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Cancer caregivers in Mexican American families experience role-related challenges influenced by limited healthcare literacy. 

The lack of functional health literacy becomes complex when Mexican Americans have limited English proficiency (LEP) and 

cultural beliefs that contrast with those of the American healthcare system. Three sequential studies focused on assessing the 

experience of Mexican American, female cancer caregivers, including their role learning needs; evaluating available community 

learning materials; and identifying healthcare provider perceptions of caregiver learning needs. Study findings provide direction 

to improve the process and content of teaching to caregivers with LEP and other caregivers facing the crisis of cancer. Practice 

recommendations focus on development of targeted learning materials appropriate to caregiver-identified learning needs, 

language, and education level. Priority learning needs include strategies to meet patient needs for home medication adminis-

tration, nutrition, and psychological support. Caregiver-preferred formats for learning include videotapes in a family-assisted 

setting and oral exchanges with other caregivers and care providers. Bilingual clinic personnel who partner with Mexican 

American family caregivers to address their literacy issues support positive health outcomes in this vulnerable population.

Healthcare Literacy: 
Multiple Perspectives Grounded in the Experience  

of Mexican American Caregivers

At a Glance

F Mexican American family caregivers experience role-related 
challenges influenced by limited health literacy and English 
proficiency, both of which block the understanding neces-
sary to deliver high-quality care to their family members 
with cancer. 

F Priority learning needs of Mexican American family cancer 
caregivers include ways to meet patient medication, nutri-
tion, and psychological needs to support positive patient 
and caregiver outcomes during cancer treatment.

F Limited cancer information in formats accessible for Mexi-
can American caregiver learning offers an opportunity for 
healthcare professionals, including nurses, to develop tar-
geted materials and interventions that optimally meet the 
learning needs of Mexican American cancer caregivers.

Carolyn Spence Cagle, PhD, RNC, and Jo Nell Wells, RN, PhD, OCN®, are 
associate professors in the Harris College of Nursing and Health Sciences 
at Texas Christian University in Fort Worth. (First submission January 2009. 
Revision submitted April 2009. Accepted for publication June 14, 2009.)

Digital Object Identifier:10.1188/10.CJON.E1-E9

W
ith recent dialogue about healthcare reform, 

addressing concerns about consumer health-

care literacy in the United States based on 

its relevancy to consumer safety and health 

outcomes is imperative (American Medical As-

sociation [AMA], 2008; Institute of Medicine [IOM], 2004; U.S. 

Department of Health and Human Services [USDHHS), 2000). 

Patients and families need sufficient literacy to access health 

information, recognize cues to seek help for health-related 

concerns, and navigate the healthcare system to find resources 

for care. Relevant to this article, healthcare literacy also means 

that consumers need to be able to complete health assessment 

forms, provide informed consent for care, read and implement 

prescribed drugs and treatments, and communicate effectively 

with healthcare providers to implement care regimens focused 

on improving healthcare outcomes (AMA, 2008; Medical Library 

Association, 2008; Rudd, 2002). Additionally, such literacy 

defines that consumers have the ability to advocate for self and 

others in promoting personal and community health to improve 

overall societal health (Kickbusch, 2002).

Evidence indicates that ethnic minorities (e.g., Mexican 

Americans), those who live in poverty, people who face  

unemployment, and those of advanced age often lack the health-

care literacy needed to fully participate in health promotion and 
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care (IOM, 2004; Lasater & Mehler, 1998; Schultz, 2002). In fact, 

limited health literacy predicts an older person’s health outcome 

more than age, income, employment status, education, or race 

(Gazamararian et al., 1999; National Patient Safety Foundation, 

Partnership for Clear Health Communication, 2008). Those with 

limited health literacy are a vulnerable population because they 

often make personal errors in not seeking needed health care 

or make unsafe healthcare decisions. They often become “lost” 

in the care system or assume passivity without desired active 

involvement in care decisions, resulting in less than desirable 

health outcomes (Kripalani, Bengtzen, Henderson, & Jacobson, 

2008; Rudd, 2002; USDHHS, 2000).

