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Abstract

Purpose

The purpose of this qualitative descriptive studgsvio explore the socio-cultural influences and
social context associated with living with typeidlibtes among rural, migrant Latino adults.

Methods

A qualitative descriptive study using grounded tigetechniques was conducted. In-depth semi-
structured interviews were completed with ten p#tints (6 female and 4 male) ranging in age
from 46-65 years and duration of diabetes diagmasiging from 1.5- 40 years.

Results

An over-arching meta-thentelf Management in a Social Environmenterged. Every aspect of
the process of self-management, as described ifotliemajor themes, (1) Family Cohesion, (2)
Social Stigma of Disease, (3) Social Expectatiopefception of “lliness,” and (4) Disease
Knowledge and Understanding, was influenced bystieal context.

Conclusions:

The familist traditions, central to the Mexican toué, had both positive and negative consequencediabetes
management. Tailoring clinical care and developingel education approaches, to include family amraunity,

is central to improving the health of this popudati Recognizing and acknowledging the social sigresociated
with diabetes, for this population, will promotedanstanding and improve clinician/patient commutidca The

socio-cultural influences that impact diabetes ngan@ent practices (e.g., include family, in partecuhe primary
female caregiver, and establish community and hbased education sessions) must be integrated limicat

practice. Future research focused on populatidmett health and disease self-management, novedatidual

interventions, and family and community intervensicfocusing on the concept of “social stigma okedse” is
indicated to further impact the health disparibéshis population.
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The National Institutes of Heal{iNIH) define disparities in health as “differencesthe incidence, prevalence,
mortality, and burden of diseases and other ad\rexakth conditions that exist among specific potfagroups in
the United States”.These disparities include shorter life expectarigher incidence and prevalence of disease
states such as diabetes and cardiovascular disgadehigher infant mortality and mental disordetesa Many
factors can contribute to health disparities sushealuced access to health care, increased riskodfidity and
mortality due to occupation or hazard exposurereiased risk due to underlying biological, socioecoit, ethnic
and familial factors; influences of cultural valuasd level of educatiohThe Latino population is one group with
known health dispariti€sespecially in the area of diabefes.

Diabetes poses a significant public health chableimgthe United States. It is estimated that 1.lianinew cases
are diagnosed each year or 4,109 each’dzigbetes is a chronic disease, the prevalencehathnhas increased
steadily over the past decade. Presently 14.6amiliersons in the United States have been diagnegkdhe
disease while 6.2 million persons are estimatetiaee the disease but are undiagndsBihbetes is the sixth
leading cause of death in the United States, piiynitom diabetes related cardiovascular diseasgdittonally,
diabetes is the leading cause of non-traumatic #atipuos in the United States (82,000 each yeaéreéach day),
blindness among working—aged adults (22,000 eaahore60.2 each day), and end stage renal disédg#)Q each
year or 122 each day).

Diabetes is one of the fastest growing diseasssitilzations within the United States, especiallyoma the Latino

population? Nationally 2.5 million or 9.5% of all Latinos, 3@ars of age or older, have diabetes. Latino icdiais

are 1.7 times as likely to have diabetes comparewn-Hispanic white individuals of similar aj@hese numbers
are on a steady increase and only account for dsmgh cases of diabetes. Prevalence rates for tmenon

complications of diabetes, obtained from the Cenfier Disease Control and Prevention 2002 and 2@@& for the

Latino population, clearly imply that developingagéegies for preventing the complications from dials is a
critical need. For example, 16.5 per 100 Latinoladwith diabetes have visual impairments; 430.4 10,000

Latino adults with diabetes have end-stage rersgadie; and 26.9 per 100 Latino adults age 35 peanisler with

diabetes have self reported cardiovascular dise@smparable figures for non-Hispanic white adults &9.5,

262.7, and 34.9 respectively. In addition, less1t688% of Latino adults with diabetes receive anmye and foot
exams, and participate in daily blood glucose nuwitig*

Among Mexican-American adults, a subgroup of Latauhilts, type 2 diabetes has reached epidemic piops
with concomitant devastating health complicatiomsprbidity and mortality. Fortunately, many of these
complications could be prevented through self-man@mnt techniques that promote tight glucose canfrbe
financial, physiologic and psychologic costs ass@e with this disease and its complications ateeme. The need
to explore culturally congruent, cost reducing aedlth promoting disease self-management strategiegperative
for this high risk population. New insights gairfedm this exploration may provide a mechanism tpriove health
outcomes and decrease costs associated with thisichdisease and move away from the Latino behetf
“diagnosis of diabetes is a death sentef{t¥”in the population.

