," page 70). However, it is likely that use of 

urgent and emergent services as a whole would be effected by patterns of adaptation as I 

have identified them in this study. 

The relationship between the constructs, the measures and the data sources is 

given in Constructs, Measures, and Data Sources, below. 



Table 2. Constructs, Measures, and Data Sources 

Construct Measure Source 

Patient Characteristics 

Age EV Questionnaire Patient self-report 

Time since diagnosis EV Questionnaire Patient self-report 

Number of comorbidities EV Questionnaire Patient self-report 

Baseline clinical indicators 
(Intercept parameters) 

See Clinical 
Indicators below 

VISTA (retrospective) 

Provider Characteristics 

Type of primary care 
provider (MD or NP) VISTA 

Primary Care Team Characteristics 

Diabetes specialty vs. not Common knowledge 

Relationship with Provider 

Relationship with provider 
Primary Care 
Assessment 
Survey 

Patient self-report 

Adaptation to illness 

Economic marginality 

Veteran Ecocultural 
Interview; Veteran 
Ecocultural Self-
Report 

Interviewer rated, from semi-
structured interview; Patient 
self-report 

Domestic and family 
workload 

Veteran Ecocultural 
Interview; Veteran 
Ecocultural Self-
Report 

Domestic help 



Positive family relations 

Amount of social support 

Amount of social 
cost/worry 

Salience of 
religion/spirituality 

Negative impact of illness 
on adaptive functioning 

Proactive response to 
illness 

Health-Related Quality of Life 

SF-36 Patient self-report 

Quality of life 
Diabetes Quality of 
Life Scale Patient self-report 

Patrick QOL scale Patient self-report 

Clinical indicators 

HbAic 
VISTA(retrospective over 2-10 
years) 

Glucose level VISTA (retrospective over 2-10 
years) 

Glomerular filtration rate ((140-age)*weight) 
/^2*creatinine) 

VISTA (retrospective over 2-10 
years) 

ACE inhibitors prescribed VISTA 

Blood pressure VISTA (mean of last three 
measures) 
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Body mass index Weight/(helght)^ VISTA (retrospective over 2-10 
years) 

Utilization 

Number of urgent cardiac 
clinic appointments 

VISTA (retrospective over 2 
years) 

Number of urgent care 
appointments VISTA (retrospective over 2 

years) Number of emergency 
room visits 

VISTA (retrospective over 2 
years) 

Numt}er of diabetes-
related inpatient stays 

VISTA (retrospective over 2 
years) 
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CHAPTER 7: METHODS 

Interviewers 

Four interviewers participated in the study, two women and two men. Both of the 

men were fluently bilingual in English and Spanish, and one was bicultural (Puerto 

Rican-American). All interviews with Hispanic participants were conducted by the 

Spanish-speaking men, in case the interviewee preferred to speak in Spanish at any point. 

Since there were no eligible female Hispanic veterans, it did not pose a problem that the 

women interviewers did not speak Spanish. All interviewers had previous experience in 

interviewing techniques. 

Training in the ecocultural interviewing technique and use of the coding scale was 

conducted over the course of four half-days by a project team member with 

approximately 10 years experience in ecocultural research. She also served as one of the 

interviewers. Two training sessions were held before the first interviews were conducted, 

and two after. This allowed for the identification and clarification of areas of 

disagreement or confusion. Reliability of coders was quite good (see Reliability of 

Interview Ratings, page 67). 

Subjects 

The study has two arms. The first includes 28 subjects who where interviewed 

with the EVI and later also completed the self-report version of the instrument. Because 

the fijll interview requires trained interviewers, at least an hour of the participant's time. 
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and transportation to the interview site (often a difficulty for our ill, generally 

economically disadvantaged population), the sample size in this arm is limited. 

The second arm includes 27 subjects who were contacted by phone, and 

completed only the self-report instruments by mail. Descriptives of the subjects, broken 

up by ethrucity and by arm, are given in Appendix E. 

Interview plus Self-report 

Eligible subjects were veterans younger than 80 years of age residing in Tucson, 

AZ, who were seen in any primary care clinic serviced by the Tucson Veterans Affairs 

Medical Center (TVAMC) between 1 April 1996 and 31 March 1997. Potential subjects 

were to have an ICD-9diagnosis of250.xx (type n diabetes), and to have no diagnosis of 

dementia nor a primary diagnosis of substance abuse. Subjects were identified via 

VISTA. Removing those with no available telephone, there were 528 eligible Anglo 

veterans and 118 eligible Hispanic veterans. 

Forty names were randomly selected from each of the two lists. Those with 

restricted records or who were listed in the VISTA system as deceased were not 

contacted but were replaced with other names. 

For the Anglo veterans, 13 could not be contacted because of wrong numbers 

(n=l), or no answer after repeated calling at different times (n=l3). Of the 26 veterans 

contacted, three said they did not have diabetes, eight declined to participate, and 15 

agreed to participate. One veteran later called to cancel his interview appointment, 

saying he had changed his mind about participating, and one other veteran was in the 

hospital on his interview date and declined to reschedule. Therefore, of the 23 Anglo 
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veterans contacted who were eligible, 10 did not participate and 13 did, a participation 

rate of 56%. Of those who did participate, 10 were male (77%) and three were female 

(23%). 

For the Hispanic veterans, 12 could not be contacted because of wrong numbers 

(n=4), or no answer after repeated calling at different times (n=8). In addition, one 

veteran was recently deceased, though this information had not yet been recorded in the 

VISTA system. Of the 26 veterans contacted, 13 declined to participate and 14 agreed to 

participate, a participation rate of 54%. In addition, one additional veteran accompanied 

his brother to an interview and was subsequently interviewed himself, for a total of 15 

Hispanic subjects. All of the Hispanic veterans who participated were male. There were 

no eligible Hispanic female veterans seen at TVAMC on the dates selected. 

Interview Procedure 

Veterans who agreed to participate were scheduled for an appointment at 

TVAMC and had to provide their own transportation. They were sent the EVQ and were 

asked to return it by mail before their interview (they were sent an addressed, stamped 

envelope). The EVQs were reviewed by the interviewer prior to the interview. Hispanic 

subjects were scheduled with bilingual (Spanish/English) interviewers and were given the 

option of conducting the interview in Spanish. No participants chose to have the entire 

interview in Spanish, although occasional Spanish words or phrases were brought up. All 

interviews with female veterans were conducted by female interviewers. 
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The veteran met with the interviewer for approximately one hour. All interviews 

were tape-recorded and 3 randomly selected interviews were also video-recorded for 

inter-coder reliability check. Subjects were compensated $20 for their time. 

The interviewers scored the interviews using the EVI codebook, using the tape-

recording of the interview for review, when necessary. 

Reliability of Interview Ratings 

A 10% subsample (3) of the interviews were scored by all four interviewers (from 

videotape) in order to estimate reliability of ratings. Each of the three interviews was 

rated independently by the interviewers, and then group consensus was reached on each 

item for each interview to establish a "gold standard." The percentage of rater agreement 

within two scale points (on a 9-point scale) of the group consensus standard was then 

calculated. The mean rater agreement was 87% (range: 73%-100%). 

Self-report Follow-up 

Approximately two months after the final interview, a research assistant 

attempted to contact the study participants to ask them to participate in the self-report 

phase of the study. This phase consisted of filling out the self-report EVI instrument, the 

SF-36, The Diabetes Quality of Life Measure, and the Patrick Quality of Life Scale. One 

subject declined to participate, one subject was hospitalized and unable to complete 

forms, and four subjects were lost to follow-up because of phone and address changes. 

The total number completing the self-report follow-up was 22. Participants who returned 

the packet were compensated an additional $10 for their time. 
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Self-report Only 

Eligible subjects were veterans who were seen in any primary care clinic serviced 

by the Tucson Veterans Affairs Medical Center (TVAMC) with any ICD-9 diagnosis of 

250.XX (type II diabetes), and no diagnosis of dementia nor a primary diagnosis of 

substance abuse. Subjects were contacted from a list of 97 TVAMC-care eligible 

veterans who had participated in a study to assess proteinuria in patients with type II 

diabetes. This list was used instead of the list of patients obtained for the interview arm 

of the study in order to increase participation rate. It was assumed that patients who had 

agreed to participate in an earlier study would be more likely to be willing to participate 

in a subsequent study. A check of the VISTA system showed that of those who agreed to 

participate, 50 out of 56 (89%) had been seen in primary care between I April 1996 and 

31 March 1997 (the eligibility dates for the interview sample) and that 53 (95%) had been 

seen within three months of those dates. 

Potential subjects on the list were eliminated if they did not fit the Hispanic or 

Anglo criteria, if they had restricted records, or if they were listed as deceased in the 

VISTA system. Of the remaining 65 subjects only 24 were Hispanic. Therefore, an 

additional 25 subject names were added from the list of eligible Hispanic veterans used in 

the interview arm, who had not been contacted or attempted to be contacted for that arm. 

Contact was attempted by phone for 41 Anglo veterans. Of those, seven could not 

be contacted because of wrong numbers (n=3), or no answer after repeated calling at 

different times of day (n=4). Of the 34 veterans contacted, two declined to participate. 

One veteran later called to say that he did not actually have diabetes and so would not be 
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participating. Therefore, of the 33 Anglo veterans contacted who were eligible, 31 agreed 

to participate, a rate of 94%. However, only 17 Anglo veterans actually returned the 

survey, even after telephone follow-up by the study research assistant, for a participation 

rate of 52%, similar to the participation rate for the EVI. Of those who did participate, 

16 were male (94%) and 1 was female (6%). 

Contact was attempted by phone for 49 Hispanic veterans. Of those, 15 could not 

be contacted because of wrong numbers (n=4), no answer after repeated calling at 

different times of day (n=10), or being hospitalized (n=l). Of the 34 veterans contacted, 

9 declined to participate, and one said he did not have diabetes. Two participants 

subsequently returned the forms uncompleted, one stating that he was currently depressed 

and could not fill out the forms, the other without explanation. Therefore, of the 33 

Hispanic veterans who were eligible, 22 agreed to participate, a rate of 67%. The 

participation rates of the Anglo and Hispanic veterans are not directly comparable 

because the Hispanic pool included those who had not participated in the earlier 

proteinuria study, whereas the Anglo pool only included past participants (assumed to be 

more likely to agree to participate in another study). Of the 33 eligible Hispanic veterans, 

eight had participated in the proteinuria study and 25 had not. Of the eight in the earlier 

study, 100% agreed to participate; of the 25 who had not been in the study, 14 agreed to 

participate (56%). However, only 10 Hispanic veterans returned completed surveys, for 

an overall participation rate of 30%, lower than participation in the EVI. None of the 

eligible Hispanic veterans were female. 
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Procedure 

Patients meeting the eligibility criteria who had previously agreed to be 

participate in an unrelated study on detecting proteinuria in type II diabetes were 

contacted by a study research assistant to recruit them to the present study. These subjects 

were mailed the EVQ, EVSR, and the four standardized questionnaires and asked to 

return them in postage-paid envelopes. Participants were reimbursed $S once their forms 

had been received. 

Clinical Data Collection 

Clinical data were collected from the VISTA electronic medical records. 

Laboratory results for creatinine, HbAlc, proteinuria, and glucose were requested for 

each subject retrospectively for up to 15 years (the maximum number the system would 

allow). This query returned all available lab values on those tests for each patient. The 

earliest recorded value was January, 1987. In addition, height and weight were 

requested. Weights were matched to lab values closest in date in order to calculate 

glomerular filtration rate. Because weight was only available back three years, the 

earliest weight given was used in calculations that dated back more than three years. 

Because lab values during inpatient stays are often unstable and not necessarily 

representative of the course of disease, test results that corresponded to inpatient stays 

were removed. This judgment was made in consultation with the study nephrologist. 

Because in-patient data were available only as far back as 1995, results that were from 

more than 3 consecutive days were assumed to be from inpatient stays. This assumption 
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was warranted by the fact that, for all date ranges for which inpatient stays were 

recorded, there were no cases for which results were available for more than three 

consecutive days that were not associated with inpatient stays. 

Utilization data were also collected from VISTA, and included number of times 

patient did not show for an appointment, number of urgent care appointments, number of 

cancelled appointments, and number of diabetes-related inpatient stays. Number of 

diabetes-related inpatient stays was determined by having the study nephrologist examine 

the discharge diagnoses for all subjects and make a judgment whether the diagnoses were 

clearly, probably, or probably not attributable to diabetes, given that the patient was 

icnown to have diabetes, based on the criteria of Warner, et al., 1996. Diagnoses judged 

as clearly or probably attributable to diabetes were coded as diabetes-related. 

Small sample analyses 

The objectives of this study are complex and the size of the sample 

available to meet these objectives is small. One option would be to abandon the data set 

as insufficient for the purpose. After all, there is deficient sensitivity for hypothesis 

testing, parameter estimates are unlikely to precise, and there is the possibility that the 

estimates of parameters will be biased if they are inherently unrepresentative of what is 

likely to be found in a larger sample. Furthermore, the number of variables collected in 

this study is very large (n=about 380) relative to the number of cases (n=55), and so there 

could be a problem with capitalization on chance. 

But disregarding all small data sets merely because they are likely to cause 

problems in analysis and interpretation is unreasonable. As Cordray (1962) points out. 
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there are a number of reasons that data sets may be small. Sometimes the population is 

absolutely small or finite. There are only 50 states in the United States, and any 

researcher interested in studying the characteristics of state governments will have to face 

up to the fact that there are no more than SO cases to be had. Sometimes a condition is 

rare, even if it is not completely enumerable. Many interesting medical conditions occur 

in only a small number of people, and if anything is to be learned about them, it will have 

to be through the analysis of small data sets. Sometimes resources are insufHcient to 

support a larger sample. Even if the number of people with a medical condition is 

reasonably large across the state or country, the cost of locating and studying more than a 

small number of them might be prohibitive. Sometimes there is a failure of the 

implementation of the study or treatment, and only a few cases are left by the end of the 

study. Subjects can attrite from even well-planned studies. And sometimes investigators 

are insensitive to the requirements of statistical analysis and design underpowered 

studies. 

In the case of this study, the numbers in the EVT arm are limited by resources. As 

I have noted, conducting the EVIs is intensive in both interviewer and participant time. It 

requires travel to and from an interview site. The participant, who is usually ill and 

elderly, must schedule the interview in advance and hope that he/she is well enough on 

the day to speak with the interviewer for 1-1.5 hours. The interviewer must be well-

trained, schedule the interviews, conduct them, code them, and meet with other 

interviewers to assure continued calibration of scoring. The agency funding the study, 

the Department of Veteran's Affairs Health Services Research and Development Service, 
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was unwilling to pay for more than a handful of interviews until it can be shown that the 

interviews are likely to have construct validity and utility in predicting outcomes. Of 

course, this leaves a Catch-22 situation, since it is difficult to reject the null hypothesis 

that the interview does not have utility with only a small sample. 

In order to compensate for the interview arm that was restricted by resources, I 

attempted to recruit an additional 90 subjects to the self-report arm of the study. Of the 

90 eligible subjects for whom contact was attempted, S3 agreed to participate, but only 33 

returned the forms, even afler reminder calls. The restriction on this arm, therefore, is 

partly attributable to subject attrition, and partly to the naivete of this investigator who 

was overly optimistic about the numbers of subjects who would be likely to participate. 

This is an illustration of the need to take seriously Sechrest's Law of Disappearing Cases: 

No matter how you arrive at your estimates, there will never be more than half as many 

cases actually available as you counted on. 

Rational Approach to Small Sample Analysis 

Rather than dismiss small samples out of hand, particularly where the data have 

been carefully gathered at considerable expense, it is more sensible—and more fioiitful to 

the field, in the long run—to take a rational approach to the analysis of small data sets 

(Walsh & Sechrest, 1997). 

One of the potential problems with small data sets is that they may be drawn from 

a biased sample. Reduced precision in parameter estimate may be tolerable if it at least 

suggests patterns in the results. Biased estimation can lead to completely unjustified 

conclusions (not just in small samples, of course). However, small samples more likely 
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to be representative of a homogeneous population than of a heterogeneous one. I would 

argue that the population of veterans receiving services at VA hospitals is quite likely to 

be homogenous with respect to many underlying characteristics and so results found with 

a small sample of veterans are not likely to be biased in any systematic way. 