The lack of functional healthcare literacy may become more 

complex when consumers, including Mexican Americans, 

have limited English proficiency (LEP) and cultural beliefs that 

contrast with those of the American healthcare system. Such 

individuals lack health literacy because they are not fluent in 

English. In one study, only 17% of Spanish-speaking Hispanics 

actively sought cancer information as compared to 37% of Eng-

lish-speaking Hispanics and 48% of non-Hispanics (Vanderpool, 

Kornfeld, Rutten, & Squiers, 2009). LEP of Spanish-speaking 

people, including Mexican Americans, affects those individu-

als’ ability to access information needed to develop disease 

understanding for participation in the healthcare process. Such 

individuals also may lack experience in the U.S. healthcare 

system, influencing their understanding of needed care to pro-

mote personal health (Atwood, 2008). Hispanic immigrants, 

66% of whom are Mexican American (Ramirez & de la Cruz, 

2002), assimilate less effectively into American culture than 

other ethnic groups and have LEP. They also have less access 

to health care than Hispanics who speak English and have ad-

opted many American values and ways of living (Pew Hispanic 

Center & Robert Wood Johnson Foundation, 2008). Members of 

the Hispanic ethnic group are expected to experience a 142% 

increase in cancer activity by 2030 and continue to reflect high 

mortality rates, particularly for cervical and gastrointestinal 

cancers (American Cancer Society, 2007; Smith, Smith, Hurria, 

Hortobagyi, & Buchholz, 2009).

Even though evidence indicates that low-literacy populations 

disproportionately face the burden of chronic disease, the lit-

erature gives limited attention to assessment of literacy issues 

related to the care process. An urgent need exists to further 

examine healthcare access and quality-of-care issues, including 

the ability of Mexican American consumers with LEP and limited 

literacy to understand and participate in the care process related 

to their cultural values. LEP and limited literacy influence differ-

ences in health information seeking, perceptions, and behaviors 

that contribute to healthcare disparities among minority groups 

(Vanderpool et al., 2009). Examination of LEP and limited literacy 

becomes especially important based on the fact that Mexican 

Americans are the largest and fastest-growing U.S. minority group 

(Pew Hispanic Center & Robert Wood Johnson Foundation, 2008; 

U.S. Census News Bureau, 2009; USDHHS, 2000), and members 

of the Hispanic ethnic group are expected to experience a 142% 

increase in cancer by 2030 (Smith et al., 2009).

The purpose of this article is to discuss the findings of three 

interrelated studies on Mexican American caregivers of family 

members with cancer. The findings are relevant to literacy needs 

of caregivers and provide direction for improving the process 

and content of disease teaching to caregivers with LEP and other 

caregivers facing the crisis of cancer.

Scope of the Problem

Despite evidence that health literacy benefits individuals 

and overall society, almost 44 million Americans (20%) are 

functionally illiterate (IOM, 2004). They lack sufficient interac-

tive abilities of reading, writing, and computation to effectively 

manage their lives in a complex world and develop to their full 

potential (IOM, 2004; Rudd, 2002; Schultz, 2002). Even with 

sufficient literacy to manage home and work affairs, more than 

98 million Americans struggle with the skills needed to under-

stand the healthcare system and gain care for preventive, acute, 

and chronic health issues (USDHHS, 2000; Kutner, Greenberg, 

Jin, & Paulsen, 2006). Only 13% of the U.S. population, includ-

ing most college graduates, possess “proficient” health literacy 

that supports their ability to understand pamphlet text, charts, 

graphs, and consent forms; compute drug dosages; and adhere to 

diabetic exchanges (Agency for Healthcare Research and Quality 

[AHRQ], 2008). Another 40% have “basic” health literacy and 

read at the sixth- to eighth-grade level (Rosales, 2008). Such peo-

ple read and understand short documents related to healthcare 

screening but have difficulty completing long forms or reading 

patient health pamphlets. An additional 14% of the population 

has “below basic” health literacy. They face challenges in pre-

senting for health appointments, following care regimens, and 

understanding or reading basic information. Many read at less 

than the fifth-grade level (Kutner et al., 2006; Rosales, 2008). 

Thirty percent of Hispanics, including most Mexican Americans, 

have “below basic” health literacy. An equal number of U.S.-born 

and foreign-born Mexican American adults also fall into this 

group (Rosales, 2008; Rudd, Kirsch, & Yamamoto, 2004).

Consumers with low healthcare literacy often have fewer 

years of education and lower personal income, factors which 

contribute to high rates of cardiovascular and communicable 

disease, late presentation for serious health issues, and overall 

low functional health even with control of socioeconomic vari-

ables (Weiss et al., 2005). Consumers with low literacy also face 

higher rates of hospitalization and complications, more injuries, 

and increased risk of death within five years as compared to 

people who successfully complete reading and computation 

tests on health (Atwood, 2008; Baker, Parker, Williams, & Clark, 

1998; Center for Health Care Strategies, n.d.; Persell, Osborn, 

Richard, Skipkauskas, & Wolf, 2007; Rudd, 2002). People with 

low literacy, especially those with LEP, also have difficulty ac-

curately describing health symptoms or completing health his-

tory forms to help providers make diagnoses (Roberts, 2008). 