Extensive research in diabetes care has been deddiowever, there is a significant knowledge gdated to the
factors that influence thechievement of glycemic control and self-managemeattices of the Latino population,
in general, and migrant workers specifically. Basedwell-documented disparities in complicationsl drealth
outcomes among Latino adults compared to Anglo-Acaeradults, there is sufficient evidence to questvhether
traditional Anglo-American beliefs about self-maaagent are successful or appropriate for the migtatino
population. Traditional models view self-managemast an individual responsibility. Whether this vias
congruent with the collectivist cultural tradititveld by many Latino adults is unclear. Equally eaclis the degree
to which using traditional Anglo-American modelssefif-management, in teaching about managing tygialzetes,
influences health outcomes in this population. @alty congruent care and nursing interventionoives much
more than an understanding of language and diptafgrences.

The purpose of this qualitative descriptive studgswo explore the socio-cultural influences andasamontext
associated with living with type 2 diabetes amorigremt Latino adults.
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Resear ch Questions:

This study was designed to answer the followingaesh questions:

1) What are the socio-cultural influences that guidd-management practices among migrant Latino
adults with type 2 diabetes?

2) How does the social context, including the waywrich family is viewed, influence the way in which
migrant Latino adults conceptualize and enact dézbgelf-management?

3) How do perception and experiences of migrant stafub socio-economic status influence the way
migrant Latino adults’ self-manage type 2 diabetes?

M ethod:

A qualitative descriptive study using grounded tlyetechniques was conducted to provide a compréyens
summary of events in the everyday terms of thosmtsv IRB approval was obtained from the The Umsitgrof
Arizona Human Subjects Protection Program.

In-depth semi-structured interviews were completsd the primary researcher with the assistance & on
bilingual/bicultural translator, both trusted ardily accepted in the Latino community. Both tesearcher and
translator have worked with and in the populatiboth personally and professionally for 10+ yealsterviews
were completed in the language preferred by thécgzants (Spanish n=6, English n=4) however, thadlator was
present at all interviews to translate as needecaquested. When requested by the participants)yfanembers
were also present during the interviews and pral/atdiditional insights on two occasions.

The primary research was experienced in semi-stredtinterviewing techniques and provided extensiaming,
including mock interviews, with the translator prito initiating data collection. Debriefing was mapleted
immediately following each interview by the resdmncand translator and included evaluation of titerview
process and techniques.
For interviews in Spanish:

1) Primary researcher asked the question in English.

2) The translator then asked the participant in Spanis

3) The participant answered in Spanish (or Englighin panish.

4) The translator repeated the answer in English.

In this process, the audio recording and transcopthe interview automatically contained a Splaaisd English
translation. Translation was completed for contakineaning rather than simply verbatim. The canixmeaning
of the words is more accurate than the words thineseT he translator and transcriptionist were giestructions
regarding inference, wording, and phrasing, emgiasithe principle that translation for meaningpodes
conceptual equivalendelranslators were asked to identify words thaexéd different connotations or phrases
that were awkward when back translatéd.

Interviews were audio-recorded and transcribed Bingle bilingual/bicultural transcriptionist whésa confirmed
accuracy of the “real-time” translations. Intewiaudio-recordings and transcripts were reviewetthiwi24 hours
of the interview. Data was analyzed utilizing thecess of constant comparative analysis using esttional
content analysis strategies. Data analysis wapleted by the two researchers independently, thenly until

consensus was achieved.

Trustworthiness of the research findings was a@udw adherence to the criteria of credibilitynsterability, and

confirmability as described by Lincoln and GuBarhroughout the research process, emerging catsgand

themes were confirmed with study participants antlcal experts to ensure the analysis was reptaten of their

experiences and would be applicable to other sirgilaups in similar contexts. An audit trail of mes, notes, raw
data and the reduction and interpretive products maintained to allow others to identify withoutegtion how

interpretations and research decisions were made.
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Description of Sample

Demographic data was collected on all study p@dicis and analyzed quantitatively. In addition,uasst of
guestions from the Acculturation Rating Scale foexidan Americans Il (ARSMA-II) instrument, which a®ures
cultural orientation toward the Mexican culture (0and the Anglo culture (AOS) independetitiyas utilized to
obtain basic acculturation data (place of birtlpafticipants and two preceding generations anduage[s] spoken
and read). This data was utilized only for the psgof identifying breadth in the sample and priogjdiescriptive
statistics of the study participants.