One of the best ways to increase confidence in claims made for results obtained 

from small samples is to have well-justified a priori reasons for expecting particular 

results. As Sechrest (1986) and Lipsey (1993) have noted, strong theory may substitute 

for method. That is, to the extent that strong theory supports a proposition, weaker 

methods of establishing it may be tolerated. One considerable strength of the current 

study is that it has been developed within a strong theoretical framework. There are 

definite expectations for the pattern of results in the structural model based on widely-

established ecocultural theory, as outlined in the conceptual model. 

The theory for some specific areas of the measurement model, however, is less 

thoroughly developed. For instance, I do not have such a strong theory about which 

items are likely to be more reliably measured, or which might be differentially effected 

by the two methods of obtaining the data (judgements by interviewers vs. self-report). 

Having seen the data, several possibilities sprang to mind, but, having seen the data, I 

was a corrupted theorist. Rather than resort to post-hockery, I have relied on expert 

judges familiar with similar research, but not with the data, to give their judgements 

about the likely pattern of results (see 82). To the extent that their theories match the 

observations from the data, confidence in the evidence for the conclusions reached can be 

considered to be relatively strong. To the extent that their formulations differ from the 
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data, results could be or capitalizing on chance associations between variables or 

reflecting unstable parameter estimates, and so caution in interpreting the data is probably 

called for. 

Strategic Approach to Small Sample Analysis 

Besides using theory and rational arguments for improving confidence in the 

results of studies involving small data sets, it is also possible to employ strategic data 

analytic techniques that reduce measurement error and conserve degrees of fi"eedom in 

analyses. 

The first of these techniques is data aggregation. Aggregating across multiple 

items or multiple measures improves the reliability of measurement by canceling out 

random and systematic errors (Epstein, 1979, 1980; Rushton, Brainerd, & Pressley, 

1983). As long as items or measures are not all biased in the same direction, using more 

measures reduces error and bias, and so results in less attenuation of the relationships 

between the variables in the study, providing more power to detect an effect. 

Aggregating can therefore reduce Type I errors. In addition, aggregating variables in a 

theory-based way leads to fewer analyses and so also reduces Type II errors arising fi'om 

multiple comparisons and capitalization on chance. In this study, I will aggregate both 

independent and dependent variables. 

Finally, by prioritizing the hypotheses of interest, one can maximize confidence in 

initial statistical tests, and also reduce the chance of Type I errors by reducing the number 

of statistical tests conducted. I will use this approach in the structural model by 

conducting theoretically-specified nested hierarchical general linear models. 
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Analysis Plan 

The analyses will proceed in three stages. The first step will be to examine the 

equivalence of the two primary instruments developed in the study: the EVI and the 

EVSR. This will allow me to assess whether the instruments seem to be tapping the same 

conceptual domains and so whether results from both instruments can be sensibly pooled 

to increase the reliability of the measurement of the those domains. Based on the results 

of that analysis, I will develop a measurement model that theoretically aggregates the 

more complex independent variables of interest (patient characteristics, patient 

relationship with primary care provider, and adaptation to illness) as well as the 

dependent variables (severity of illness, health related quality of life, utilis^ation of urgent 

services). The third step will be to examine the hypothesized relationships among the 

variables that have been specified a priori in the conceptual model. 
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CHAPTER 8: MULTITRAIT-MULTIMETHOD ANALYSIS 

The first aim of this study is to assess the equivalence of a structured ecocultural 

interview and a self-report questionnaire designed to inquire about the same ecocultural 

factors. The particular concern is whether a self-report instrument can adequately capture 

the same sort of information as that obtained in interview format. It may be that some 

domains are affected more by the method used than others. This could be because the 

questions in that domain are not clearly witten, or because a particular domain, such as 

family connectedness, is intrinsically more difficult to report on in questionnaire format, 

or because the participant is in a privileged position to respond via self-report in some 

domains based on a deeper level of knowledge about his/her life situation than the 

interviewer can glean in an hour. An idea of how much of what is being measured by 

each technique is attributable to the method being used can be had by examining the 

relations amongst the domains assessed by interview and by self-report. 

The assessment of method variance used in this study is based on the logic of 

Campbell and Fiske's multitrait-multimethod analysis (MTMM)(1959). Here, the 

multiple traits assessed are the ecocultural domains, and the two methods are interview 

format and self-report format. Because all of the domains were assessed by both of the 

methods, at least for a subset of people, we can construct an MTMM matrix that relates 

the methods and the domains. 

MTMM is traditionally conceived of as technique for assessing construct validity 

by examining convergent and discriminant validity. Another important aspect of the 

approach, however, is that it provides a way to estimate the effect of method variance on 
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such validity assessments (Ferketich, Figueredo, & Knapp, 1991). It is this latter aspect 

that is of particular interest for this analysis. 

The fiill construct of interest for this study is that of Adaptation to Illness. The 

EVI and EVSR each provide similar subscales used to develop that construct, but some 

subscales are also contributed by the Ecocultural Veteran Questionnaire (EVQ)(see page 

S4). These subscales are then combined into higher order scales, which are summed to 

Adaptation to Ulness (see "CHAPTER 9: MEASUREMENT MODEL" for details). In 

order to compare the EVI and EVSR directly, I need to examine only those theoretically-

derived domains that do not share items. Therefore, I will examine the subscales that 

theoretically represent common domains, rather than the higher-order scales. Studying 

the scales would artificially inflate the correlations between methods, because they would 

share some identical items measured by identical methods (those items taken from the 

EVQ). The difficulty this poses for a classical MTMM analysis is that there is no strong 

theoretical reason to assume that the domains should show strict discriminant validity at 

the subscale level, since they are conceived of as parts of higher order constructs and so 

may show some interrelations. I v/ill take this into account in the interpretation of the 

analysis. 

The MTMM Matrix 

The monomethod blocks consist of correlations that share the same measurement 

method. The values along the diagonal of these blocks comprise the reliability 

diagonals. In this matrix, the estimates of reliability used are those derived from 
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Cronbach's alpha for each subscale. The values under the diagonal are heterotrait-

monomethod correlations that share method but not trait (domain) variance. 

The heteromethod block consists of correlations that do not share the same 

methods. The diagonal in this block is the validity diagonal that shows the correlations 

between measures of the same trait using different methods. The values above and below 

the diagonal are heterotrait-heteromethod correlations that share neither method nor trait 

(domain) variance. 

The MTMM matrix comparing the EVI and EVSR methods is shown in Table 3. 

The specific items that make up the domains are given in "Construct Validity of 

Instrument," page 49. The abbreviations used in the table are: 

EM=Economic Marginality (5 items) 
DW=Domestic Workload (5 items) 
DH=Domestic Help (4 items) 
PF=Positive Family (3 items) 
SR=Salience of Religion (2 items) 
PR=Proactivity in Coping with Illness (7 items) 
NI= Negative Impact of Illness (8 items) 

The monomethod blocks are outlined. The reliability diagonals are those with 

values in parentheses. The validity diagonal is shown in bold italic print and is based on 

the subsample of patients who have both the interview and self-report data (n=22). 



EVi 

Subscales 
WLi DHi PFi RLi PTi NTi 

EVSR EM2 

EVSR 

EM2 WL2 DH2 PF2 RL2 PT2 NT2 

(.73) 
.24 (.64) 
.05 .20 (.49) 
-.16 .23 .53 (.64) 
-.08 .06 .21 .36 (,85) 
.25 .14 -.03 -.14 ,02 (.60) 
.44 .27 .42 .08 -.10 .00 (.70) 
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Interpreting the MTMM matrix 

There are four criteria that Campbell and Fiske (19S9) described for interpreting 

the MTMM matrix. These basic conditions (and the first, common-sense condition, 

suggested by Trochim, 1998), and how well they are met by the data, are described 

below. Because the sample is small, the standard errors around the correlation 

coefficients are large. Therefore, interpretation is somewhat hindered by the necessity to 

judge the coefficients as primarily "large" or "small," rather than having any confidence 

in being able to make fine discriminations. This means that it is the pattern of results that 

is of primary interest, rather than any particular correlation. 

1) Coefllcients in the reliability diagonal should consistently be the 

highest in the matrix. This indicates that the domain is more highly correlated 

with itself than with anything else (method or other domain). This is largely the 

case, with the ordering of reliabilities appearing about the same between the 

methods (with the exception of Domestic Help). The domains are measured by a 

relatively small number of items, from 2 to 8 . The reliabilities, in light of these 

few items, are encouraging. 

2) Coefllcients in the validity diagonals should be diflerent from zero 

and high enough to warrant further exploration. This criterion provides 

evidence of convergent validity, and is essentially met by the data. Overall, there is 

evidence that the different methods appear to be measuring the same domains. The 

glaring exception to this is the construct of Positive Family Relations ^F). 

Although the reliability estimates of each of the methods are not particularly high. 
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they are reasonable, considering each is based on 3 items (EVI alpha= 71; EVSR 

alpha=.65). However, even disattenuating for unreliability, the correlation between 

the two methods is only .25. Though the standard error of correlation is high (+/-

.43), given that this is considerably different from the other coefficients in the 

diagonal, it suggests that the two methods may be measuring different constructs. 

This interpretation is supported by the finding that Cronbach's alpha falls (PF 

combined alpha=.58) when the monotrait-heteromethod PF items are combined, 

suggesting that the items are not intersubstitutable. In contrast, coefficient alpha 

increases in all other domains when the items are combined across methods (see 

0CHAPTER9: MEASUREMENT MODEL). 

Furthermore, five expert raters with experience in both quantitative and 

qualitative research methods, who had not seen these data, were asked to rate each 

self-report item from 0 (likely to be little to no correspondence with interview 

ratings) to 4 (likely to be high correspondence with interview ratings). The grand 

mean of the ratings of the items in the other scales was 3.4 (range across scales= 

3.10-3.65), but the grand mean of the ratings of the items in the Positive Family 

Relations scale was 2.73. This also suggests that the low validity coefficient for the 

PF subscale is attributable to insufficient correspondence between the methods 

used to measure it. 

3) A validity coefllcient should be higher than values lying in its column 

and row in the same heterotrait-heteromethod triangle. Although this condition 

is not met by these data, the large standard error around the correlations makes it 
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difficult to draw substantive conclusions about what this might indicate. There is 

no clear, consistent pattern to the higher off-diagonal coefficients when they appear. 

4) A validity coefllcient should be higher than all coefllcients for that 

domain in the heterotrait-monomethod triangles. That is, shared variance 

attributable to the domains should be higher than that attributable to the method. 

This is no evidence of strong method bias in the data. Although some validity 

coefficients are about equal in magnitude to some heterotrait-monomethod 

coefficients, there is no overall pattern of monomethod correlations that would 

indicate a strong methods factor. 

5) There should be a similar pattern of relationships among the domains, 

whether in the monomethod or heteromethod blocks. This criteria is not clearly 

met. Ferketich, et al. (1991) point out that one of the limitations of the MTMM 

matrix approach is that the lack of consistency in the observed pattern of relations 

amongst the variables can be due to unreliability in the measures used. This 

unstability in the magnitude of the correlations makes interpretation of negative 

findings particularly difficult. However, issues of discriminant validity, as 

evidenced by higher correlations off of the diagonals, are not as crucial for this 

analysis, as was discussed above. 

Overall, the pattern of results from the MTMM analysis suggests that there is a 

relationship between the domains as measured by the two different methods and that this 

relationship is not likely to be strongly effected by method bias. It is also apparent that 

the reliability of the individual measures of the domains is likely to be a limiting factor in 
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any further analyses. Therefore, it seems reasonable to combine the items from the two 

methods to improve the reliability of the subscales. The alternative would be to run 

parallel analyses comparing EVI- and EVSH-derived scales in the structural model. 

However, there is little in the MTMM matrix to suggest that this would be particularly 

fruitful. Furthermore, the comparison of such small sample models (n=22 and n=33), 

with their resultant unstable parameter estimates, would be essentially uninterpretable. 
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CHAPTER 9: MEASUREMENT MODEL 

As was noted, one important component in the study of small data sets is the use 

of theoretically-guided data aggregation to reduce measurement error, increase statistical 

power, and minimize capitalization on chance. The aggregation techniques to be used 

include aggregation over occasions, aggregation over measures, and aggregation over 

subjects (in the structural model), as reconunended by Epstein (1980) to reduce 

extraneous sources of variability and improve reliability. 

Aggregation of Occasions 

Aggregating across occasions not only reduces the measurement error associated 

with any particular instance of measurement (Epstein, 1980), it can also provide a useful 

means of looking at the process of change. Three of the clinical measures available from 

VISTA will be amenable to studying study over time: Glomerular filtration rate, HbAlc, 

and glucose level. The amount of data available by subjects varies by time at the VA and 

by time of diagnosis (e.g., creatinine may not be measured before diagnosis). By using 

individual regressions overtime by subject and weighting the resultant parameters, we 

can use all of the data available for each subject. This technique, individual growth curve 

analysis (Francis, et al., 1991; Rogosa & Willet, 1985; Figueredo, Brooks, Leff, & 

Sechrest, 1996), has several advantages over traditional repeated measures ANOVA 

VA) approaches. MANOVA has the disadvantage of assuming a balanced design 

(the same number in each group at each time point), which may not be feasible when 

there are subjects with missing data, especially when the sample size is small, as is the 
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case in this study. Also, MANOVA designs assume that there is homogeneity of 

treatment effects within groups, that is, that everyone in one group responds the same to 

the intervention or condition (Francis, et al., 1991). Growth curve analyses do not have 

these restrictive assumptions and can allow for the study of intra-individual as well as 

between group change. This is especially important in a study such as this one, which 

does not define categorical grouping variables. 

The slope parameter from the individual regressions will give us the change in 

glomerular filtration rate, HbAIc, and glucose level as measures of deterioration of 

multiple organ systems and will be used as indicators of clinical outcome in the structural 

model. The intercept parameter will be used as part of the initial patient characteristics in 

the structural model. 

Aggregation of Measures of Independent Variables 

Both provider characteristics (MD or NP) and team characteristics (diabetes 

specialty or not) are measured variables and will be used individually in the model. The 

other predictor variables will be aggregates. 

Patient Characteristics 

Measured patient characteristics hypothesized to have a role in adaptation to 

illness and into the process of disease progression are: patient's current age; the number 

of years since diagnosis; body mass index; his/her baseline severity of diabetes; and the 

number of chronic comorbid conditions reported. Baseline diabetes severity was 

estimated by the intercepts of the growth curves of gfr, HbAlc, and glucose levels. The 
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comorbidities inquired about in the EVQ were cancer, migraine, arthritis, chronic back 

problems, chronic breathing problems, liver trouble, insomnia, chronic heartburn or 

ulcers, deafness or hearing problems, and depression. The positive responses to each 

condition were summed to make a comorbidity index. All of these patient characteristic 

variables were standardized and the mean of the available variables was used to represent 

the patient characteristics. This aggregation process allows for missing data on some of 

the items and assumes the equal weighting of variables in constructing the index. I have 

used this technique throughout the measurement model because, although the indices are 

theoretically derived, I have no strong a priori theory about the weighting of variables. 

Patient-Provider Relationship 

The patient-provider relationship was measured using the Primary Care 

Assessment Survey (PCAS)(Safran, 1997), described on page 57. The scales 

representing contextual knowledge of the patient, integration with specialists, 

communication, interpersonal treatment and trust were conceived of as indicators of the 

underlying latent construct of patient-provider relationship. The scale values were 

standardized, and the mean of the available variables was used to represent the 

relationship with the provider. The Cronbach's alpha for the overall construct was .88, 

with a mean item-scale correlation of .71 (sd=.14), indicating good internal consistency 

and supporting the hypothesis of an underlying latent factor. In this instance, in which the 

individual variables are assumed to correlate with one another, the mean represents an 

approximation to a unit-weighted factor score of these variables OFigueredo, Cox & 

Rhine, 1995). 
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Adaptation to Illness 

There were three stages to developing the variable representing adaptation to 

illness in the structural models: construction of subscales, construction of scales, 

construction of the overall index of adaptation. 