This difficulty contributes to long clinic waits by patients, their 

perceptions of low-quality care, and increased costs of care 

(Atwood, 2008). Those with low literacy also have poor can-

cer screening knowledge and practices, leading to later-stage 

diagnosis when they access care (Lindau et al., 2002). In one 

study, one in four Hispanic adults lacked a consistent healthcare 

provider, despite almost half having health insurance. Many 

believed they were basically healthy and did not need preven-

tive health care (Pew Hispanic Center & Robert Wood Johnson 

Foundation, 2008).
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Even English-speaking people with low health literacy are less 

likely to follow medical directives because they minimize the 

importance of adherence. They often do not ask questions to 

increase their understanding of the importance of adherence or 

do not make appointments for follow-up care. They become over-

whelmed with paperwork and authorization forms, which may 

affect their future healthcare access and health status (Atwood, 

2008; Roberts, 2008). People with low literacy also have poor 

comprehension of informed consent, affecting sample sizes in 

research studies and clinical trials for diseases that more often af-

fect those with LEP (Cox, 2002; Coyne et al., 2003; Kripalani et al., 

2008; Sudore et al., 2006). LEP and low health literacy contribute 

to a lack of partnering between consumers and healthcare pro-

viders to reach healthcare goals; LEP and low health literacy also 

contribute to healthcare disparities identified among Hispanics 

and Mexican Americans and increased costs in the U.S. healthcare 

system (Atwood, 2008; Howard, Gazmararian, & Parker, 2005; 

Weiss & Palmer, 2004). Some of the cost evolves from increased 

numbers of lawsuits resulting from consumer perceptions of 

“rushed” health care, inadequate provider explanations of health 

problems, or inattention to consumers’ needs during healthcare 

visits (Harold, 2006). In some cases, consumers with LEP do not 

return for needed care because they perceive poor-quality care 

or, for Mexican Americans, care that does not meet their cultural 

values (Cagle, Wells,  Hollen, & Bradley, 2007).

Limited research has examined current education materials 

for healthcare consumers with LEP, including those who speak 

Spanish. In one study involving low-literacy, English-speaking 

diabetics, only 34% of educational materials from the American 

Diabetic Association met a total of 32 criteria used to assess lit-

eracy of learning materials in English. The authors of the study 

emphasized that greater attention must be directed at reading 

level of materials, use of scientific jargon, font size, sentence 

length and structure, and visual organization of materials to in-

crease their usefulness for patient education and better disease 

management (Hill-Briggs & Smith, 2008). Improving learning 

materials for those with LEP, including those who speak Span-

ish, seems particularly important.

The Current Studies

Three sequential studies focused on assessing the experience 

of Mexican American cancer family caregivers, including their 

learning needs to complete their role, available clinic and local 

community caregiver learning materials, and healthcare provid-

er opinions about Mexican American family caregiver learning 

needs. The studies occurred over a three-year period, predomi-

nately in a public oncology clinic serving diverse population 

groups with low health literacy, including Mexican Americans. 

All three studies received institutional review board approval 

from the researchers’ employment setting and the involved clini-

cal system. In all studies, participants received gift cards to either 

Walmart or a grocery store to acknowledge their contribution.

Study 1: Exploring the Experience  

of Mexican American Cancer Family Caregivers

The researchers understood the need for study materials di-

rected at low-literacy and Spanish-speaking populations before 

the study began to gain accurate data to examine the phenom-

enon of interest. Informed consent forms and data-collection 

materials were available in English and Spanish and were at 

the sixth-grade reading level. Trained bilingual and bicultural 

undergraduate female students understood the cultural value of 

connecting with the Mexican American caregivers through con-

versation and read the forms needed for data collection (Cagle 

et al., 2007). The study implemented a mixed-method approach, 

using initial grounded theory to explore the experience of 34 

middle-aged Mexican American family caregivers (see Table 1) 

involved in clinic care (Wells, Cagle, Bradley, & Barnes, 2008). 

Following qualitative analysis, a secondary analysis of quantita-

tive data specific to assessment of mood, perceived health, and 

burden occurred (see Wells, Cagle, Bradley, Marshall, & Luna-

Hollen [2009] for specifics). 