Data saturation was reached with a total of 10i@pants*** Six female and 4 male participants were intervigwe
ranging in age from 46-65 years (mean 56.5 yeats).mean duration of diabetes diagnosis for theptafm = 10)
was 10 years (range 1.5 — 40 years). Six partitspaere married, one was divorced, and three weirgglwith a
partner but not married. The number of years ppgitts were engaged in migrant farm work rangechfro

2 — 50 years (mean 21.5 years). Three participsate no longer active farm workers due to disabilit = 2) and
finding other employment (n = 1) with change in éogyment status occurring within the past 5 yearedm?2.7
years). Study participants reported living in theitddd States a mean of 32 years (range 2 — 65)y&dnisty percent
(all female) reported that they accessed healthsargces in Mexico. Seventy percent of the samaled their
income to pay for necessities as “almost enougB¥%{Bor “never enough” (40%). Participants repoffredjuency
of returning to Mexico from “every 6 months” to ‘ver” with the most common response being “everyyears.”
Seventy percent of participants, 90% of their pemeand 83% of their grandparents were born in ktexi
Language(s) spoken in the home included 60% “Shamidy” and 40% both “Spanish and English.” Langg(®)
read was 40% “Spanish only” and a 20% illiteradg raas reported.

(Table 1 inserted here)

Findings:

An over-arching meta-them8elf Management in a Latino Social Environmentierged. Every aspect of the
process of self-management, as described in the rf@ajor themes, (1) Family Cohesion, (2) Sociab®a of
Disease, (3) Social Expectations/ Perception dhéls,” and (4) Disease Knowledge and Understandiras
influenced by the social context.

Family Cohesion, the first major theme to emergenfthe interview data, is supported by the cona@mategories
of “Surveillance,” “Support,” and “Family First.”dmily Cohesion is representative of the familisition of the
Mexican culture. This theme emerged from the data aentral determinant of feeling supported; aivatir for

diabetes self-management; and a potential stinfolugeelings of guilt when the health of self ovsadowed the
potential health risks of family members. Familymimrs provided “surveillance” by monitoring, adwigi and
directing completion of diabetes management taskshware illustrated in the following excerpts:

“...she’s the one who's... You have to do this...Anchgwe to do that and she’s always on
me...And she’s always... You know... If it wasn’t for h&ouldn’t be here now probably.” (M1)

“there doesn’t go a day without somebody remindimgabout, ‘Oh....I haven't seen take your
medicine today,’ or ‘I haven't seen you take ydwsts your insulin’ uh...somebody is always
reminding me or asking if | did, uh...because theyaways looking out for each other.” (M2)

“...mother was always looking after me that | eghtiand take care of myself. Because | didn’t
give it much importance that | had diabetes.” (F4)

Overall, participants described the ever-preseppst provided to them, from both male and femaleify
members, in the day-to-day process of managing thigibetes. When faced with unexpected and ongoing
healthcare needs they turned to family for assigafamily members (including nuclear, extended kinghip
network members consistent with cultural definitafrfamily”), provided encouragement, directiondaadvice to
participants in the process of disease managem@ntsistent with cultural norms, males and fem#desled to
seek support from multigenerational family memhsrtheir same gender.
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One female participant, discussing how she delagreglaling her diabetes diagnosis to family memhsn®flective
of the category “family first.” This participantas reflecting on her responsibility to inform hesters that she had
diabetes, and the need for them to also be evaldatediabetes. Socio-cultural expectations of ‘dgrfirst” are
illustrated in her excerpt

“...how could | not [have] thought about it? | fehpow could you be so vain, | mean, so self-
centered. Because, it was 4 months and honedtist was thinking about it and, oh my god! It
just, like that. How could | not been thinking abthem? [her sisters] How could | have been so
in me? It was just like that, one morning | wokeamnd Oh my god!” (F1).

Participants described family as their primary watior in disease management, commenting

“I have to be there for my family” (M2and“don’t want me to get deathly sick from that diseas
because it would hurt them [daughters of participdRr3).

A father, holding his newborn infant, stated

“...this one came along, and | have to be—she’s tietbat's keeping me strong now... This is
what's keeping me going” (M1).

The second major theme that emerged from the ieterdata wasSocial Stigma of DiseasePerceived social
stigma when diagnosed with diabetes was emotiord®iyastating to many of the study participants Itieguin
denial and embarrassment. The social perceptiondi¥iduals with diabetes as being “sick” appearsbe the
underlying foundation of the stigma surroundingogi@s. One participant stated

“...in my Hispanic culture I've seen it all the timhat anybody that had diabetes was just about
the worst thing that there was, nothing comparedt,tmot seizures, not hypertension, nothing.
Diabetes was a horrible monster; you were worthlégsu had diabetes” (F1).