Subscale Analyses 

The items to be included in each domain were identified by research team 

members familiar with the results of the interviews, focus groups and concept mapping 

panels and with general ecocultural theory. The subscales described here differ slightly 

from those used in the MTMM matrix in that they contain the items from both the EVI 

and EVSR, and some also include domain-relevant items from the EVQ. The exception 

to this is the Positive Family Relations subscale. Because of the lack of correspondence 

between the two methods measuring this domain (see page 22), it would not be 

appropriate to combine the items from the EVI and EVSR for that subscale. Since the 

long-term goal of this research program is to create a clim'cally-useflil self-report 

measure, I have chosen to use the EVSR items to represent the Positive Family Relations 

domain even though the estimated reliability is somewhat less (EVI alpha= 71; EVSR 

alpha= 65). This also allows analysis of data from the full sample, rather than just the 

subset of those who had the interview. 

At the subscale level, the domains can be conceived of as bounded domains, 

though not necessarily unidimensional ones. Therefore, the model of domain-sampling 

can be used (Nunnally & Bernstein, 1994), and standard classical test theory 

psychometric principles can be employed for evaluating these subscales. 
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Li order to construct the subscales, scores were standardized to put them in a 

common metric before analyses were conducted. This had the advantage of providing 

equal weighting to the items rather than weighting those with greater variance more 

heavily (Nunnally & Bernstein, 1994). Since this is a confirmatory study, it is preferable 

not to make empirical respecifications of the domains as this may lead to overfitting the 

model to the sample-specific data, especially in a small sample study in which the 

parameter estimates are unstable and potentially misleading (Figueredo, Cox & Rhine, 

1995). However, two items were removed, one from the proactivity subscale and one 

from the workload subscale, when there was converging evidence that the two were poor 

items. Not only was the corrected item-scale correlation poor (i.e. <. 10), but the ratings 

of the expert judges also suggested possible difficulties with the items (e.g. contained 

ratings of 1 on a 0-4 point scale; comments by multiple judges of lack of clarity). This 

judgment seemed appropriate in light of the fact that this study is the first in a program of 

research to further develop this type of instrument, and so information at the item level is 

important. 

Table 4 presents the psychometric properties of the subscales. This table includes 

the combined EVI/EVSR/EVQ versions of the subscales evaluated in the MTMM matrix, 

as well as two additional scales composed solely of items from the EVQ, Social Support 

(SS) and Social Cost (SC), which were not appropriate for the MTMM analysis, since 

they were strictly self-report. 

Table 4. Psychometric Properties of Subscales 

Item Item Internal 
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Convergent 
Validity 

Discriminant 
Validity 

Consistency 
Reliability 

Sutiscale Number of 
items 

Range of 
Item-Scale 
Correlations 

Scaling 
Success Rate 

Cronbach's 
Alpha 

Economic 
Maminality 

14 .26-.77 98% .87 

Domestic 
Workload 

13 .29-.70 100% .84 

Domestic 
Help 

8 .03-.65 100% .73 

Positive 
Family 
Relations 

3 .18-.68 100% .64 

Salience of 
religion 

6 .48-.76 100% .80 

Proactivity 12 .22-.57 100% .76 
Negative 
Impact of 
Illness 

13 .25-.71 100% .87 

Sodal 
Support 

6 .40-.67 100% .77 

Social Cost 6 .46-.62 100% .79 

The range of corrected item-scale correlations is typically expected to be positive 

and homogeneous (Nunnally & Bernstein, 1984). The items reported on here are 

positive and, evea in the small sample, mostly exceed the .30 criteria generally employed, 

reflecting a common conceptual core. The ranges are quite wide in some cases, however, 

suggesting that some variables could be considered for differential weighting in creating 

the scale. However, it has been shown that unit-weighted scores, such as I constructed, 

are ̂ ically correlated about 0.95 with differentially weighted factor scores and tend to 

be more generalizable across independent samples (Gorsuch, 1983). Furthermore, when 

standard errors are large, as is the case with a small sample such as this one, differentially 

estimated factor loadings become even more difficult to discriminate amongst 

(Pigueredo, Cox & Rhine, 1995). 
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Each item in each subscale was correlated with each total subscale score to assess 

whether the correlation with its hypothesized (parent) scale was higher than its 

correlation with any other (non-parent) score. This differential association is referred to 

as scaling success and provides a test of item-level discriminant validity (Safran, et al. 

1998a). It is calculated as the ratio of the number of correlations for which the items in 

the scale correlate higher with the parent scale than with any other scale; the total 

number of item-scale correlations tested. Although strict discriminant validity at the 

subscale level is not assumed to be crucial (since the subscales are not considered 

orthogonal), discriminant validity at the item level is helpful for establishing the 

conceptual strength of the subscales. Eight of the nine subscales achieved 100% scaling 

success. The Economic Marginality achieved 98% success because two items correlated 

equally with other scales. An item assessing how much effort the veteran put into 

meeting health care costs correlated with Proactivity subscale. Another item rating the 

degree to which the veteran has had to change his/her life to have enough money to live 

on since developing health problems also correlated with Negative Impact subscale. That 

the correlations with the other scales are theoretically plausible is encouraging. They 

were retained in the EM subscale because theoretically and by other psychometric 

standards they were supported as part of that scale. 

Scale Analyses 

The higher-level scales were constructed by reverse-coding the subscales as 

necessary so that they could be standardized and combined (by taking the mean of the 

relevant subscales) into four indices representing two areas of constraint and two of 
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resources. One area of constraint is low subsistence level. This is represented by 

economic marginality. Initially, two scales had been conceived—economic marginality 

and neighborhood goodness of fit, but the items were so highly related across both scales 

that it seemed parsimonious to assume one underlying factor. Therefore, economic 

marginality, unlike the other conceptually higher-order factors, is comprised of items 

combined at the item level rather than at the subscale level. The other constraint factor is 

high domestic workload, which is the mean of the standardized Domestic Workload, 

reverse-coded Domestic Help, and EVQ marginality subscales. One resource factor is 

strong social network, which is the mean of the standardized Positive Family Relations, 

Salience of Religion, EVQ Social Support, and reverse-coded EVQ Social Cost scales. 

The final resource factor is positive response to illness, which is the mean of the 

standardized Proactivity and reverse-coded Negative Impact of Illness scales. 

Although the subscales are fairly narrowly defined and can be assessed under the 

domain-sampling framework, the higher-level scales are not conceived of as indicators of 

latent variables, as they would be in classical test theory. Therefore, they should not be 

expected to conform to classical test theory standards of coefficient alpha as a measure of 

internal consistency. As Nunnally and Bernstein (1994) point out, using coefficient alpha 

as an estimate of reliability can be misleading when the items are selected from across 

domains to provide an index of a construct that is a combination of those items (p. 267). 

Based on the ecocultural theory used in this study, the items here represent what have 

been referred to causal indicators (Bollen & Lennox, 1991). That is, here the explanatory 

variables (the indicators) are observed, and they come together to form a latent dependent 
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variable. This contrasts with the more traditional effects indicator model in which the 

explanatory variable is latent and the dependent variables (the indicators) are observed 

(Boolean & Lennox, 1991). To aid in discriminating between these two types of models, 

I will adopt the convention of talking about latent explanatory variables as latent 

variables and latent dependent variables as emergent variables (Ozer & Reise, 1994). In 

constructing emergent variables, there is no necessary correlation among the indicators 

that determine the emergent variable. Reliability is generally not assessed for emergent 

factors; rather the test of these factors are their criterion validity (Bollen & Lennox, 

1991), particularly their ability to predict multiple outcomes (Figueredo, 1998). 

However, because these higher-order emergent variables have the interesting 

property of being composed of lower-order latent subscales, one can assess their 

reliabilities by considering the reliabilities of these underlying subscales. It would not be 

appropriate to use alpha in this case, as Nunnally and Bernstein (1994) point out: 

"Suppose each test had a respectable reliability, but all three were mutually uncorrelated. 

Alpha would be zero, but it would be wrong to assume that the linear combination has a 

reliability of zero" (p. 267). The alternative-form reliability for linear combinations can 

be estimated for standard scores by the formula: rYY=l-(k-£r5/cj^Y) (Nunnally & Bernstein, 

1994, pg. 269). Table 5 shows the estimated reliabilities for the scales, and, using those 

reliabilities, for the overall construct of Adaptation to Illness. 

Table 5. Reliabilities of Scales 

Scale Estimated Estimated reliability 
reliability of of linear 
subscales combination 
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Oomestic 
Workload 

0.77 

DW 0.84 
DH 0.73 

Social Network 0.85 
PF 0.61 
SR 0.80 
SS 0.77 
SC 0.79 

Response to 
Illness 

0.83 

PR 0.76 
Nl 0.87 

Economic 
Marginality 

0.87 

Adaptation 0.88 
Economic 
Marginaiitv 

0.87 

Domestic Workload 0.77 
Social Network 0.84 
Response to Illness 0.79 

Aggregation of Measures of Dependent Variables 

In addition to aggregating the independent variables, the indicators of the 

dependent constructs were also combined to create theoretically-meaningful, more 

reliable variables. For a more comprehensive description of the individual variables, see 

"Dependent Variables", page 57. 

Adherence to Treatment 

Adherence to treatment was represented by the mean of standardized patient 

reports of adherence to diet, exercise and medication. These were all highly correlated, 

with an alpha of .5, mean corrected item-scale correlation of .92 (sd= 02). 
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Severity of Illness 

Severity of illness is conceptualized as an emergent variable. It is a composite of 

the slope parameters of the clinical indicator growth curves (gfr, HbAlc, and glucose 

level); whether or not the patient is on insulin; whether or not he/she has been prescribed 

ACE inhibitors, whether or not he/she has uncontrolled high-blood pressure; and a sum of 

co-morbidities likely to be related to diabetes, given that the patient has diabetes. The co

morbidities include reporting having had a myocardial infarction, having congestive heart 

failure, having hypertension, having blindness or other eye problems. These variables 

were reverse-coded where necessary so that a higher value indicated worse status, 

standardized, and summed to form an index of disease severity. 

Quality of Life 

Quality oflife is measured by three standardized instruments: the SF-36 (Ware 

& Sherboume, 1992), the Diabetes Quality of Life scale (DCCT Research Group, 1988), 

and the Patrick Quality of Life scale (Patrick, Danis, Southerland & Hong, 1988). The 

construct is conceptualized as latent, and so alpha provides an appropriate estimate of 

reliability. Alpha for the overall construct (comprised by the three scales) is .87, Avith a 

mean corrected item-scale correlation range of .70 (sd= 14). 

Utilization of Urgent Services 

Utilization of urgent services is conceptualized as an emergent variable and is 

represented by the mean of the standardized VISTA reports of number of urgent cardiac 
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clinic appointments, number of urgent care appointments, number of emergency room 

visits, and number of diabetes-related inpatient stays. 
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CHAPTER 10: STRUCTURAL MODEL 

Relationship of Etiinicity to Variables of Interest 

A primary aim of the study is to determine whether the hypothesized ecocultural 

factors are correlated with ethnicity, and might usefully be seen as underlying variables 

for which ethnicity serves as a proxy variable. In order to demonstrate the proxy nature 

of ethnicity, it must be shown to have some common variance with the ecocultural 

domains and with the outcome measures. The relationship with the outcome variables 

should then become negligible once the ecocultural factors are partialled out. 

Ethnicity was available from two different sources in this study—^via VISTA and 

from patient self-report. Of the 55 participants in the study, 24% (13) chose not to 

respond to the question: "In terms of ethnic group, you consider yourself to be: " Of 

these 13, 62% (8) were listed as Hispanic in VISTA. Since I am particularly interested in 

ethnicity as self-identification, I created an ethnic identification variable that included 

only those who had self-identified as either Anglo (or of some European-type decent) or 

Hispanic, under the assumption that those who identified more strongly with their 

ethnicity would tend to report it. Those who did not respond, or who responded 

ambiguously (e.g. Christian) were coded as missing on this variable. The bivariate 

correlations of ethnicity, reported both as VISTA codes and as self-reported ethnic 

identification, with the independent variables (as an indication of possible other ethnicity-

related factors preceding adaptation at play in the model), adaptation to illness, and the 

outcome variables are given in Table 6. 
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Table 6. Correlations of Factors with Ethnicity 

Measures VISTA ethnicity* Self-reported 
ethnic identity* 

Patieat characteristics -.09 -.17 
Relationship with provider .27 .33 
Adaptation to illness .13 .31 
Severity of illness .15 .16 
Utilization -.21 -.21 
Quality of life .21 .24 
* Anglo is coded as 1; Hispanic is coded as 2 

Of interest here is the pattern of results showing that, in our sample at least, 

Hispanic veterans have a less constrained and complex pattern of adaptation and a better 

relationship with their primary care provider than do Anglo veterans. In the original 

conceptual model (see page 55), we conceived of the patient-provider relationship as 

being influenced only by the provider characteristics (proxied by whether he/she was an 

NP or anMD), and having an impact on the patient's adaptation. The correlations 

between ethnicity and both adaptation and provider relationship suggests a possible effect 

of patient values and beliefs and activities (as are proxied by ethnicity and measured in 

the adaptation variable), on the patient-provider relationship. This latter 

conceptualization is intuitively more appealing, given that it acknowledges the patient as 

an active participant in care with a role in negotiating the relationship with his/her health 

care provider (c./ Miewald, 1997). In order not to overfit the model to the data, I will 

retain the conceptual model as it was specified a priori for purposes of model testing, 

with patient-provider relation affecting adaptation. The direction of the causal process 

cannot be teased out statistically in this model, anyway. It is worthwhile, however, to 
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consider and explore the alternative hypothesis that the cultural variables making up 

adaptation affect the relationship with provider. 

A key question from the perspective of ecocultural theory in this context is 

whether the relationship between ethnicity and patient-provider relationship remains once 

cultural factors have been partialled out. If it does not, that would imply that there is no 

effect of ethnicity over and above that of the cultural variables that are correlated (but not 

perfectly) with it. This is what is predicted if, in fact, ethnicity is a proxy for these 

underlying cultural variables. 

In order to test the "ethnicity=proxy" hypothesis, I constructed three regression 

models using general linear modeling. The first equation addressed the direct bivariate 

effect of ethnicity on the relationship between provider and patient: 

relationship=ethnicity of patient. This equation represents how studies using proxy 

variables often conceptualize the effect of ethnicity. The second equation looked at the 

effect of the composite cultural variable after ethnicity had been partialled out by using it 

as a hierarchically prior predictor: relationship=ethnicity + culture. This equation 

addresses whether there is an effect of culture on the relationship over and above that of 

ethnicity. The third equation looked at the effect of ethnicity, once culture had been 

partialled out by including it as a hierarchically prior predictor: reIationship=culture + 

ethnicity. This latter equation addresses whether there is an effect of ethnicity over and 

above that of culture. 

The results of these analyses are presented in Table 7. The hierarchical and 

overall tests of significance, i.e., the F-ratios, degrees of freedom, associated probabilities 
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under the null hypothesis, and the squared multiple correlations were obtained from the 

hierarchical analyses; the parameter estimates, expressed as standardized regression 

coefficients, were obtained by simultaneous ordinary least-squares estimation (Figueredo, 

etal., 1996) 

Table 7 . Regression Models for Relationship with Provider 

Model 1: RELATIONSHEP-ETHNICITY 

PREDICTORS OF RELATIONSHIP 0-WEIGHT F(1,35) P(Ho) 

SELF-REPORTED ETHNICITY .335 4.41 .0429 

SQUARED MULTIPLE CORRELATION .112 4.41 .0429 

Model 2: RELATIONSHIP-ETHNICITY + ADAPTATION 

PREDICTORS OF RELATIONSHIP B-WEIGHTS F(2,34) P(Ho) 

SELF-REPORTED ETHNICITY 
ADAPTATION TO ILLNESS 

.198 

.434 
5.30 
8.05 

0.0275 
0.0076 

SQUARED mJLTIPLE CORRELATION .282 6.68 .0036 

Model 3: RELATIONSHIP-ADAPTATION+ETHNICITY 

PREDICTORS OF RELATIONSHIP B-WEIGHTS F(2^4) P(Ho) 

ADAPTATION TO ILLNESS 
SELF-REPORTED ETHNICITY 

.434 

.198 
11.68 
1.68 

.0017 

.2043 

SQUARED MULTIPLE CORRELATION .282 6.68 .0036 
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It is clear that the variance shared by ethnicity and the relationship with provider 

is accounted for by the variance shared by ethnicity and the cultural variables that make 

up adaptation to illness. That is, culture shares more variance with the provider 

relationship than does ethnicity, and that which ethnicity does share is subsumed within 

that shared by culture. Therefore, the cultural variables provide more utility in predicting 

the relationship with the provider than does ethnicity. 