Overall, caregivers identified anxiety, fatigue, and tenseness 

with caregiving but denied burden and problems with their 

personal health. However, 65% of caregivers scored high enough 

on the burden inventory to be at risk for depression (Wells et 

al., 2009). Study findings supported that caregivers “became 

stronger” as a result of their experience. In many ways, they 

demonstrated healthcare literacy by successfully navigating the 

healthcare system to advocate and find resources for an ill family 

member. Although they “became stronger” through caregiving, 

most caregivers expressed learning needs related to nutrition, 

medication management, and symptom complaints of the ill fam-

ily member. The needs may have related to some caregivers need-

ing translators to understand the care regimen and their role in 

that regimen, having “no money,” sometimes “getting sick,” and 

experiencing “uncertainty” about the cancer diagnosis and treat-

ment process (Wells et al., 2008). Caregivers with LEP, a third of 

the sample who spoke or wrote only in Spanish, felt a particular 

urgency to find resources to meet their identified learning needs 

(see Table 1). As one caregiver noted, “That kind of education is 

not given to Hispanic people. Even less for people who do not 

speak English. We don’t know” (Wells et al., 2008).

Study 2: Describing Quality and Quantity  

of Cancer Caregiver Educational Materials

Based on the initial study findings, a second study focused 

on describing educational materials available in the public 

oncology clinic, two private oncology hospital libraries, a com-

munity cancer resource setting, and the local American Cancer 

Society office. Thirteen consumer or professional cancer Web 

sites also were examined for relevant materials meeting literacy, 

language, and learning needs of Mexican American caregivers 

based on findings from study 1.

The study involved training two bilingual and bicultural 

student research assistants (RAs) who surveyed agency edu-

cational materials and Web sites and organized their findings 

into categories. Collation of assessed materials produced the 

following categories: topic, supplier, publisher, Spanish avail-

ability, congruency of Spanish and English language materials, 

and relevancy to caregiver learning needs. Material collation 

also occurred according to material scientific accuracy, price, 

organizational layout, format (e.g., CD, pamphlet), use of illus-

trative anatomical drawings, and color to encourage participant 

reading and learning. All materials were assessed for English 
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reading level via the Flesch-Kincaid Reading Ease Test (Micro-

soft® Word® 2003, version 11). A similar assessment of Spanish 

language materials could not be completed because of a lack of 

a tool to complete the activity. A Microsoft Office Access® 2003 

(version 11) database cataloged information.

The initial part of the study located 145 educational materials 

relevant to cancer. Most focused on education of patients with 

cancer; few focused on caregiver learning. Materials consisted 

of books, pamphlets, Web sites, audio recordings, and videos. Of 

them, only 39% were available in Spanish and English. RAs noted 

poor or inaccurate translation from English to Spanish when 

they back-translated written materials. Upon viewing or listening 

to videos and audiotapes, the RAs expressed similar concerns. 

Many materials exceeded reading levels of ninth grade, perhaps 

preventing understanding of cancer and treatment by patients 

and caregivers. In 66% of agencies, materials specific to caregiver 

learning needs were difficult to find; online Spanish materials 

were particularly difficult to locate. In a subsample of 27 materi-

als, 36% used medical terminology inappropriate to the literacy 

level of caregivers. Overall, the RAs struggled to find materials in 

most agencies or Web sites to meet Mexican American caregiv-

ers’ needs for learning about nutrition, medication, and symptom 

management for a family member with cancer. 

The second part of the study involved caregiver response to 

selected learning materials in English and Spanish as presented 

by a bilingual RA during a caregiver’s clinic visit. The presenta-

tion helped develop insight into caregiver-preferred learning 

formats and needs. Caregiver recruitment occurred via flyers 

posted in the clinic. Demographic data forms indicated that the 

sample of 11 women provided care an average of 8 hours per 

day, most participants were middle-aged, and the sample was 

similar to that in the first study (see Table 1). To gain insight into 

caregiver-preferred learning formats, the RA used a structured 

survey to guide presentation of two different pamphlets to each 

caregiver. She was asked to voice her preference for format and 

appearance of the brochure that would gain her attention for 

learning. Responses of caregivers appear in Table 2. Through 

two different cycles of assessment involving different options in 

each cycle, caregivers chose among options that defined ways 

they learn best (see Table 3). Based on assessment of learning ma-

terials, caregivers noted that none addressed important topics for 

their understanding to provide quality care. The topics included 

ways to provide wound and injection care and ways to promote 

the emotional and physical comfort care of the patient.