Another participant compared diabetes to havingteildosis (TB), commenting that he was told asill ¢hat TB
was the worst thing but that this was not truebdtas was.

Participant comments during the interviews ofteflented on social perceptions of individuals witlalibtes as
being “sick.” This appears to be the underlyingrfdation of the social stigma surrounding diabetesordingly,
Social Stigma of Disease ties directly into thetmagjor theme of Social Expectations/Perceptiofillbfess.”

Social Expectations/Perception of “lliness2merged as the third major theme. Deep-seated| soqiectations that
individuals with diabetes were by definition sichdaunable to carry out normal activities emergexfithe data.
Comments reflected the perception that diabetadteglsin changes in personal appearance and eherglyand

doomed the individual to disabling outcomes (il@ss of limbs, heart disease, stroke, and “purds’l) and early
death.

Additionally, participants expressed surprise wiered with the realization that “everyone knew”ithgiagnosis
despite efforts to conceal this from family and ocoumity members. The following excerpt is refleetiof this
realization.

“Not Diabetes, no, and then I, and then it was arsfal thing, it was so shameful. And somehow,
| didn’t know it would go out to, spread out théoeother people...” (F1).

The biggest challenge participants faced in thegsie to control their diabetes involved family aedcial
(community) gatherings common in the Mexican cdtiarticipants reported that these gatheringdved@round
the abundance of food and celebration. Non-atteseland/or declining food offers were disrespectfid socially
unacceptable. When asked what the response wouitlitdividuals brought healthy food choices witlem to
these events, participants reported this woulddmsidered rude to the hosts and would not be aedepie to this
conflict and the desire to better control theirbdiges, frequency of family gatherings was decreasedhe desire to
“come up with better or new excuses” to not atteawhmunity fiestas was described.
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The fourth and final theme wa3isease Knowledge and UnderstandinBarticipants perceived their diabetes
disease process knowledge as lacking. Study gaatits repeatedly expressed a desire for more eéducatated to
their diabetes. The interview data reflected tlatigipants held a general understanding of thel heéeat healthy”
but were unclear what this really meant. Partidiparxpressed a need for specific guidance on hawdrat to
cook, which they felt had not been adequately piedj

“they [healthcare providers] could have given clasea how to measure foodfood that | could
eat. Tell my family what was going on. How theyril]] could have helped me to take better care
of ... diabetes. Give classes, really good classdsoanto measure food and that kind of stuff, but
they didn’t do that” (F5).

Frustration with the lack of information providedasvapparent in the interviews as exemplified byfttewing
excerpt,

“they told me that | had to watch what | eat. ltsvdne only thing that they tell us, they don't give
us like a, you know sometimes they have a, sodieta,or something, they don’t give us nothing”
(M3).

One female participant stated

“the most difficult part is...uh...the cooking...you kiaw Mexican people cook, and it doesn’t
even come to mind what | should cook...and hea(f).

Another made the following statement when discuygs$ie education she received when she was diagneisied
diabetes;

“He said not to eat pork. Not to eat mango, or apptarrots, and beets...a lot of food. He said
that blood sugar was never gonna be controlledid$ be--gonna be going up all the time” (F5)

In addition, a lack of education regarding the dsgeprocess of diabetes emerged. Many particighegsribed
being informed, when diagnosed in Mexico, thathi#y did not control their blood glucose levels ol affect
other organ systems (kidney, eye, heart). Howenviey,and how this occurs was not a part of the mfation given.

Family presence at diabetes education sessionsmi@mal for those diagnosed in both the United &taand
Mexico. Participants commented that having famttgrsd education classes with them would have bedpfli in

controlling their diabetes but stated that ofteis thas not possible due to conflicting obligatiorach as work
schedules. When asked if other approaches to ednaabuld alleviate this barrier, many respondeat thringing
education classes to their home or community woeldhelpful;

“it would be beneficial for...uh...for everybody tonse like...uh...the family, dad, brothers,
sisters...that way they’re all informed of what | eat...” (F5).

One participant summed it up in the following etaént

“not sure if he [partner] would come to...uh...out at@a class, but if, if somebody went to
him...then he would say yes automatically” (F4)

Making education a family event was described favarable manner.