I had anticipated using ethnicity and adaptation to predict severity of illness, 

since I expected to find a stronger relationship between ethnicity and clinical indicators 

of severity, as was predicted in the literature. Selecting patient-provider relationship as 

the variable for which to use the analyses teasing out proxy relationships is admittedly 

somewhat post-hoc. Confidence in this specific effect, therefore, should not be 

exaggerated—it could be a case of overfitting the model to these data. However, the 

pattern of results is precisely what is predicted by the general model of proxy variables 

advocated throughout this paper (e.g., see Figure 1. Hypothesized Relation of Race, 

Ethnicity and Culture). That is, that using measures of the variables believed to underlie 

more commonly used variables such as ethnicity can provide more explanatory power 

than using the proxy variables. 

Sequential Hierarchical Models 

The final aim of the study is to assess the utility of measures of ecocultural factors 

in accounting for variance in clinical outcomes, quality of life, and service utilization. I 

used sequential hierarchical regression models to examine the direct and indirect effects 

of the fiill model with the following specified causal priority: 
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I. Relationship with provider ~ provider type 

II. Adaptation = relationship provider type patient ctiaracteristics 

III. Adherence = adaptation + relationship + provider type + patient characteristics 

IV. Disease severity=adherence + adaptation relationshipprovider type * 

patient characteristics adaptation*patient characteristics 

V. Utilization ^ disease severity + adherence + adaptation relationship + provider 

type + team type patient characteristics adaptation'patient characteristics 

VI. Quality of life = utilization + disease severity + adherence + adaptation + 

relationship + provider type + team type + patient characteristics + 

adaptation'patient characteristics 

These "inclusive" models were used for the initial significance testing of 

statistical hypotheses. Afterwards, the models were respecified as "restricted" models to 

include only those predictors found statistically significant (p<.05) in the hierarchical 

analyses in order to maximize the efficiency of parameter estimation (Cohen & Cohen, 

1983, Figueredo, et al. 1996). In addition, all main effects were retained if their 

interaction terms were found to be statistically significant. Because the small sample size 

provides insufficient power to detect an overall effect of the model, it was felt that the 

omnibus F-test provided an overly conservative test of the model, given that the relations 

in each equation were theoretically prespecified. Therefore, restricted models were 

estimated where appropriate, even if the omnibus F-test was not statistically significant. 

Ail parameter estimates reported were obtained by simultaneous ordinary least-squares 

estimation of the "restricted" models. Because the statistical significance of predictors 

was determined in advance by the theoretically-specified models, these later model 



respecifications did not incur any risk of alpha-slippage, or capitalization on chance 

(Figueredo, et al., 1996). 

Table 8. Final Regression Models for Adaptation to Dlness 

ADAPTATION = RELATIONSHIP + PROVIDER TYPE + PATIENT CHARACTERISTICS 

PREDICTORS OF ADAPTATION B-WEIGHTS F(3,48) P(Ho) 

RELATIONSHIP .4329 7.40 .0091 

SQUARED MULTIPLE CORRELATION .1874 2.80 .0502 

SEVERITY=ADHERENCE +ADAPTATIONS RELATIONSHIP + PROVIDER TYPE + 
PATIENT CHARACTERISTICS + ADAPTATION*PATIENT 

PREDICTORS OF SEVERITY B-WEICHTS F((>,45) P(Ho) 

ADAPTATION 
PATIENT CHARACTERISTICS 
ADAPTATION»PATIENT 

.0138 

.1468 

.2318 

.09 

.20 
6.19 

.7622 

.6598 

.0166 

SQUARED IVnJLTIPLE CORRELATION .0634 1.97 .0905 

UTILIZATION" SEVERITY+ADHERENCE + ADAPTATION + RELATIONSHIP + 
PROVIDER TYPE + PRIMARY CARE TEAM+PATIENT CHARACTERISTICS + 
ADAPTATION*PATIENT 

PREDICTORS OF UTILIZATION B-WEIGHTS F(8,43) PCHo) 

ADAPTATION -.3251 7.55 .0087 

SQUARED MULTIPLE CORRELATION .1057 2.1 .0562 
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QOI> UTILIZATION + SEVERITY+ADHERENCE + ADAPTATION + RELATIONSHIP + 
PROVIDER TYPE + PRIMARY CARE TEAM + PATIENT CEDVRACTERISTICS + 
ADAPTATION*PATIENT 

PREDICTORS OF UTILIZATION B-WEIGHTS F(8,43) P(Ho) 

ADAPTATION .5979 15.67 .0003 
PATIENT CHARACTERISTICS -.2930 3.63 .0647 
ADAPTATION^PATIENT -.1859 4.54 .0399 

SQUARED MULTIPLE CORRELATION .3807 3.19 .0059 

The final set of indicators making up the restricted models is shown in Table 8. 

The hierarchical and overall tests of significance, i.e., the F-ratios, degrees of freedom, 

and associated probabilities under the null hypothesis, were obtained from the "inclusive" 

hierarchical analyses; the parameter estimates, expressed as standardized regression 

coefficients, and the squared multiple correlations were obtained from the "restricted" 

models (Figueredo, et al., 1996). The parameter estimates are shown as path coefficients 

in the reduced version of the conceptual model in Figure 9. 
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Figure 9. Path CoefTicieiits for Adaptation to Dlness 

The adaptation construct has an effect on all three outcome variables, either 

directly, or moderated by complicating patient characteristics. Being higher on 

adaptation to illness— having fewer constraints, more social resources, and taking an 

active part in managing one's illness—is related to using fewer urgent services and to 

reporting a higher quality of life. In addition, the path from adaptation to quality of life is 

moderated by patient characteristics, leading to a stronger relationship between 

adaptation and quality of life for those veterans who are not, overall, as ill. 

The outcome of disease management (severity of illness) depends not directly on 

how much the patient reports having accommodated to his/her disease, but rather 

interacts with how much worse off the patient is already. It seems that higher adaptation 

activity might be indicative of good adjustment in those who are, generally speaking, less 
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ill. That is, for those who are younger, less obese, have had the disease less and have 

fewer comorbidities, the accommodations they make for their illness may be more easily 

handled and may represent positive activities that help them cope well with having a 

chronic illness (as evidenced by the strong main effect on quality of life). In those who 

are more ill, high values on adaptation may represent a greater need to be seeking out 

help and services, rather than a positive choice to do so. This activity may make for a 

more "hassle-filled" (Gallimore, et al., 1989), less sustainable daily routine that has an 

impact on how well they are able to manage their diabetes. Such an interpretation is 

consistent with ecocultural theory, which suggests that adaptation cannot be globally 

valenced as "positive" or "negative," but rather must be considered on the evidence of the 

outcomes in a particular context (Gallimore, et al., 1993). 
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CHAPTER 12: DISCUSSION 

Overall, the evidence seems to converge well enough to allow for some consistent 

conclusions with regard to the aims of the study; 

I. The self-report questionnaire (EVSR) designed to inquire about 

ecocultural factors in adaptation to type H diabetes appears to be tapping 

the same underlying constructs as the more resource-intensive interview 

method (jEVl). In addition, the EVSR does not seem to have a distinct 

method bias. Therefore, it should be possible to pursue the construction of 

a reliable self-report ecocultural instrument that could be used clinically, 

as well as for research purposes. 

n. The hypothesized ecocultural domains are correlated with self-reported 

ethnic identification. It can be shown that partialling out the effects of 

these ecocultural factors accounts for the association between ethnicity 

and the patient-provider relation. Therefore, for at least one variable of 

interest in health services research, the ecocultural variables can be seen as 

underlying variables for which ethnicity serves as a proxy variable, 

nr. The hypothesized ecocultural factors account for variance in quality of life 

and in urgent and emergent service utilization for veterans with type H 

diabetes. They also help explain some of the variance in clinical outcomes 

through their interaction with complicating patient characteristics. 

Norval Glenn (1989) has argued that sodal scientists have a "strong tendency to 

translate tentative conclusions into untentative ones" (120). In order to avoid that 
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criticisui, it is important to once again acicnowledge that these results are based on a small 

sample, and there can be little confidence in the parameter estimates achieved or in any 

specific (especially item level) effect. Subjectively, it is sometimes difficult to remember 

to apply consistent standards of evidence to both "negative" and "positive" results 

(Ruscio, 1998). However, the results reported here are not arbitrary and are not a 

product of data mining. The analyses were pre-specified and represent a theory-driven 

approach. Although any particular result may be suspect as a specific parameter 

estimate, Xht pattern of results is convincing and suggests that it is worth pursing this 

avenue of research with a larger sample. 

One of the most important fmdings of this study is that, having identified 

ecocultural variables through extensive and intensive qualitative methods, one can then 

measure those variables effectively in a self-report format. The results of the MTMM 

analysis suggest that the limiting factor is not in the validity of the constructs, but in the 

reliability of their measurement. By having considerable amounts of qualitative data, our 

research team should be able to develop an extensive item pool that can be used to 

develop a psychometrically sound instrument for the measurement of these ecocultural 

factors. The results of the MTMM analysis, taken together with the expert ratings also 

suggests which areas (specifically those surrounding positive family relations) may be in 

need of further qualitative study in order to assure proper conceptualization and 

measurement of the associated variables. 
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Implications for Research on Unpacking Proxy Variables 

One of the problems with proxy variables is that they are often used because they 

are available in administrative data sets. For instance, a VA Health Services Research 

and Development service primer on risic adjustment suggests as possible risk adjustment 

variables age, sex, and "cultural and socioeconomic attributes," along >yith other 

dimensions (Holohan & Chams, 1997). The primer also states that most risk adjustment 

information for the VHA comes from the VISTA clinical database and the outpatient 

National Patient Care Database. Although those files do contain a race and ethnicity 

field, they do not contain cmy variables pertaining to culture and very few that speak to 

possible socioeconomic attributes. 

In fact, not even race nor ethnicity are measured without error in the VISTA 

system. During the qualitative portion of our study, we found both obvious miscodings 

(an African-American veteran and Italian-American coded as Hispanic) and more subtle 

evidence that some patients' ethnic identification was miscoded (e.g. two veterans who 

were both Hispanic and Native American (but coded Hispanic) who spoke at length about 

their identification with the Yaqui (Native American) way of life; a Hispanic veteran who 

said to the Anglo interviewer "Well, I'm Hispanic, but I'm more like you."). In the 

portion of the study reported here, nearly one-quarter of our sample chose not to respond 

to the ethnicity item, but all had a code in the VISTA system, raising questions about the 

reliability and validity of ethnicity and race as a measured variable in the VA databases. 

Li addition, we found that our economic marginality variable was only correlated r=.33 
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with reported income, suggesting that income may serve as a relatively poor proxy for 

socioeconomic status, especially in an elderly, fixed-income population. 

Since the authors of the primer assert that "the greatest limiting factors to any risk 

adjustment method are the uniformity, reliability, and accessibility of the data on which it 

is dependent" (Holohan & Chams, 1997, pg. 6), one should pause before including these 

sorts of proxy variables in any statistical model without careful thought. If it is "cultural 

and socioeconomic attributes" that are of interest, then these are the variables that should 

be measured. 

One of the advantages of looking at culture rather than ethnicity can be illustrated 

by the finding in this study that patients who ranlced higher on adaptation tended to report 

a better relationship with their provider. Although it was also the case that being of 

reported Hispanic ethnicity was associated with a better patient-provider relationship, this 

piece of data provides little insight into what might be the dynamic that sustains these 

relationships or where to usefully direct flirther research into unpacking the process 

behind it. Furthermore, once the effect of the ecocultural variables has been accounted 

for, the effect of ethnicity is reduced to near zero. 

Knowing that a more positive patient-provider relationship is reported by patients 

who are more proactive in their care and have more social and economic resources to 

draw on suggests that much of the relationship depends on patient factors and not just 

provider or system characteristics. In fac^ the provider characteristic measured in this 

study had no association with the patient-provider relationship. Of course, the provider 

characteristic included here, MJD. vs. NJ., was just a rough proxy for the unmeasured 
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variables of communication style and amount of preventative and educational services 

provided. The differential effect of the patient ecocultural factors over the provider factor 

may have been a difiference in the quality of measurement (see "Measurement Error," 

page 31). 

With the exception of the difference in patient-provider relationship, there was 

homogeneity in the results across ethnicity. Although there is a considerable amount of 

literature on the difference in disease progression and outcome between Anglos and 

Hispanics (see "Culture and Type H Diabetes," page 42), such differences were not 

apparent in this study. This raises the intriguing possibility that this is because the factors 

that lead to variability in disease management and outcome in type n diabetes truly are 

cultural in nature and that the veteran population served by the VA Medical Center tends 

to be ethnically heterogeneous but culturally homogeneous. For instance, all of the 

veterans speak English, have similar access to care (with some variability in eligibility), 

tend to be lower income, and probably have less variability in their beliefs and values 

than in the general population given that they all have shared the experience of military 

service. If these sorts of ecocultural variables are indeed the ones at play in producing 

the apparent ethnic differences in disease incidence and outcome, and if the variation in 

cultural factors is relatively limited in the veteran population, then this restriction in range 

will serve to attenuate the observed correlation between disease severity and ethnicity. 

Our interviews and focus groups with veterans support this interpretation of a 

veteran culture, indeed, of a veteran ethnicity. As is often the case in qualitative research, 

we took great care to assure that the interviewers working with the veterans were likely to 
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be accepted by them. As noted, our mde interviewers were fluent in Spanish, one 

bicultural, and both "culturally sensitive." Or so we thought. This exchange is between 

two Hispanic male veterans participating in one of the study focus groups conducted in 

Sierra Vista: 

R: ''One of the things I noticed about J... when we first started the 
meeting, both (rf'you (the focus group f^ilitators], in time, said neither 
of you had been in the militaiy, and J. kind of flinched." 

J.: "It's kind of hard for me to understand, (describes military 
experience of several family members). I never knew nobody that 
wasn't a vet, so it's kind of difficult for me, you know. But you're right, 
that's a good observation. It was a shock—why would the VA send non-
vets? You'd think you'd want somebody that could identify with (he 
various evolutions that we've gone through in our h'ves." 

I found in my own group facilitating and interviewing with both male and female 

veterans and their spouses that introducing myself as the daughter of a veteran and the 

sibling of a veteran seemed to give me credibility with the participants, as was evidenced 

by their occasional references to their military experiences couched in terms of "You'll 

know from being a military brat that..." or "I bet your dad told you that..." or "You must 

have seen your brother do..." 

That the veteran identity may supercede what is traditionally thought of as ethnic 

identity can be illustrated by the following exchange amongst the Hispanic male veteran 

participants in one of the focus groups conducted in Tucson: 

R; So, well, wliat we're trying to get across to you, we stayed 
pretty close to everything that has to do with miUtaiy people. 
If it involves military, veterans and all this, then it's just a 
bond that everybody believes in. 

J; Mih'tary family. 

B: That's right 

J: We're all brothers, I'll tell you that 
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R: Because I don't care what color you are, what race you are, 
the door's open and all you have to do is just pick up tliat 
(VFW) card and say "Hey, brother." 

Research on the relation of ecocultural factors to the progression of type 

n diabetes conducted jointly in VA and non-VA facilities would be an interesting 

and important contribution to the field. 

Implications for Health Services Research 

There is enough evidence from this theory-driven study to suggest that a program 

of research focused on improving the measurement of ecocultural variables in health 

services research is likely to be fruitful. Although the instruments described in the 

current study were used with patients with type II diabetes, they were designed with the 

idea that they could be used more widely. They are not disease-specific. 