Study 3: Assessing Healthcare  

Providers’ Perceptions of the  

Learning Needs of Mexican American  

Cancer Caregivers 

The final study involved 20 healthcare 

providers employed in various roles at the 

clinic used for study 1. Most participants 

were certified nursing assistants (CNAs), 

licensed practical nurses or RNs, or recep-

tionists, roles that connected them closely 

to ill family members and caregivers. Provid-

ers participated in one of three audiotaped 

focus groups, staffed by the first author and 

focused on gaining data about healthcare 

providers’ understanding of the needs and experiences of 

Mexican American cancer caregivers. Participants had a mean 

age of 40.9 years, half had some college education, 75% were 

of Mexican American or African American heritage, more than 

50% could not speak Spanish, and most had at least seven years 

of experience working with Mexican Americans (see Cagle & 

Wolff [2009] for specifics). Participants responded to four broad 

categories of questions with specific probes, including, “What 

are the learning needs of Mexican American female cancer care-

givers?” and “How do clinic and other health services support 

learning and other needs of caregivers?” The process of data 

collection and analysis to meet qualitative rigor criteria appears 

elsewhere (Cagle & Wolff, 2009). 

Caregiver Learning Needs and Cultural Context

Providers identified Mexican American cancer caregiver 

learning needs as “understanding the importance of getting 

and staying on cancer medications as prescribed by the doctor.” 

Providers perceived that Mexican American family caregivers 

needed education about side effects of certain patient medica-

tions, measures to control or prevent side effects, and when to 

call the doctor or clinic nurse if medications proved to be inef-

fective in meeting patient comfort needs. Providers noted that 

sometimes patients did not ever take their medications because 

of financial constraints, lack of understanding of the importance 

of taking medication, or a family caregiver’s belief that calling 

the doctor or clinic staff would show disrespect for the judg-

ment of clinic personnel, the doctor in particular. Providers 

believed that caregivers also might fail to call the clinic about 

patient concerns between patient care appointments because 

it would “make” the caregiver look ignorant and contribute to 

a loss of desired caregiver empowerment. Such behavior frus-

trated staff because literacy and language differences between 

caregivers and staff influenced the latter’s ability to reassure 

caregivers and patients about health issues.

Literacy and LEP issues influenced Mexican Americans’ learn-

ing needs, according to clinic providers. Although five clinic 

providers were bilingual, the lack of a sufficient number of clinic 

translators and interpreters imposed significant barriers related 

to translation of medical information between clinic staff and 

Mexican American caregivers (Cagle & Wolff, 2009). Providers 

noted that patients used their own bilingual family members as 

translators if Spanish-speaking staff were not available. Clinic 

Table 1. Comparison of Demographic Data Between Study 1 and 2

VARIABLE

STUDY 1 (MEXICAN  

AMERICAN CAREGIVER  

EXPERIENCE, N = 34)

STUDY 2 (CAREGIVER  

RESPONSE TO EDUCATIONAL  

MATERIALS, N = 11)

Age (years)
–
X = 38.5, range = 21–63

–
X = 41.6, range = 20–64

Years living in the United States Range = 0.3–40 Range = 0.4–59
Born in Mexico 75% 72.7%
Hours of caregiving per day Range = 0.3–24

–
X = 7.66, range = 2.5–24

Speaks and writes only in Spanish 29.4% 63.6%

Note. An additional 64.7% (n = 22) of study 1 caregivers chose to complete interviews in Span-
ish, although they indicated that they spoke “mostly” English. This supports that 94.1% of care-
givers (n = 32) felt more comfortable with their native language than English.
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staff acknowledged that the lack of professionally trained medical 

translators dramatically hindered their ability to meet a desired 

standard of care for Mexican American caregivers and families. 

Several providers noted that when a family member could not ad-

equately translate information at a patient’s clinic visit, the family 

member often omitted the information, preventing patient and 

caregiver understanding of the issue and contributing to a fear 

about cancer (Cagle & Wolff, 2009). Additionally, clinic providers 

mentioned that some Spanish-speaking patients “dreaded” com-

ing to scheduled appointments because they knew no one would 

understand them and their learning needs would not be met.

LEP of caregivers affected their use of supportive clinic services 

such as social services, support groups, and nutritional consulta-

tion. Two full-time social workers in the clinic verified that Mexi-

can American caregivers and families often left the clinic without 

fully understanding the plan of care and the value of social ser-

vices. This may have resulted from a lack of understanding of the 

social worker role; adherence to a cultural value that only family 

members care for an ill family member, not outsiders; and compet-

ing life demands of the caregiver on patient clinic appointment 

days. Few Mexican American families had access to a nutritionist 

because that person worked only two days per week. 

Clinic Approaches to Meeting Caregiver Needs 

Providers indicated that the clinic supported Mexican Ameri-

can learning and other needs by “accommodating the caregiver 

and patient” and providing psychological and other support. 