Conclusions:

This study revealed several socio-cultural inflleenthat impact diabetes self-management practicebd migrant
Latino adult which are congruent witHfamilist cultural traditions*'® The familist traditions, central to the

Mexican culture, were highly influential which imsistent with findingsn previous studie§™* However,
familism for migrant workers with diabetéad both positive and negative consequences oetéisimanagement.
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The social stigma coupled with the social expeatetiand perception of illneggsesent in the social environment
was highly influential on diabetes management prast The over-shadowing social stigma associatddhaving
diabetes resulted in embarrassment, shame, andtddea on the part of individuals diagnosed withbates.
Denial and withdrawal from social situations weoantnon, resulting in isolation and feelings of gdilte to having
diabetes. These social responses, based on ddepg-semial expectations of the physical resultsdiabetes
(justified or not) resulted in self-doubt and shaffike impact of the social stigma in this populatiteeds to be
explored further. Extensive research has been aigtpbn the topic of stigrffs? however, little has been focused
on the Latino population. The available literatdieected at the Latino population is related toengnlosié® ?* and
mental illnes$> None were identified that focused on chronic #sén general, or diabetes specifically.

Stigma, as described by Goffm#his a socially defined attribute that is deeplycdisliting. These attributes are
categories by which others are judged; “transfogrimem into normative expectations, into rightepysiesented
demands™®®? This definition is consistent with what emergeohnirthe data in this study. The social expectations
and associated social stigma, which the particgpaetscribed, created a climate in which the paditis’ self-
image was confronted and affronted by the imagerstheflected back to them. In this process, shamerges as
individuals redefine the image they have of themes#® Changing socially defined category attributes and
expectations is central to eradicating the stighfaThe socially ascribed expectations of those imtligls with
diabetes are descriptive attributes of poor bldodagse control. In light of this, and the reportidbetes education
deficiencies, improving diabetes disease proceswlauge may be the route for ameliorating the stigrhdiabetes

in this population. This in turn would improve thealth of this population through enhanced gluams®rol and
the development of fewer complications.

Limitations:

The researcher’s limited Spanish language skillstrba considered a limitation of this qualitativedy despite the
skills and expertise of the bilingual, biculturedrislator and transcriptionist utilized to enhatietruth value of the
findings. Conducting cross-language and cross-@alltesearch increases the likelihood for the me$es to miss
language and meaning nuances present in the data.

Implications:

The knowledge gained from this research can impliwical care of this population. Clinicians musarify with
individual patients the extent of diabetes educatiey have received and promote options for furéitication as
appropriate. Additionally, recognizing and acknadgiag the social stigma associated with diabetes,tliis
population, will promote understanding and imprali@ician/patient communication. Study findings yide rich
information that can be used to tailor clinicaleao that it is consistent with the socio-culturdluences that
impact diabetes management practices (e.g., indardiy, in particular the primary female caregivand establish
community and home based education sessions).

The findings of this study can be used to develmyeheducational interventions. Shifting the edisrafocus from
the individual to the family and community may wdle central to improving the health of this popiolat
Additionally, exploring interventions to amelioratbe stigma associated with this very prevaleneaks is
essential. Reducing or eliminating the social stigrhdiabetes would likely improve adherence té-se@lnagement
practices and improve glucose control through tieegss of stress reduction and social acceptance.

Further exploration of the concept‘@tigma of Disease’ls needed. It is anticipated that this concepbisumique
to the Mexican population; however the precipitatiactors leading to social stigma need to be imyated further.
In addition, the rural context, and the potentidluences this has on diabetes self-managemertproiide further
insights into the process of disease managemehisrpopulation. The concept of illiteracy andriésationship to
health, how this population defines health andadiseself-management will provide the additionalcets needed
for theory ormodel development. Once these concepts have beefoded, the model dheory of diabetes self-
management for the Mexican migrant adult that ee®ogn be tested.
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TABLE 1. Participant Demographic Data by Gender

Male (n=4) Female (n=6)

Age

Mean 57 56

Range 46 - 64 51-65
Marital Status

Married 3

Living w/Partner

Divorced 1
Ability to Pay for Necessities

More than Enough 1

Just Enough 2

Almost Enough 2 1

Never Enough 2 2
Y ear s Diabetes Diagnosis

Mean 8.6 11

Range 15-17 2-40
YearsLivingin United States

Mean 34 30

Range 19.0-46.0 3-65
YearsMigration Work

Mean 23 20

Range 16 - 30 2-50

AccessHealthcarein Mexico
Yes
No
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