Quality of life and service utilization are valued outcomes in health and mental 

health services research. Focusing on the role of ecocultural factors in disease 

management would advance understanding of the phenomena involved in the variation in 

these outcomes for patients with chronic illness. It should also improve our capacity to 

design better interventions. For instance, I can imagine woridng toward an intervention 

that would identify and target the specific ecocultural strength and problem areas for each 

patient in his/her adaptation to diabetes. The intervention could take the form of a 

computer-based screening tool that would be efficient in its collection of information 

firom chronically ill patients, the analysis of that data, and the production of a concise 

report for the primary care provider (PCP). The report would allow the time-constrained 

PCP to make efficient, targeted recommendations and referrals for the patient that 
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acknowledge and respect the resources and constraints in the patient's everyday life that 

have an effect on his/her ability to manage a chronic illness. Interventions such as these 

are the result of rich theory building supported by targeted empirical research. They do 

not develop from the use of proxy variables. They cannot. 
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APPENDIX A: FOCUS GROUP DISCUSSION GUIDE 

Introduction and statement of purpose 

Thank you very much for joining us today. My name is and this is 
We are conduction this discussion, or "focus" group as part of a research 

project sponsored by Dr. Murray Katz, the Tucson VA Medical Center, and the VA's 
national Health Services Research and Development Service. This research project is 
looking at the different ways veterans and their families adapt or cope with illness and 
manage their everyday life. This focus group will be one of several being conducted as 
part of this project. 

Our discussion will not be strictly about your illness. Instead, we will be giving you the 
opportunity to talk about things you many not have had a chance to discuss in your 
medical appointments. We are interested in how your illness fits into the rest of your life 
and what you've had to do, and the changes you've had to make, to cope with it. It is 
important to note is that there are no right or wrong answers. Everyone's participation is 
important, so we will give everyone an opportunity to share his (or her) thoughts and 
opinions. 

We are audiotaping (and videotaping...) this session. The reason for this is that we will 
be reviewing the tape for information regarding the subject of our study. Your 
participation in this discussion group will be confidential. We will not give your names 
or any other identifying information to your VA health care providers or to anyone else. 
The ultimate goal is t better understand how people deal with health issues and so 
improve services provided to patients. The tape will assist us in writing a report for 
education and research purposes. The tape itself will not be shown to anyone not directly 
involved in this project. 

Ground rules. Before we begin, I want to review some ground rules we will use during 
this discussion (refer to flip chart): 

• one person speaks at a time 
• first names only 
• everyone's opinion is important 
• respect confidentiality 
• relax, have fun 

Are there any questions? 
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1. Initial questions 
We have quite a bit to leam about how you manage your day-to-day activities while 
coping with ongoing health problems. Let's start by briefly introducing ourselves. Could 
each person please give us your 

First name 
Branch of service you were in 
When you served 
And tell us a bit about the idnd of work you've done 

(Moderators introduce themselves first) 

2. Health concerns 
One of the thins that you all have in common is that you have some physical condition 
that takes you to the medical center on a fairly regular basis. 

A. What things in your lives have been affected by having a physical condition? 
Probes: [For instance, we've been told by some people that it is difficult to find 

frequent transportation to the hospital. Is transportation an issue for any of 
you?] 
How do your financial circumstances affect dealing with your illness? 
How have your health problems affected your families? 
How are other people in your lives affected? 
How have your health problems affected your independence? By that, I 
mean your ability to get through the day without relying on someone 
else's help. 
—how home is set up 
—domestic routine 
—social network: instrumental and emotional support 
—learning and information 
—spirituality 

What have you found to be helpful in coping with these challenges? 
(use as prove throughout above discussion) 
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3. Leisure time 
A. What are some of the activities that mean a lot to you, that are things you like to do? 
Probes: 

What are some of the challenges you face in trying to continue to do the 
things you enjoy doing? 
What have you found to be helpful in coping with these challenges? 
Are there any activities you've had to give up? 

4. Treatment 

You will probably have been receiving some treatment for your physical problems, things 
like medicine or diet and exercise recommendations. 

Are you able to stay on the treatment plan? 
Probes: If so, what keeps you on the treatment plan? 

What factors make it difficult to stay with the recommendations 
your doctor, nurse or dietitian has made? 
What do you do when it isn't easy to stay on your treatment? 
How have you "reorganized" your life since your illness began to 
help you stick to your treatment? 
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5. VA services 
We've talked quite a bit about the things you do to adapt to the challenges that come 
along with having a chronic illness. 

A. Now tell us, what should your primary doctor or nurse be doing for you? 
Probes: How well do they meet your needs? 

How could they better meet your needs? 

B. How well do you feel you are able to communicate with your doctor or nurse about 
the challenges you face with your illness? 
Probes: Do they talk to your wife or other family members at all? 

What would make communication easier? 

6. Wrap-up 

A. What positive things have you learned today from the focus group that you would tell 
another person with similar health problems? 

B. (if above question doesn't elicit much response): Before we finish, is that anything 
we haven't covered? 
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APPENDIX B: CONCEPT MAPPING STATEMENTS 

"One factor that afifects how veterans manage their daily lives in the face of a chronic 
health condition is..." 

...that the side effects of medications sometimes make it hard to stay on them. 

...not being as active as they were. 

...using traditional or alternative ways of healing (for example, herbs, special foods, 

etc.). 

...fmding it hard to take care of things around the house (cleaning, repairs, etc). 

...having to purchase health items not provided by the VA. 

...that having family or friends around can make it difficult to stay on the diet they are 

supposed to. 

...that health care providers do not always speak the same language they do. 

...that not having a spouse or partner can make it harder to take care of themselves. 

...needing to take care of children or grandchildren (for example, babysitting, getting to 

school, tutoring, helping financially). 

...not wanting to worry family or jMends by talking about poor health. 

...coming up with ways to remember to take insulin and/or other medicines. 

...that sometimes having one health condition prevents them from doing things that they 

are told to do for another health condition. 

...that friends can help in many ways. 

... having to change cooking/^food preparation since being diagnosed. 

...finding it hard to find work when they've reached a certain age. 

..iinding it hard to work fiill time, or at all, with the health condition. 
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...sometimes having difficulty engaging in sexual relations because of the health 

condition. 

...that meeting new people can be more difficult now that they have a health condition. 

...that they might not be able to drink alcohol because of health condition. 

...that they might not be able to fully participate in the kind of socializing they used to do 

before having the health problem. 

...that their spouse/partner may also have a health problem. 

...being told to eat foods they do not like. 

...that their spouse/partner's health condition may drain economic resources. 

...that income sources like social security, disability, etc. can help a lot. 

...that family members may help fmancially. 

...that treatment may make them feel well enough to get them back on the job market. 

...completely eliminating sweets and/or alcohol can cause them to binge occasionally. 

...not being able to travel as much because of health condition. 

...that veterans' service organizations can be good places for socializing. 

...not feeling as energetic as before having health problem. 

...that in public places taking medication or insulin shots can be misunderstood to be 

illegal drug use. 

...watching more TV for leisure since health condition started. 

...that getting dire warm'ngs about progression of health condition can scare them into 

changing their lifestyle. 

...using newspapers/magazines to find out about their health condition. 
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...getting information on TV and the radio about tiieir health condition. 

...seeing the effects of the disease or condition in somebody they know may make them 

want to stick to their treatment. 

...that the weather can get in the way of outdoor leisure/exercise activities.. 

...wanting to take care of themselves because their families need them. 

...that their spouse/partner can help them remeniber to do things like take medicines, 

insulin, check blood sugar, appointments, etc.. 

...having to read labels on food in the supermarket. 

...that coming to the VA medical center gives them the opportunity to talk to other 

veterans. 

...that health care providers can instruct them on what to do, but providers can't make 

them change their habits. 

...that getting into the VA system can be difficult. 

...coming to VA for an appointment but finding out that there is no record of the 

appointment. 

...taking care of grandchildren can be an extra burden when one, or one's spouse, has a 

health condition. 

...getting forgetful, or not being as mentally sharp as they used to be. 

... having the VA medical center available for care 

...having children and/or grandchildren around can be emotionally rewarding. 

...that their spouse with a health condition won't take care of himself or herself 
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...using medical reference books to get information about their health condition or 

medications. 

...that foods are available that are low-salt, low-sugar, low-fat, etc.. 

...how good their marriage is. 

...that providers may not listen to their patients enough, since patients know their bodies 

better than anyone else. 

...that providers may not talk to, and listen to, patients' spouses/family members enough. 

...that it may be difficult to save money for the future. 

...having support groups to share information and experiences with people who have 

same health condition and their spouses. 

...that providers don't know about alternative or natural healing techniques. 

...that it can be hard to get used to the idea that a health condition is chronic... it won't 

ever be completely cured. 

...being unhappy or having depression. 

...being irritable or snappy because of their health condition. 

...not wanting to admit to themselves how serious the health problem is. 

...whether they have a sense of humor. 

...how good their self-esteem is. 

...being able to find new ways of enjoying life. 

.. .not wanting to be a burden on their children or family. 

...finding transportation to the places they have to go. 

...how much money they have. 
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...that it may help to be independent, not relying on others. 

...that it may help to be able to let other people help you, rather than shunning their help. 

...that healthier food is often more expensive. 

...having to take care of other family members (for example, siblings, elderly parents). 

...that their health condition may not be completely covered by insurance or disability. 

...they may have to arrange their day around their medication schedule 

.. .that their religion can help them cope with some of the difficulties. 

...that their health care providers sometimes dont seem to read their medical chart before 

an appointment. 

...that you don't want to complain to your health care provider about all your health 

problems. 

...that they may face a lot of discrimination. 

...that they may have to find different ways of making money when they can't work full-

time. 

...that it may be hard to trust the information about their disease that they get from the 

media. 
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APPENDIX C: ECOCULTURAL VETERANS INTERVIEW (EVI) 

CODEBOOK 

Case ID: 

Interview Date: 

SUBSISTENCE DIMENSION 

1. Overall resilience of subsistence base: (circumstances) 

0, 1 or 2 = Low. Vet has low resilience in subsistence base. Has limited, few 

back-up resources, live with relatives or rents, has difficulty paying basic expenses or 

lives on limited government benefits. 

3, 4 or 5 = Moderate. Vet has moderate resilience in subsistence base. Has a 

moderate income, with some back-up resources, owns a home though making payments, 

has a little something to fall back on as unexpected expenses arise. 

6, 7 or 8 =High. Vet has high resilience in subsistence base. Has a high income, 

owns a home, has a fair amount of back-up resources, has income available for "luxuries" 

and unexpected expenses. 

Cues: 

2. Overall satisfaction with current subsistence base, (circumstances) 

0, 1 or 2 = Low satisfaction. Vet expresses dissatisfaction with current status. "0 

means vet expresses virtually total dissatisfaction with current status. 
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3, 4 or 5 = Moderate satisfaction. Vet expresses some satisfaction with current 

status. 

6, 7 or 8 = High satisfaction. Vet expresses great satisfaction with their current 

status. "8" means vet expresses virtually total satisfaction with current status. 

Cues: 

3. Activities to maintain or regain employaient (Adaptive) 

0, 1, or 2 = low. There is little activity to maintain or regain employment (as 

examples, vet's diabetes is currently controlled by diet and he is able to keep his job as a 

contractor; vet goes on disability and makes no effort to maintain employment. 

3, 4, or 5 = some activity. (For example, vet cuts back to part time so he can 

maintain employment in spite of worsening health) 

6, 7 or 8 =much activity. (As examples, vet starts home business so he can rest 

as necessary; vet does not take promotion because it would be too strenuous.) "8" means 

that much of vet's activity is centered around maintaim'ng or regaining employment. 

Cues: 
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4. Negative effects of treatment and illness on veteran's ability to work 

(Circumstances) 

0, 1 or 2 = Low. There is little negative effect of treatment or illness on work. 

(As examples, vet's only treatment for diabetes is diet control) "0" means there is 

virtually no effect of the treatment or illness on vet's ability to work. 

3, 4 or S = Moderate. (For example, numbness in hands limits time vet can 

spend at computer;vet can work only part time because he must have dialysis 3 times a 

week; vet can only work part time because he must take time off for frequent medical 

appointments; vet turns down promotion because it would mean relocating too far away 

from the VA center) 

6, 7 or 8 = High. (As examples, vet loses job because he must take so much time 

off for medical appointments; vet unable to work because medication makes him feel too 

tired and "spacey." )"8'' means that vet's work is arranged almost completely around the 

treatment, or, he is totally unable to work because of the treatment or illness. 

Cues: 

5. Positive eilects of treatment on veteran's ability to work (circumstance) 

0, I or 2 = Low. There is little positive effect of treatment on work. (As example, 

vet's only treatment for diabetes is diet control, which has had no impact on vet's work; in 

spite of cardiac surgery, vet still lacks the energy to work as much as he would like). "0" 

means there is virtually no effect of the treatment on vet's ability to work. 
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3, 4 or 5 = Moderate. (For example, dietary changes and weight loss have made 

vet feel more energetic) 

6, 7 or 8 = High. (As example, after heart transplant, vet is able to work again) 

"8" means that vet is able to work, or do the kind of work he prefers, largely because of 

the treatment. 

Cues; 

6. Working is important to veteran's self concept and identity (circumstances) 

0, 1 or 2 = Low. Work has minimal importance to vet's self-concept. (As 

examples, vet is happily retired; vet gets much satisfaction from volunteer work since he 

had to leave his job; vet is still able to work but states his main identity is as a father and 

grandfather). "0" means work has no importance to veteran's self-concept and identity). 

3, 4 or 5 = Moderate. (For example, vet misses the outdoor work he can no longer 

do, but finds some satisfaction in the shop he starts in his garage; vet enjoys his work but 

finds his leisure activities equally fulfilling). 

6, 7 or 8 = High. (As examples vet finds work very satisfying and wants to 

continue working; vet feels he is worthless because he can no longer provide for his 

family; vet describes a "nothing job" he took at an information booth because no one else 

would hire him; vet is still able to work full-time and expressed anxiety about the time 

when he will no longer be able to). 8" means that the vet's entire self-concept and identity 

is wrapped up in work. 

Cues: 
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7. Amount of activity to meet health care expenses.(adaptation) 

0,1, or 2 = Little. Vet makes no efTort to find funds for recommended fresh fruits 

and vegetables; vet makes no effort to find money to purchase the breathing machine 

prescribed by the VA. "0" means low activity to meet expenses associated with illness. 

3,4, or 5 = Moderate. To pay for medications not covered by insurance vet gives 

up favorite activities, changes to generic drugs 

6,7, or 8 = High. As examples, vet's adult children handle most of out-of-pocket 

expenses, changes health care providers, gives up favored provider; begins self-managed 

cardiac rehab program, giving up formal rehab service, saves money by reducing 

medication regime contrary to treatment plan. 

Cues: 
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SERVICES DIMENSION 

Multiple Service Involvement 

8. Level of veteran activity currently focused on getting and using illness-related 

services. (Adaptation) 

0,1 or 2 = little activity (As examples, vet gets all services at VA and has had no 

access problems; retired spouse available to drive vet to appointments) "0" means the vet 

is receiving the services he wants and needs and there is no effort to get services. 

3,4 or 5 = a moderate amount of activity (As examples, vet moves in part to be 

near closer to the VA; vet has conflict with home health aide and requests a new one; vet 

signs up for research studies at the VA or university). 

6, 7 or 8 = a lot of activity (As examples, vet fights with VA to be declared 

eligible for services; vet arranges for adult children, neighbors, fnends to drive him/her to 

medical appointments.) "8" means that much of the veteran's activity is focused on 

getting and using services for the vet. 

Cues: 

9. Level of vet activity directed at improving quality of existing care. (Adaptation) 

0,1, or 2 = Little activity. Vet does little to improve quality of services. (As 

examples, does not express his dissatisfaction with pnmary care physician; does not share 

with nutritionist that he/she has been unable to stick to diet; vet is highly satisfied with 

health care) "0" means vet makes no attempt to improve quality of services. 
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3,4, or 5 = Some activity. (As examples, vet questions other vets about their 

providers before changing to another; vet discusses side effects of medications with non-

VA. pharmacist). 

6,7, or 8 = Much activity. (As examples, vet periodically goes to provider outside 

VA because he feels care is better; vet has multiple VA providers, takes notes during 

each visit and discusses them with primary care provider). "8" means a great deal of 

activity is directed at improving quality of care. 

Cues: 
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HOME and NEIGHBORHOOD DIMENSION 

Attempts to structure environment 

10. Level of veteran/family activity currently focused on constructing or changing 

home and yard for benefit, or convenience of veteran, given his health status. 

(Adaptation) 

0, 1, or 2 = Low activity. A "0" means that family has not recently made any 

changes in the home or yard because of vet's illness. 