The clinic staff saw patients according to appointment, but 

providers shared examples of “holding open an appointment” to 

allow a patient or caregiver to leave the clinic to eat or to allow 

other family members to be present for a patient’s visit. Provid-

ers also planned care to avoid overloading the patient and family 

with information or procedures during a doctor’s visit. Patient 

and caregiver teaching often occurred by providers demonstrat-

ing procedures caregivers would need to implement at home. 

According to providers, this psychomotor teaching (caregivers 

learning by doing) worked better than an oral teaching method 

when caregivers did not speak or understand English well. Staff 

believed this teaching approach helped caregivers gain a sense 

of competence so they could persevere during the cancer expe-

rience. Providers also noted that they provided pamphlets about 

cancer to educate caregivers. However, providers did not show 

concern that the materials included medical information at a 

high literacy level and focused on patient needs, not caregiver 

needs. Providers noted, however, that the clinic lacked handouts 

with pictures that illustrated ways to give injections and videos 

that would provide instructions to help caregivers provide bet-

ter care to their loved ones.

Providers acknowledged that they attempted to support care-

giver needs by providing psychological support to caregivers 

and encouraging them to be present at all clinic appointments 

to receive information about patient care and to ask questions. 

A weekly family support group in English and referral to local 

cancer care services were part of standard care. Providers saw 

themselves as supporting caregivers by emphasizing that cancer 

is not a form of punishment from God, thus dispelling a cultural 

belief held by Mexican Americans (Cagle & Wolff, 2009). Addi-

tional support by the two social workers, perceived as commit-

ting themselves to fully assessing patient and caregiver needs, 

also appeared important to providers. Although neither social 

worker spoke Spanish, providers noted that each willingly of-

fered information that could be translated by family members 

about ways to access discounted drugs and other financial and 

emotional support services for Mexican American caregivers 

and their families.

Discussion

The three interdependent studies offer some insight into 

learning needs of Mexican American cancer caregivers and 

literacy issues that influence the process and outcomes of 

care. Although the 34 caregivers in study 1 “became stronger,” 

most journeyed through the caregiving experience with some 

unmet learning needs (Wells et al., 2008). The needs resulted 

from an absence of learning materials or materials that were 

not appropriate to caregiver language and educational level. 

Study 2 results support that most caregivers prefer to learn via 

videotapes and computers, particularly with family assistance 

with that learning. This may mean that caregivers depend on 

English-literate children and family members to interpret com-

plex textual cancer content consistent with a reading level that 

meets caregiver learning needs. The fact that caregivers did not 

prefer reading about cancer and its treatment in the clinic or at 

home without family present may support the value of a learn-

ing intervention in the home in which each family member is 

an active participant.

A family intervention approach could incorporate the skills 

of each family member to learn and support one another dur-

ing the cancer experience and meet the Mexican American 

cultural value of strengthening the family (Cagle et al., 2007). 

Interventions could be tailored to meet the needs of caregivers 

and families at diagnosis, throughout treatment challenges, 

and during patient recovery or palliative care (Coward & Kahn, 

2004; Overcash, 2004). Caregivers need information to predict 

or more fully understand future care demands and ways to 

respond to the unpredictability of cancer (Hudson, 2006). Infor-

mation packets specific to each stage of the cancer cycle could 

be produced and financed by pharmaceutical and foundation 

Table 2. Study 2 Caregiver Preferences 
for Brochure Format 

PREFERENCE n %

Color brochure 8 77

Brochure with pictures about content 10 91

One-fold rather than two-fold brochure 5 45

Brochure in Spanish 5 45

Brochure in English and Spanish 4 36

Brochure in English 1 9

Brochure in either English or Spanish 1 9

N = 11
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support. Short homework assignments, either written by clinic 

staff or accessed on specific Web sites, and family discussion of 

videos also might address learning needs of caregivers and fami-

lies between clinic visits. Telephone follow-up by healthcare 

providers to assess caregiver understanding of content might 

help reinforce learning, emphasize the need for continued 

patient follow-up, and prepare caregivers for the next patient 

appointment. Any translators used in family interventions must 

have experience with the interventions, be fully bilingual and 

knowledgeable about the subject, and be willing to work with 

providers and caregivers for quality translation that allows conti-

nuity of care (Rosales, 2008). Study 2 reinforced the finding that 

caregivers desire learning from other caregivers and providers 

of care, lending evidence to the value of regular English and 

Spanish caregiver support groups during the cancer cycle to 

decrease caregiver uncertainty and provide hope. Such groups 

could involve family members and reinforce teaching provided 

during patient clinic visits. Bilingual and bicultural community 

health workers (las promotoras) could collaborate with pro-

viders to help bridge Mexican American cultural values and 

learning styles with current biomedical approaches to patient 

teaching (Cagle & Wolff, 2009). The workers also might nurture, 

in a culturally sensitive manner, seeking of preventive health 

screening by Mexican American caregivers to support their 

health for continued family care. Such preventive behaviors 

remain uncommon in Mexican American women for a variety 

of reasons (Coleman et al., 2003; Yarbrough, 2004).

Study 2 also indicated that caregivers desire more materials 

relevant to their reading level of approximately seventh grade 

based on the facts that most people read two grades below their 

last year of completed education and that most laypersons read 

healthcare information at a fifth-grade level (Rudd et al., 2004). 

Caregivers also desired more videos for learning, material avail-

ability in English and Spanish, and arrangement of the clinic 

waiting area to accommodate learning from other caregivers 

and family members. With 80% of Hispanics gaining health 

information from television or radio (Pew Hispanic Center & 

Robert Wood Johnson Foundation, 2008), caregivers also might 

benefit from clinic television information on cancer care. Clinic 

signage in Spanish as well as English to direct caregivers and 

family members to available educational materials also would 

help caregivers meet their learning needs.

Providers in study 3 acknowledged long clinic waits for pa-

tients and family caregivers; caregiver frustration with financial 

and legal issues, such as gaining patient services when a patient 

is undocumented; and language barriers that required consis-

tent access to clinic translators. Providers noted they often 

would “accommodate” a patient and caregiver by collaborating 

with them to meet cultural learning needs via demonstration 

when language differences existed between Mexican American 

caregivers and providers. However, providers agreed that the 

clinic needed more social workers, bilingual staff, and educa-

tional materials in Spanish to meet the literacy needs of patients 

and their families (Cagle & Wolff, 2009). Additional RNs with 

a scope of practice to teach patients might expand the limited 

teaching provided by less-educated personnel (i.e., CNAs) to 

meet the needs of people with LEP. 

Recent concerns about the quality of healthcare delivery 

and healthcare disparities among low-literacy populations 

have stimulated various initiatives focused on prioritizing the 

improvement of consumer health literacy, including those with 

LEP such as Mexican American caregivers and families (Joint 

Commission, 2009). The nurse’s teaching role should focus on 

initial assessment of the consumer’s level of healthcare literacy 

and later development and evaluation of a plan to meet health-

care needs based on consumer assessment at each health visit. 

Initial assessment may involve use of the REALM tool (Rapid 

Estimate of Adult Literacy in Medicine) (Baker, Williams, Parker, 

Gazmararian, & Nurss, 1999) to assess functional health literacy, 

knowing that providers often overestimate patient literacy 

skills (Lindau et al., 2002). After assessment, experts note, 

educational materials for LEP groups must receive validation in 

a carefully selected trial setting to ensure that they accurately 

address recipient learning needs, not provider needs, and re-

flect active partnerships among patient, family, and provider 

(Mika, Wood, Weiss, & Treviño, 2007; National Patient Safety 

Foundation, Partnership for Clear Health Communication, 2008; 

USDHHS, n.d.; Weiss et al., 2005). Staff education to effectively 

use materials also should occur prior to use (Mika et al., 2007; 

Rosales, 2008; Weiss et al., 2005). Other helpful hints to meet 

learning needs of patients with LEP and low literacy levels, as 

recommended by several governmental quality organizations 

focused on consumer health literacy (AHRQ, 2008; National 

Quality Forum, 2005), appear in Figure 1. 

Cancer caregivers need understandable information that 

meets their needs for coping during a difficult time of patient 

Table 3. Study 2 Responses to Interview Questions

GROUPING AND ACTIVITY N %

“Please tell me which type of activity makes learning easier for you.”

First Grouping
 Reading
 Listening to another caregiver
 Reading or listening to someone else
Second Grouping
 Listening to an audiotape
 Watching a video
 Neither listening to an audiotape nor watching a video
Third Grouping
 Listening to an audiotape
 Listening and seeing a nurse or caregiver on a video  

doing care or talking

2
4
5

–
10
1

1
10

18
36
45

–
91
9

9
91

“Please tell me which type of activity makes learning easier for you.”

First Grouping
 Learning on a computer at home
 Learning on a computer at the clinic
 Neither listening on a computer at home nor learning  
  on a clinic computer
Second Grouping
 Listening to audiotapes at home
 Listening to audiotapes at the clinic
 Neither listening to audiotapes at home or the clinic
Third Grouping
 Talking to other caregivers
 Reading at the clinic
 Reading at home with family

6
2
3

6
2
3

5
1
5

55
18
27

55
18
27

45
9

45

N = 11
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symptom management and comfort care (Haley, 2003). Providers 

must help caregivers access and gain understanding of cancer so 

they can help their ill family members during care. In many treat-

ment facilities, this supports adequate numbers and quality of 

bilingual staff, translators, and diverse discipline personnel who 

deliver an interdisciplinary approach to family cancer care. In 

one study, 83% of Spanish-speaking Hispanics had never looked 

for information on cancer as compared to 52% of non-Hispanics. 