3,4, or 5 = Moderate amount of activity. (As example, family has installed 

treadmill in living room because it is too hot and dusty for vet to exercise outside; special 

equipment is installed in bathroom so vet can maintain his independence) 

6 ,1 ,  or 8= A great deal of activity. (As examples, family sells two-story home 

because of vet's physical problems; family moves to new neighborhood primarily for 

better environment for vet). "8" means that family moves and/or is making major 

alterations in home or yard because of vet's illness.) 

Cues: 

11. Convenience and suitability of neighborhood places and services for vet 

(circumstances) 

0, I, 2 = Low. (For example, there are no grocery stores in the community that 

stock special dietary items; there is no level area for vet to walk for exercise.) "0" means 

the neighborhood is inconvenient and unsuitable for vet. 
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3,4,5 = Moderate. (As example, vet is able to exercise in the neighborhood at the 

end of the day when the dust from the construction has settled; vet is able to fmd some of 

the special dietary items he needs) 

6, 7, 8 = High. (As examples, vet is able to shop in the neighborhood, use 

recreational facilities, has access to convenient transportation to get around) "8" means 

the neighborhood is highly suitable and convenient for vet. 

Cues: 

12. Safety of home/neighborhood for vet's illness (circumstances) 

0, I, 2 = Low (For example, the neighborhood has a high crime rate and there is 

no safe place for walking; vet lives in rural area, miles away from any neighbors or 

medical help in the case of emergency.) "0" means the neighborhood is not at all safe. 

3,4, 5 = Moderate. (As example, vet is able to walk in certain blocks of the 

neighborhood; vet lives in rural area with attentive neighbors who frequently check on 

him) 

6, 7, 8 = High. (For example; vet lives in retirement community with high security 

and ready access to medical care) "8" means the neighborhood is extremely safe for vet. 

Cues: 
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DOMESTIC WORKLOAD DIMENSION 

13. Level of veteran activity currently focused on arranging and sustaining child 

care (children, grandchildren, nieces, nephews, etc) (Number of tasks; number 

of helpers; time or effort expended) (adaptation) 

0, 1 or 2 = little or no activity. (As examples, grandparent (vet) easily fits 

grandchild into daily routine; teenage child attends after school program on school site 

and requires no at-home supervision; child's mother doesn't work outside the home and 

grandparents provide occasional baby-sitting.) "0" means that grandparent does not 

expend extra efifort on arranging and sustaining childcare for grandchild. 

3, 4 or 5 = some activity. (As examples, vet often changes schedule in order to be 

able to care for grandchild after school; vet goes to work late once a week so he can care 

for the grandchild or provide transportation) 

6, 7 or 8 = much activity. (As examples, at home vet spends much time and 

energy monitoring activities of highly active grandchild or one with special needs; vet 

spends lots of time picking up child from school/after-school, taking to appointments, or 

activities) "8" means that much vet activity is focused on arranging and sustaining 

childcare for child or grandchild. 

9 =Not applicable (no grandchildren). 

Cues: 
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14. Level of veteran activity currently focused on helping and sustaining adult 

children, parents, or other family members (Number of tasks; number of 

helpers; time or effort expended: Note; Babysitting of grandchildren is excluded 

firom this item, and coded under item 13 (adaptation) 

0,1 or 2 = little or no activity. (As examples, adult children or elderly parents are 

mainly self-sufficient, and interact with vet and his/her household on social basis; vet and 

spouse provide limited assistance with routine chores, transportation, etc. (EXCLUDING 

BABYSITTING OF GRANDCHILDREN.) 

3, 4 or 5 = some activity. (As examples, vet sometimes changes schedule in order 

to assist an elderly parent with household chores, does laundry for adult child's family, 

helps with medical care of the elderly parent,) 

6, 7 or 8 = much activity. (As examples, at home vet spends much time and 

energy monitoring & assisting troubled, sick, or dependent adult child, or one with 

special needs; vet spends lots of time providing direct physical care, providing 

transportation, taking to appointments, or activities, does all of the laundry, cooking, etc. 

for elderly parent.) "8" means that much vet activity is focused on arranging and 

sustaining adult child or elderly parent. 

9 = Not applicable (no adult children). 

Cues: 
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15. Veteran arranges schedules around medication (adaptation) 

0,1 or 2 = Low arrangement (For example, vet makes little or no allowance for 

medication regime in daily routine). "0" means that vet does not arrange schedule due to 

medications. 

3, 4 or 5 = Moderate arrangement of day due to medication (As examples, family 

does not accept certain invitations because of vet's medication; vet and/or spouse 

schedules errands in accord with medication regime; vet's or spouse's work schedule and 

hours Avorked are somewhat affected). 

6,7 or 8 = High arrangement. (As examples, medication is a major factor 

determining arrangement of everyday routine; regime has prompted vet and spouse to 

develop a highly explicit daily schedule including an hourly calendar; vet's treatment 

regime is so complicated that it is sometimes a struggle to fit in meals, household chores, 

appointments, etc.) "8" means that family routine is largely organized around vet's 

illness and medications, etc. 

Cues: 

16. Household workload related to health care needs of vet's spouse, (circumstances) 

0, 1 or 2 = Light. (As examples, little beyond routine medical checkups are 

required.) "0" means that spouse is in good health, has no medical problems. 
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3, 4 or 5 = Moderate. (For example, spouse has chronic or acute illness, requires 

recuperation from surgery, vet accompanies him/her to appointments, helps monitor 

medication; spouse is very ill but manages own illness or hires outside help) 

6, 7 or 8 = Heavy and complex. (TFor example, the spouse has a serious medical 

condition which requires constant monitoring and accompanying to frequent 

appointments with the doctor.) "8" means that almost all of the family activities revolve 

around spouse's illness. 

9 = Not applicable (no spouse/housemate). 

Cues: 

17. Complexity/elaborateness of workload and schedule, (circumstance) 

0,1 or 2 = little. (As examples, vet does not work outside the home; vet lives only 

with spouse or one other family member in small apartment which is easy to maintain.) 

"0" means the work and schedule are not complex and elaborate. 

3,4 or 5 = some. (As examples, vet shares hoe with adult children and 2 small 

grandchildren; spouse works flilltime yet still accompanies vet to medical appointments) 

6,7 or 8 = a great deal. (As examples, vet reports a complicated schedule that 

may include full or part-work, assistance to grandchildren and adult children, assistance 

to spouse (who maybe ill or working full-time), social commitments, frequent trips for 

medical care or monitoring) "8" means the work and schedule are extremely complex, 

elaborate and require much effort. 

Cues: 
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18. Extent to which veteran adapts daily routine to incorporate treatment. 

(Adaptation) 

0,1, or 2 = Low. (As examples, vet continues to eat frozen meals in spite of 

recommended low sodium diet; vet has stopped going out for breakfast on Sunday 

because of dietary restrictions; vet still goes out to breakfast but ignores dietary 

restrictions). 

3,4, or 5 = Some evidence. (As examples, vet continues to eat breakfast out with 

buddies but has replaced bacon and eggs with fruit and yogurt). 

6,7, or 8 = Much evidence. (As examples, vet changes work hours so he can 

exercise in the mornings when it is cooler; cooks healthy meals for himself and feeds 

buddies bacon and eggs; no longer goes out with drinking buddies because alcohol is 

prohibited). 

Cues: 
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SPOUSE AND ADULT CHILDREN 

19. Time availability of spouse/partner, other adult domestic cohabitant for 

domestic workload, health care related needs, and companionship. 

(circumstances) 

0, 1, or 2 = Little availability. (For example, vet reports that spouse is a 

"workaholic" who spends most of waking hours at work; or spouse is so busy with 

grandchildren or adult children that she has little time available.) "0" means spouse is 

rarely or never available to be with the vet including weekdays and weekends. 

3, 4, or 5 == Some, occasional availability. (As examples, roommate occasionally 

takes time off from work or other commitments to drive the vet to doctor appointments; 

spouse works or other full-time commitments and is primarily available evenings and 

weekends; housemate works part-time and is able to accompany vet to gym.) 

6, 7, or 8 = A great deal of availability. (For example, partner is very busy, but 

makes considerable time available to spend with vet; spouse does not work or works at 

home and is available to care for the vet almost every day.) "8" indicates spouse is 

available for the vet all weekdays and weekends. 

9= Not applicable (There is no spouse or other adult cohabitant) 

Cues: 
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20. Spouse/partner/ otber adult cohabitant participation in activities and domestic 

tasks related to illness (circumstance) 

0, 1 or 2 = little participation. (As example, spouse does not participate in care for 

vet and domestic workload as his/her role is working full time as "breadwinner"; spouse 

works late most evenings and some weekends but can occasionally arrange to be home 

from work in time to help out; spouse works long hours but can occasionally arrange to 

attend to special task, such as extraordinary medical procedures; housemate is unwilling 

to participate). "0" means that spouse or housemate does not participate in vet's care or 

domestic work. 

3, 4 or 5 = some participation. (As examples, spouse assists vet in medical 

monitoring, self-care; spouse takes time o£f from work to take vet to medical 

appointments.) 

6, 7 or 8 = much participation. (As examples, spouse is heavy participant in all 

aspects of vet's care and monitoring, including active work on modified diet, makes 

regular effort to find and prepare special foods, spouse arranges to work the early shift to 

be home with vet, taking vet to medical appointments, and making dinner;) "8" means 

that spouse or housemate regularly participates in many vet care and domestic tasks and 

activities. 

9 = not applicable (no spouse or other adult cohabitant) 

Cues: 
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21. Amount of help with domestic workload from adult cohabitants living in the 

home, (circumstances) 

0, 1, or 2 = Little. (For example, other household members only pick up own 

rooms or care for their personal needs.) "0" means vet receives no help in caring for the 

household excluding grandchild care. 

3, 4, or 5 = Some. (As examples, vet's mother helps clean house, cook family 

meals.) 

6, 7, or 8 = A great deal. (As examples, others responsible for all housecleaning; 

vet's son and daughter-in-law divide up cooking, laundry, and housecleaning 

responsibilities.) "8" means others responsible for more of the household tasks than vet 

or spouse. 

9 = not applicable (no spouse or other adult cohabitant) 

Cues: 

22. Amount of help for domestic workload from other adults living outside the home 

(circumstances). 

0, 1, or 2 = Little. "0" means vet and spouse receive no help with the domestic 

workload from persons outside the immediate family living in the home. 

3, 4, or 5 = Some. (As examples, there is a weekly cleaning person; vet's mother 

occasionally helps with laundry, grocery shopping or cooking.) 
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6, 7, or 8 = A great deal. (As examples, there is a cleaning person who comes 

several days a week; adult children or other relatives do all grocery shopping for the vet's 

household.) "8" means someone other than family members living in the vet's home does 

all domestic work. 

Cues: 

Overall help 

23. Vet currently relies on instrumental and socioemotional help from family and 

kin including parents, siblings, adult children, grandchildren, etc. 

(circumstances) 

0, 1 or 2 = Low evidence. (For example, adult children are asked to help only if 

neighbors are unavailable.) "0" means vet never relies on help from other family 

members.) 

3,4 or 5 = Some evidence. (As examples, adult children assist vet in personal 

care, such as laundry, getting to medical appointments, shopping for groceries, etc.; vet's 

parents help pay for extra costs, e.g. special foods, homecare help.) 

6, 7 or 8 = Much evidence. (As examples, vet relies on family members for care 

rather than care provided by professional providers such as homecare; adult children 

move in with vet in order to provide assistance.) "8" means vet relies only on family 

members for all instrumental and socioemotional assistance. 

Cues: 
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QUALITY OF HOUSEHOLD RELATIONSHIPS 

Concordance 

Level of connectedness in veteran's household (i.e., feelings of togetherness, 

support, and shared participation in activities and decision making among 

household members): (circumstances) 

0, 1 or 2 = none at all. (As examples, veterans say the family doesn't do a lot 

together. They don't often talk together or ask each other for advice. They say it is hard 

to keep track of what other family members are doing.) 

3, 4 or 5 = some. (For example, the veteran's family tries to have family dinners 

each week to discuss the day's activities but are sometimes too busy. They share in most 

decision making about family rules and plans.) 

6, 7 or 8 = very much. (For example, the veteran's family plans outings together 

every weekend and has dinner every night to discuss the day's activities. They say they 

make all major decisions about the family together, even allowing their grandchildren to 

participate. 

9=NA vet lives alone 

Cues: 

24. Overall agreement and consistency between veteran and other household 

members regarding management of illness and household tasks, (circumstances) 

0,1 or 2 = Low. Veteran and spouse (or other household members) report very 

little agreement on issues surrounding illness and treatment, or household division of 
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labor, and a high degree of disagreement on many issues. (Examples: Retired veteran 

spends time with buddies outside of home, drinks, and ignores his medication schedule 

whereas spouse wishes he would help around the house, spend time with her, eat right, 

and take his medications on time.) "0" means there is virtually no agreement or 

consistency between spouses or family members. 

3,4 or 5 = Moderate. Veteran and spouse (or other household members) are in 

agreement on some issues but not all. There may be some inconsistency between them in 

some areas. (Example; veteran takes medicines on time but isn't interested in changing to 

a healthier diet, and desires spouse to continue cooking beef tacos every day. Spouse 

wishes he would eat right but is glad he has stopped smoking and takes his medications.) 

6,7 or 8 = High. Veteran and spouse (or other household members) are in 

agreement. (They agree about the importance of taking all medications on time and they 

enjoy exercising together—but neither shows great concern about the relationship of diet 

to the veteran's condition.) "8" means they are in total agreement and consistent. 

9 = Not applicable (Vet lives alone). 

Cues: 

25. Extent to which vet has close positive relationships with kin outside the home. 

(circumstances) 

0, I, or 2 = Low. 

3, 4, or 5 = Moderate. 

6, 7, or 8 = High. 
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26. POSITIVE impact of illness on relationship with spouse or significant other. 

(circumstances) 

0,1 or 2 = Low. Couple has not grown substantially closer or more harmonious 

due to the experience of confronting a serious illness together. (For example, so far 

diabetes had been mild and adjustments to routine have been relatively easy, not 

requiring couple to confront challenges in their relationship.) 0 means that there is no 

perceived positive change in the relationship. 

3,4 or 5 = Moderate. Couple has realized some increases in their emotional 

closeness or level of cooperation due to having to iron out some changes in daily routine 

or individual responsibilities. (For example, couple readily agreed on most changes they 

had to make, but veteran with CHF needed to quit smoking and wanted spouse to as well, 

but spouse found quitting very hard. Then both succeeded and feel that triumph brought 

them closer together.) 

6,7 or 8 =Kgh. Couple has realized great improvements in their quality of 

married life due to the experience of confronting a chronic illness together. (For example, 

couple had been drifting apart, or had taken their relationship for granted, but the 

realization that the illness was potentially life threatening, and that they had to cooperate 

in order to manage it, revitalized their relationship. 

9 = Not applicable (no spouse or significant other) 

Cues: 
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27. Negative impact of illness on relationship with spouse or signiflcant other. 

(circumstances) 

0,1 or 2 = Low. There has been little or no negative impact on the couple's 

relationship as a result of the veteran's chronic illness. (For example, couple may not be 

able to do some activity they used to do, but it doesn't bother them much; couple rarely 

argues about issues that come up surrounding the illness; the illness has not significantly 

affected sex life.) 

3,4 or 5 = Moderate. There has been a moderate negative impact on the couple's 

relationship. (Couple may have given up some favorite activities due to the illness, such 

as dancing or long hikes; couple may quarrel over veteran's adherence to provider's 

treatment plan or other aspects of the illness; couple's sex life may be affected.) 

6,7 or 8 = High. The chronic illness has had a large impact on the couple's 

relationship. (Couple characterized by one or more of the following: They have given up 

leisure or other cooperative activities of significant importance to them; they quarrel 

often due to the problems that have arisen in their lives as a direct result of the illness; 

they are rarely or never able to enjoy sex directly or indirectly due to the illness; couple 

splits up because of demands of illness.) 

9 = Not applicable (single vet) 

Cues: 
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SUPPORT DIMENSION 

Religious support 

28. Current vet commitment to religious and spiritual practices (circumstance) 

0,1 or 2 = Little or no evidence. (For example, veteran does not attend church or 

temple, and does not demonstrate interest in spiritual activities and artifacts.) "0" means 

the veteran has no commitment to religion or spirituality. 

3,4 or 5 = Some evidence. (For example, veteran identifies with a particular 

religion and goes to church on major holidays; veteran celebrates religious holidays such 

as Chanukah and Passover at home but doesn't attend temple.) 

6,7 or 8 = Much evidence. (As examples, the veteran attends temple regularly, 

children are/were given extensive religious training, and veteran emphasizes religious 

values in the home; multiple religious artifacts such as religious photos, crosses, a shrine 

are displayed in the home and the veteran prays every evening; veteran uses crystals to 

help with healing; blesses interviewer upon departure with burning sage bundles.) "8" 

means that many of the veteran's activities revolve around religion or spirituality-

Cues: 

29. Evidence that vet is using religion/spirituality to adapt to illness, (adaptation) 

0,1 or 2 = Little or no evidence. Veteran has never been religious or religion gives 

little meaning to having a chronic illness. "0" means religion gives no meaning to having 

a chronic illness. 
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3,4 or 5 = Some evidence but not a dominant theme. (For example, veteran prays 

sometimes but doesn't seem to give religious meaning to the illness; veteran finds it 

comforting to read the Bible.) 

6,7 or 8 = Dominant theme; important to veteran's lifestyle. (As examples; veteran 

goes to church weekly and has asked to be put on prayer list; veteran regularly seeks 

health from faith healer.) "8" means that veteran makes extensive use of 

religion/spirituality to adapt to illness. 

Cues: 
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Social Integration 

30. Amount of vet efTort to remain integrated into non-illness-related social 

networks and activities, (adaptation) 

0,1 or 2 = No evidence. (For example, the vet mostly does not see pre-illness 

friends and does not do the kinds of social activities he or she did before the illness.) "0" 

means that vet's life is completely devoid of the social life or activities he or she had 

before the chronic illness. 

3,4 or 5 = Some evidence. Veteran sometimes tries to socialize the way he had 

before, but isn't able to or doesn't want to because of limitations due to the illness. (For 

example, veteran rarely hangs out with old drinking buddies because he's trying to cut 

down on alcohol, but continues to play bridge matches.) 

6,7 or 8 = Much evidence. (For example, veteran continues with regular visits to 

out of town relatives, continues volunteer efforts at local charity, and has not cut down on 

other pre-illness socializing.) "8" means that veteran puts a great deal of effort into 

maintaining pre-illness social life. 

Cues; 

31. Amount of efTort to connect with groups related to any of the veteran's illnesses. 

(adaptation) 

0, 1 or 2 = Low. Little or no connection with groups related to his chronic illness, 

^or example, vet tried attending a diabetic support group but didn't feel comfortable at 

the meeting.) "0" means the vet has no involvement in illness organizations/activities. 
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3, 4 or 5 = Medium. Moderate involvement in groups related to veteran's chronic 

illness. (As examples, the veteran sometimes attends an illness support group, or 

sometimes goes to lectures on the illness supported by groups that sponsor awareness of 

that illness.) 

6, 7 or 8 = High. Heavy involvement in groups related to veteran's chronic 

illness. (For example, the veteran attends weekly meetings of a support group; volunteers 

for walkathons or other outreach activities organized by that group.) "8" means that the 

veteran spends much time in illness groups/activities. 

Cues: 
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Social networks and activities 

32. Veteran-connected social support, (circumstances) 

0, 1 or 2 = Low. Veteran has little or no direct connection with other veterans, or 

veteran-related support or advocacy groups, ̂ or example, veteran left the service 40 

years ago does not keep up with Navy buddies, and is not interested in the VFW or other 

veteran groups, though his wife keeps in touch with other Navy wives.) "0" means the 

veteran has no direct involvement with other veterans or veterans groups. 

3, 4 or 5 = Medium. Veteran has moderate contaa with other veterans or veterans 

support or advocacy groups. (For example, veteran sees old military buddies once a 

week, or sometimes uses the VA Medical Center as a place to socialize.) 

6, 7 or 8 = High. Veteran has high level of contact with veterans or veterans 

groups. (For example, veteran is a member of a VFW post, marches in Memorial Day 

parades, and volunteers at an advocacy group for Vietnam veteran's rights.) "8" means 

that a good deal of the veteran's social identity is tied up in spending time with other 

veterans. 

Cues: 

33. Positive impact of illness on social networks (adaptation) 

0, 1 or 2 = Low. The veteran's social network is not substantially changed for the 

better due to the chronic illness. (For example, the veteran largely lives the life he had 

before the illness; appointments at the VA involve no true social support from providers 
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or other VA personnel, etc.) "0" means that there has been no positive social network 

effect of the illness. 

3, 4 or 5 = Medium. The veteran's social life has been somewhat positively 

affected by his chronic illness. (For example, veteran made a new fiiend among the 

cardiac patients he met in the hospital. The friend has been a helpful support as the vet 

has tried to change his diet and stop smoking.) 

6, 7 or 8 = High. Veteran's social support has improved dramatically as a result of 

the illness. (For example, diabetes patient was referred for psychiatric counseling and he 

now attends group psychotherapy sessions which have provided him with a valuable kind 

of support he's never had before.) "8" means that veterans social support network has 

gone from very poor to very rewarding as a direct or indirect result of the chronic illness. 

Cues: 
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34. Evidence that chroaic illness has had a negative impact on veteran's pre-illness 

leisure activities (adaptation) 

0, 1 or2 = Little orno evidence. Veteran continues to enjoy his pre-illness leisure 

activities. (For example, veteran continues to go horseback riding with his son once a 

month, and enjoys taking long walks in the desert.) "0" means that there has been no 

change in veteran's leisure activities. 

3, 4 or 5 = Some evidence. Veteran has had to curtail some leisure activities. 

(For example, veteran takes fewer camping and fishing trips because of the fear of a 

sudden heart attack, but he continues to run his booth at the swap meet and goes out 

Friday nights with his spouse.) 

6, 7 or 8 = Much evidence. Veteran does few or none of the leisure activities he 

formerly did. (For example, does not go out in the evening or night when it is time for his 

injection; the difficulty and embarrassment of carrying around oxygen canisters, and the 

difficulty of breathing without them, keeps the veteran from doing most pre-illness 

leisure activities.) "8" means that the veteran does not do any pre-illness leisure activities. 

Cues; 
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ILLNESS AND TREATMENT SCHEMA 

35. Evidence that vet uses or values alternative modes of treatment (adaptation) 

0,1 or 2 = Little or no evidence. (For example, vet describes doctors' advice and 

treatment and doesnt describe, or acknowledge, alternate treatments such as acupuncture, 

herbal treatments, or religious laying on of hands; vet knows of alternative treatments but 

not sure they would do any good.) "0" the vet is not aware of or doesn't value treatments 

or medicines from outside the sphere of biomedicine. 

3,4 or 5 = Some evidence. (For example, the vet reads about holistic medicine to 

get ideas for his or her own health care; a Hispanic veteran favorably compares 

biomedical treatment he gets at the VA Medical Center with the health beliefs he was 

exposed to early in life; or a veteran may experiment with herbal teas or one or two kinds 

of alternative medical treatments.) 

6,7 or 8 =Much evidence. (For example, the vet regularly visits a Native 

American healer; includes prickly pears and sap from the mesquite in his dietary 

regimen; he has tried acupuncture, and meditation; he may share ideas about lifestyles 

with people from diverse backgrounds as their church and neighborhood; extended 

family may contain several different ethnic and cultural influences.) Veteran is quite 

aware or heavily committed to a range of different approaches to treatment of illness. "8" 

means that the vet has frequent direct contact with many different cultural and/or ethnic 

models in several different settings and these are a sigm'ficant influence in their medical 

routine, goals, and practices. 

Cues: 
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36. Extent to which vet believes his behaviors contributed to the onset of his illness. 

(circumstances) 

0,1, or 2 = Little. Vet sees cause of illness as outside of his control. (Vet believes 

God or lucic or other entities or forces are responsible for the onset of the illness; says it 

was inevitable given family history; or he's fatalistic: When it's your time, it's your time.) 

"0" means that the vet believes he had no control over the onset of the illness. 

3,4, or 5 = Moderate. Vet sees cause illness as partly within his control and partly 

outside his control. Relieves genes or other outside forces control the illness to some 

extent, but his past behavior too.) 

6,7, or 8 = High. Vet sees only himself having control over the cause of the 

illness. He believes that the responsibility for the onset of the illness resides mainly 

within him and his past behavior. (He was evil and God visited the illness upon him; or 

he acknowledges that his smoidng and drinking were mainly responsible for the onset of 

the illness.) 

Cues: 

37. Extent to which vet takes responsibility for managing chronic illness. 

(circumstances) 

0,1, or 2 = Little. Vet does not see it as his responsibility to make any changes to 

adapt to illness. "0" Vet reports he believes it is the doaor's responsibility to heal him, or 

it's other people's responsibility to make him healthier foods, etc. 
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3,4, or 5 = Moderate. Vet accepts some responsibility for making changes to 

adapt. (For example, vet thinks he should make some dietary changes and be responsible 

for taking medication). 

6,1,0V 8 = High. Vet believes it is ultimately his responsibility to adhere to 

treatment and change his lifestyle to a healthier one. "8" means vet reports it is his 

responsibility alone. 

Cues; 

38. Extent to which vet feels there is stigma attached to diabetes H. (circumstances) -

0,1, or 2 = Little. Vet feels little stigma is attached. "0" means vet reports feeling 

no stigma. (As example, is willing to share information about his illness but sometimes 

feels uncomfortable.) "0" means reports feeling no stigma. 

3,4, or 5 = Moderate. Vet feels some stigma, and it may affect routine or leisure. 

(For example, is occasionally embarrassed to turn down a desert or to inject insulin in 

public; is unwilling to share information about health status at work.) 

6,7, or 8 = High. Vet feels much stigma. Often afraid he will be taken for a 

junlde when injecting insulin. Hates to go out because he can't eat or drink as before. "8" 

means vet reports feeling a lot of stigma. 

Cues: 
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39. Evidence that illness is an opportunity or positive development in his life versus 

a burden or bad luck, (circumstances) 

0,1, or 2 = Little evidence. Veteran's description of the chronic illness, together 

with description of attempts to adapt, indicates that the illness is seen as mostly or 

exclusively a burden. (For example, the veteran says that life is significantly worse now 

that the burden of this illness is weighing upon him, and that little or nothing good can 

come from it.) "8" means veteran views the illness exclusively as a burden or bad luck. 

3,4 or 5 = Mixed evidence. Although there is some indication that the illness is 

seen as a burden, it is not a dominant theme for the veteran. (For example, the veteran 

says that though the illness was in some ways an unwelcome burden, it has also provided 

the opportunity to grow and learn, and turn his life around in some way.) 

6,7, or 8 = Much evidence. Veteran's description of illness, together with 

description of veteran's attempts to adapt, indicates that veteran sees the illness as an 

opportunity. (For example, veteran has taken on the task of changing diet or other 

behavior as a chance to bring some new meaning or discipline to his life, or to join in a 

new social milieu with other's who are adapting to a similar illness.) "0" means the vet 

believes the illness is almost exclusively an opportunity, a positive development in their 

lives. 

Cues: 
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INFORMATION 

40. Amount of information received from providers regarding veteran's diagnosis 

and recommended behavioral changes, (circumstances) 

0,1 or 2 = Little or none. (As examples, veteran is unsure of diagnosis and is not 

being given much information; veteran received a short and concise report regarding his 

present health status at his last VA Medical Center appointment.) "0" means that veteran 

has recently received virtually no information regarding his diagnosis and/or necessary 

lifestyle changes. 

3,4 or 5 = Some. (As an example, veteran has met with providers who gave clear 

but concise information regarding the diagnosis.) 

6,7 or 8 = A great deal. (As examples, veteran received detailed information and 

advice from doctors, nurses, and/or other specialists—nutritionists, etc.; veteran has 

recently been sent to a specialist who has given the veteran detailed information 

regarding the diagnosis.) "8" means the veteran has received much information from 

many professionals regarding his diagnosis and/or necessary lifestyle changes. 

Cues: 

41. Level of veteran's activity currently focused on accessing sources of information 

regarding illness/diagnosis (e.g., books; lectures; training; courses; conferences; 

parent groups) (Adaptation) 

0,1 or 2 = Little activity. (As examples, veteran isn't seeking information because 

he has confidence that he is being helped sufficiently by current treatments; veteran 
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believes illness isn't severe and his traditional curing practices are working fine.) "0" 

means the veteran reports no activity focusing on gaining information regarding the 

illness/diagnosis. 

3,4 or 5 = Some activity. (As examples, veteran reports seeidng information at 

monthly meetings and reading the monthly newsletter from his HMO; veteran casually 

looking for sources of information regarding future development of illness.) 

6,7 or 8 = A great deal of activity. (As examples, veteran reports he often attends 

lectures, reads books, and talks with providers, other specialists, or other sufferers to 

identify the best ways to adapt to the illness; veteran researches medical treatments at 

hospital library to check on treatments providers have recommended.) "8" means much 

veteran activity is focused on accessing sources of information regarding what to do 

about the illness. 

Cues: 
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APPENDIX D: ECOCULTURAL VETERAN SELF-REPORT (EVSR) 

In answering these questions, please keep in mind how your life has been affected by all 
of the illnesses you may have, not any particular one. There are no wrong answers, only 
the one that best describes your situation. For each question, please read all the answers 
first before circling the number in front of the statement that makes most sense for your 
situation. Circle only one answer per question. Feel free to make any comments if there 
is something additional you'd like to tell us, though you certainly don't need to. 

When we use the word "providers" below, we are referring to doctors, nurses, physical 
therapists, and all the other people at the VA, or other medical facility, who help you with 
your illness. 

WORK AND MONEY 
1. Do you have enough money to take care of your needs? 

0. Not at all—I have trouble paying even basic expenses. 
1. A little~I am able to take care of few of my expenses. 
2. Somewhat—I am able to meet many of my expenses, but I have nothing to 
fall back on. 
3. A great deal~l have plenty of money for meeting my needs, including 
unexpected expenses 

2. Are you satisfied with how much money you have? 
0. Not at all—I am not at all satisfied with how much money I have. 
1. A little—I am slightly satisfied with how much money I have. 
2. Somewhat—I am generally satisfied with how much money I have. 
3. Very much—I am completely satisfied with how much money I have. 

3. Have you tried hard to keep your job, or to find a job, since you got the illness? 
0. Not at all—I have not tried to keep my job, or to find a job, since I got the 
illness. 
1. A little effort—I have put a little effort into keeping or finding a job, since I 
got the illness. 
2. Some effort—I have put some effort into keeping my job since I've had the 
illness. 
3. A great deal of effort-1 have put a great deal of effort into keeping my job 
since I've had the illness. 
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4. Would your illness, or the side-efTects from the treatments you receive, make it 
hard for you to work If you wanted to (whether or not you currently have a job)? 

0. Not at all—My illness or treatment side-effects would not make it hard for 
me to work. 
1. A little—My illness or treatment side-effects would make it a little bit hard 
to work. 
2. Somewhat—My illness or treatment side-effects would make it somewhat 
hard to work. 
3. Very much so—My illness or treatment side-effects would make it very 
hard to work. 

5. Would the treatments you receive for your illness make It easier for you to work 
if you wanted to (whether or not you currently have a job)? 

0. Not at all—My treatments wouldn't make it easier for me to work. 
1. A little—My treatments would make it a little easier for me to work. 
2. Somewhat—My treatments would make it somewhat easier for me to 
work. 
3. Very much so—My treatments would have a major positive effect on my 
ability to work. 

6. Some people only feel good about themselves if they are able to work. How true is 
this for you? 

0. Not at all—Working has nothing to do with how good I feel about myself. 
1. A little—Working is only slightly important to how good I feel about 
myself 
2. Somewhat—Working is fairly important to how good I feel about myself. 
3. A great deal—Working is very important to how good I feel about myself. 

HEALTHCARE 

7. How much effort do you have to put in these days to meet your health care costs? 
0. None at all—I don't have to put any special efifort in to meet my health care 
costs. 
1. A little—I am putting in a little efiTort to meet my health care costs. 
2. Some—I am putting in some effort to meet my health care costs. 
3. A great deal—I am putting in a great deal of effort to meet my health care 
costs. 
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8. How much efToit do you put in these days to get the services you need or want for 
your illness? 

0. None at all—I dont have to put any special effort in to get the services I 
need or want for my illness. 
1. A little—Fm putting in a little effort in to get the services I need or want 
for my illness. 
2. Some—I put some effort in to get the services I need or want for my 
illness. 
3. A great deal~I put in a great deal of effort to get the services I want or 
need for my illness. 

9. How much effort do you put in to trying to improve the health care you already 
have? 

0. Nothing at all—I'm not putting any effort into trying to improve the health 
care 1 already have. 
1. A little—I am putting in a little effort to try to improve the health care I 
already have. 
2. Somewhat—I am putting in some effort to try to improve the health care I 
already have. 
3. A great deal— I am putting in a lot of effort to try to improve the health 
care 1 already have. 

10. Do you use (or believe to be useful) treatments that are not suggested by your 
health care providers? 
(These treatments could be—but aren't limited to—herbs or teas; special or 
traditional foods like nopalitos or wheat grass juice; dietary supplements like ginko 
biloba, aloe vera, or melatonin; homeopathy; acupuncture; massage; meditation; 
laying on of hands; visiting healers, curanderos, and others.) 

0. Not at all—I don't use other kinds of treatments and don't think that they 
are at all useful or valuable in dealing with my kind of illness. 
1. Little—I very occasionally use some other kinds of treatments, or I at least 
think that they could be useful or valuable to someone in my situation. 
2. Some—I do use other kinds of treatments, or would use them if they were 
available and affordable; I think they are use&l or valuable to someone in my 
situation. 
3. A great extent—I am committed to an approach to treating my illness that 
includes other kinds of treatments; I see them as a very useful and valuable part of 
managing my illness, or illness in general. 



162 

HOME AND NEIGHBORHOOD 

11. How much effort have you recently put in to changing your home or yard because of 
your illness (for example, to make your life easier or more convenient)? 

0. None at all—I have not put any effort into changing my home and/or yard 
due to my illness. 
1. A little—I have put a little effort into changing my home and/or yard due 
to my illness. 
2. Some—I have put some into changing my home and/or yard due to my 
illness. 
3. A great deal—I have put a great deal of effort into changing my home 
and/or yard due to my illness 

12. How easy is it for you (with your illness) to get to things from your 
neighborhood (for example, health services, shopping, places to walk, exercise, etc.)? 

0. Not at all—My neighborhood is not at all convenient given the limitations 
of my illness. 
1. A little—My neighborhood is a little bit convenient given the limitations of 
my illness. 
2. Somewhat—My neighborhood is somewhat convenient given the 
limitations of my illness. 
3. Very much so—My neighborhood is very convenient given the limitations 
of my illness. 

13. How safe is your neighborhood for you (considering your illness)? 
0. Not at all—My neighborhood is very unsafe, considering the nature of my 
illness. 
1. A little—My neighborhood is slightly safe, considering the nature of my 
illness. 
2. Somewhat—My neighborhood is somewhat safe, considering the nature of 
my illness. 
3. Very much so—I feel completely safe in my neighborhood, considering the 
nature of my illness. 

DAILY ROUTINE AND FAMILY 

14. How hectic is your average day? 
0. Not at all—My average day is not at all hectic. 
1. A little—My average day is slightly hectic. 
2. Somewhat—My average day is somewhat hectic. 
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3. Very much so—My average day Is extremely hectic. 

15. How much do you have to arrange your daily schedule around the medications 
you take? 

0. None at all—I never arrange my daily schedule around my medication. 
1. A. little—I arrange my daily schedule only slightly around my medication. 
2. Somewhat—I arrange my daily schedule somewhat around my medication. 
3. A. great deal—I arrange my daily schedule largely around my medication. 

16. How much have you changed your life in order to treat your illness? This might 
be to manage your medication, your diet, your exercise program, etc. 

0. Not at all—I have not changed anything in my life to treatment for my 
illness. 
1. A little—I have changed only a few things in my life to treat my illness. 
2. Somewhat—I have changed some things in my life to treat my illness. 
3. Very much so—I have changed many things in my life to treat my illness. 

17. How much of your time is spent caring, or arranging care, for children in your 
family (children, grandchildren, nieces, nephews, etc.)? 

0. None at all—I don't spend any time caring, or arranging care, for children 
in my family. 
1. A. little—A little of what I do is spent caring, or arranging care, for children 
in my family. 
2. Some—Some of what I do is spent caring, or arranging care, for children in 
my family. 
3. A great deal—Most of what I do is spent caring, or arranging care, for 
children or grandchildren in my family. 

18. How much of your time is spent helping or supporting other adults in your 
family (adult children, elderly parents or other family members)? 

0. None at all—I don't spend any time helping or supporting other adults in 
my family. 
1. A little—A little of my current activity is spent helping or supporting other 
adults in my family. 
2. Some—Some of my current activity is spent helping or supporting other 
aduhs in my family. 
3. A great deal—Most of my current activity is spent helping or supporting 
other adults in my family. 
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19. How much do you rely on members of your family for help (including more 
distant relatives, whether they live with you or not). 
By "help" we mean either doing things for you (for example, taking care of cooking or 
cleaning, providing financial help) or by being emotionally supportive (giving you 
someone to talk to or spend time with). 

0. None—I never rely on any kind of help or support from fami ly members. 
1. Little—I rarely rely on any kind of help or support from family members. 
2. Some—I do occasionally rely on help or support from my family members. 
3. A great deal—I receive regular, ongoing help or support from my family 
members. 
4. This does not apply to me—I have no living family members (including parents, 
siblings, children, or grandchildren) 

20. How much of your housework, chores, or yard work is done by people that 
don't live with you? (This could be paid or unpaid work). 

0. None—I receive no help taking care of my home or yard from people who 
don't live with me. 
1. Little—receive some help, but rarely or only for particularly difficult 
tasks. 
2. Some—I receive help pretty often, but not all the time. 
3. A great deal—receive regular, ongoing help with tasks around my home 
or yard. 

Note: In questions 21—23, '^another adult" means any other adult living in vour 
home; 
This could be your spouse, partner, friend, housemate, adult child, other relative, or 
other non-relative. 

21. How much time do you spend caring for the health needs of another adult living 
in your home? 

0. None at all—No other adult in my home has medical problems. 
1. A little—A little of my time is spent caring for the health needs of another 
adult in my home. 
2. Some—Some of my time is spent caring for the health needs of another 
adult in my home. 
3. A great deal—Most of my time is spent caring for the health needs of 
another adult in my home. 
4. This does not apply to me—live alone. 
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22. How much time does another adult (or adults) living in your home spend helping 
you with your health needs (for example, cooking the right foods, taking 
medications, helping you get around, etc.)? 

0. None at all—No adult in my home spends any time helping with my health 
needs. 
1. A little—Another adult in my home spends only a little time helping with 
my health needs. 
2. Some—Another adult in my home spends some time helping with my 
health needs. 
3. A great deal—Another adult in my home spends a great deal of time 
helping with my health needs. 
4. This does not apply to me—I live alone. 

23. How much help does another adult living in your home give you with 
housework, chores, or yard work? 

0. None at ^1—No other adult living in my home provides help with work 
around the house or yard. 
1. A little—Another adult living in my home provides only a little help with 
work around the house or yard. 
2. Some—Another adult living in my home provides some help with work 
around the house or yard. 
3. A great deal—Another adult living in my home provides a great deal of 
help with work around the house or yard. 
4. This does not apply to me-I live alone. 

HOUSEHOLD AND FAMILY RELATIONSHIPS 

24. How much togetherness, support, and sharing is there among all the people who 
live in your house? 

0. Not at all—^There is no togetherness and support among the people in my 
home. 
1. Little—^There is rarely togetherness and support among the people in my 
home. 
2. Some—There is sometimes togetherness and support among the people in 
my home. 
3. A great deal—There is a great deal of togetherness and support among the 
people in my home. 
4. This does not apply to me—live alone. 
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25. How often do you agree with those you live with about how to manage your 
illness and divide up household tasks? 

0. Not at all—^We don't agree at all about how to handle my illness, nor how to 
divide up household tasks. 
1. Little—^We have very little agreement on how to manage my illness or the house, 
2. Some—^we do agree on some issues about how to handle my illness or the house, 
but not on all. 
3. A great deal—v/e agree almost completely about how to handle my illness and 
about how to divide up household tasks. 
4. This does not apply to me—I live alone. 

26. How good are your relationships with family members who do not live with 
you? 

0. Not good at all—I don't have any good relationships with family members who 
don't live with me. 
1. Little—I have very few good relationships with family members who don't live 
with me. 
2. Some—I have some good relationships with family members who don't live with 
me. 
3. A great deal—I have many good relationships with family members who don't 
live with me. 
4. This does not apply to me—I have no living family members who live outside my 
home. 

27. How much has your illness (or illnesses) helped your relationship with your 
spouse or partner? By "help," we mean things like growing closer, being happier, or 
being more cooperative, etc. 

0. None—There has been no positive change in our relationship at all. 
1. Little—^There has been only a very slight improvement in our relationship 
because of confronting an ongoing illness together. 
2. Some—There has been a moderate improvement in our relationship 
because of the experience of confronting an ongoing illness together. 
3. A great deal—There have been great improvements in the quality of our 
relationship because of the experience of confronting an ongoing illness together. 
4. This does not apply to me—don't have a spouse or a partner at this time. 
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28. How much has your illness (or illnesses) hurt your relationship with your spouse 
or partner? By "hurt" we mean feeling less close, arguing more, being less satisfled 
with your sex life, not being able to do things together any more, etc. 

0. None—^My illness has not hurt our relationship at all. 
1. Little—My illness has only hurt our relationship a little. 
2. Some—^My illness has hurt our relationship some. 
3. A great deal—My illness has hurt our relationship a great deal. 
4. This does not apply to me—don't have a spouse or a partner at this time. 

SOCIAL LIFE 

29. How committed are you to religious or spiritual beliefs or practices? 
0. Not at all—I have no commitment to any kind of religious or spiritual beliefs or 
practices. 
1. Little—I am committed only slightly to religious or spiritual beliefs or practices. 
2. Some—I am somewhat committed to religious or spiritual beliefs or practices. 
3. Very—I am very committed to religious or spiritual beliefs or practices. 

30. To what extent do you use your religion or spirituality to help you cope with 
your illness? 

0. Not at all—I am not religious OR. my religion or spiritual beliefs don't help me 
cope with having an ongoing illness. 
1. Little—My religious or spiritual beliefs only occasionally help me cope with my 
illness. 
2. Some—^My religious or spiritual beliefs often give some meaning to the illness, or 
provide comfort. 
3. A great deal—My religion or spirituality is a very important source of strength 
and comfort for me in adapting to having an ongoing illness. 

31. How hard do you try to remain a part of the social group and social activities 
that your were involved in before you were ill? 

0. No effort at all—I don't try to see any of my friends or take part in any of 
the social activities that I did before I had this illness. 
1. Little—1 don't make much of an eSbrt to see the friends or take part in the 
social activities that I did before my illness. 
2. Some—^1 make some effort to see some of the friends or take part in some 
of the activities that I did before my illness. 
3. A great deal—^1 put a great deal of effort into maintaining the social life 
that I had before my illness. 
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32. How much efToit do you make to connect with any groups or organizations 
related to any of your illnesses? (For example, the American diabetes Association, 
VA-led support groups, Internet lists or chat rooms, etc.) 

0. No effort at all—I don't make any attempt to connect with illness-related 
groups or organizations. 
1. Little—don't make much of an effort to connect with illness-related 
groups or organizations. 
2. Some—make some effort to connect with illness-related groups or 
organizations. 
3. A great deal—I put a great deal of effort into connecting with illness-
related groups or organizations. 

33. How much social support (help, affection, brotherhood...) do you receive from 
other veterans? 

0. None at all~I have no direct involvement with veterans or veteran-related groups. 
1. Little— I have little direct involvement with veterans or veteran-related groups. 
2. Some— I have some direct involvement with veterans or veteran-related groups. 
3. A great deal— I have a great deal of direct involvement with veterans or veteran-
related groups. 

34. How much has your illness (or illnesses) improved your social life? By 
"improved" we mean things like making new friends, spending more time with 
friends and/or family, finding new social activities that you enjoy doing, etc? 

0. None at all—^My illness has not improved my social life 
1. Little—My illness has improved my social life a little. 
2. Some—There has been a definite improvement in my social life as a result 
of my illness. 
3. A great deal~My social life has improved a great deal as a result of my 
illness. 

35. How much has your illness (or illnesses) cut back on your social life? By "cut 
back" we mean things like losing friends, cutting back on seeing friends and/or 
family, having to cut back on or quit social activities you enjoy, or other things. 

0. None at all— My illness has not cut back on my social life. 
1. Little—My illness has cut back a little on my social life. 
2. Somewhat—My illness has cut back somewhat on my social life. 
3. A great deal—My illness has cut back a great deal on my social life. 
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HOW YOU SEE YOUR ILLNESS 

36. How much do you feel that the way you used to live contributed to the 
development of your illness? 

0. Not at all—I don't think that the way I used to live had anything at all to do 
with the development of my illness. 
1. Little—I think that the way I used to live had very little to do with the 
development of my illness. 
2. Some—I think that the way I used to live had some role in the development 
of my illness. 
3. A great deal—It is primarily my behaviors that caused the development of 
my illness. 

37. How much do you feel that it is your own responsibility to take care of your 
illness (rather than somebody else's responsibility)? 

0. None at all-I don't feel I need to be responsible to take care of my illness. 
1. Little—I have a little responsibility to take care of my illness, but others 
are primarily responsible (for example, doctors or family members, etc). 
2. Some—I have some responsibility to take care of my illness, along with 
others (for example, doctors or family members, etc). 
3. A great deal—I am primarily responsible to take care of everything 
necessary to manage my illness. 

38. How much embarrassment do you feel about having diabetes? 
0. None at all—I don't feel any embarrassment about having diabetes. 
1. Little—^I feel a little embarrassment about having diabetes. 
2. Some—I feel some embarrassment about having diabetes. 
3. A great deal—^I feel a considerable amount of embarrassment about 
having diabetes. 

39. Is there any way in which you feel that your illness is a good development in 
your life, or an opportunity for personal growth? 

0. It isn't at all—I don't see anything positive about my illness; I see it 
exclusively as a burden or bad luck. 
1. A little—I see little that is positive about my illness; I see it mostly as a 
burden or bad luck. 
2. Some—^I see some positive aspects of having my illness, though it is also 
somewhat a burden or bad luck. 
3. A great deal—^I see my illness almost exclusively as an opportunity or 
positive development in my life. 
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SOURCES OF INFORMATION 

40. How much information have you received from your health care providers 
about your illnesses and the changes you might have to make in your lire (in things 
like lifestyle, diet, exercise). 

0. None at all—I have received virtually no information from my providers 
about my illness and the changes I might have to make because of it. 
1. Little—have received little information from my providers about my 
illness and the changes I might have to make because of it. 
2. Some—have received some information from my providers about my 
illness and the changes I might have to make because of it. 
3. A. great deal—^I have received a great deal of information about my illness 
and the changes I might have to make because of it. 

41. How much of an effort do you make to And information about your illness (for 
example, from books; lectures; training; courses; conferences; groups; the internet; 
the media, etc.)? 

0. None at all—I put no effort into getting information about my illness. 
1. Little—I put very little effort into getting information about my illness. 
2. Some -I put some effort into getting information about my illness. 
3. A great deal—I put a great deal of effort into getting information about my 
illness. 

Thank you again for your timel 
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APPENDIX E: SAMPLE DESCRIPTIVES 

Ethnicity Arm 
Anglo Hispanic EVI sample EVSR sample 
N=29 N=26 N=28 N=27 
Mean SD Mean SD Mean SD Mean SD 

Age 64 II 64 15 63 9 67 6 
Sex (% male) 86% 100% 89% 96% 
Ethnicity 
(% Hispanic) 0% 100% 57% 37% 
Years since 8.6 8.0 12.2 8.0 10.9 9.6 9.6 6.4 
diagnosis 
Treatment 

Exercise 72% 69% 75% 67% 
Diet 86% 73% 79% 81% 

Tablets 24% 27% 39% 11% 
Insulin 59% 46% 36% 70% 

Meaa HbAlc past 
year 7.66% 2.29% 7.33% 1.33% 7.91% 1.77% 7.08% 1.92% 
Mean glucose past 
year 172 66 161 58 164 69 169 55 
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