Of those Spanish-speaking people, approximately 30% had little 

or no confidence in their ability to find cancer information as 

compared to 6% of non-Hispanics and 11.5% of English-speaking 

Hispanics. Among Spanish-speaking Hispanics, 67% noted that 

their search for cancer information was difficult, and twice as 

many expressed difficulty in understanding information as com-

pared to English-speaking Hispanics (Vanderpool et al., 2009). 

Despite such difficulty, Mexican American caregivers, based on 

their respect and trust of doctors and healthcare providers in 

general (Wells et al., 2008), may not ask questions during care 

or phone calls to the treatment agency between visits. They 

should be encouraged to ask questions and seek resources from 

providers and perhaps other knowledgable caregivers to better 

understand cancer materials and patient symptoms that influ-

ence patient and caregiver coping. Providers must ensure that 

educational and support materials value Mexican American fam-

ily decisions but also encourage an active partnership with care-

givers and families to meet their needs (Cagle & Wolff, 2009). 

With a proliferation of patient-centered Web sites, providers 

may need to help caregivers and families evaluate sites for valid 

information to meet their learning needs (Alexander, 2002). 

Several studies have indicated that non-Hispanic consumers use 

online learning resources more than English-speaking Hispanics 

and that Spanish-speaking Hispanics use the Internet infrequent-

ly (Davis, Diaz-Mendez, & Garcia, 2009; Vanderpool et al., 2009). 

Davis et al. (2009) found that low use of the Internet occurred in 

a sample of 40 Spanish-speaking cancer survivors because they 

feared “feeling bad” as a result of seeking information, much of it 

in English. Although a wealth of information on cancer treatment 

and prevention is available online, few Web sites provide such 

information in Spanish. Providers may wish to help caregivers 

access the National Cancer Institute Web site, which provides 

culturally and linguistically appropriate cancer information 

(visit www.cancer.gov/espanol). Continued work to assess and 

respond to the unique needs and cultural meaning of cancer of 

Spanish-speaking and Hispanic populations remains a strong 

focus of the American Cancer Society and the National Cancer 

Institute (Health Information National Trends Survey, 2009).

Since completion of the studies, the public oncology clinic has 

undergone renovation, and a separate area provides access to 

educational pamphlets. However, many of the materials continue 

to be available only in the English language; limited financial re-

sources provide a barrier to the purchase of materials in Spanish. 

Author consultation with new administrative staff has allowed 

receipt of some free educational materials from pharmaceutical 

companies and foundations focused on health literacy. Use of 

bilingual community health workers, through a strong coalition 

supported by a local medical school, can help to generate materi-

als and translate current materials from English to Spanish.

Conclusion

As advocates for healthcare consumers, healthcare providers, 

including nurses, have an obligation to help consumers with 

low literacy and LEP in understanding health issues and find-

ing resources that will improve their overall health and that of 

their families (Schultz, 2002). Ensuring health literacy for each 

consumer of health care is an issue of fairness and is a basic hu-

man right, according to Healthy People 2010 (USDHHS, 2000). 

Overall, healthcare providers must acknowledge the reality 

that healthcare outcomes suffer because of limited consumer 

healthcare literacy, particularly for those with LEP. This includes 

Mexican American cancer caregivers who continue to struggle 

to convey their care needs, based on evidence that this group 

has low levels of cancer information-seeking, which may influ-

ence their ability to effectively care for a family member with 

cancer. With projections that increasing numbers of Hispanics, 

including Mexican Americans, will experience cancer in the 

future and require family caregiving, focus must be placed on 

ways to partner with Mexican American caregivers and their 

families to bolster their understanding of the cancer trajectory 

for improved family outcomes.
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•	 Compose	forms	to	meet	a	sixth-grade	to	seventh-grade	reading	
level.

•	 Use	a	minimum	of	a	14-point	font.
•	 Use	paragraphs	with	two	to	three	sentences.
•	 Define	words	in	simple	language.
•	 Use	active	voice,	rather	than	passive	voice.
•	 Include	metaphors,	cartoons,	and	illustrative	quotations	to	connect	

to consumers’ personal lives.

•	 Use	sentences	with	10	or	fewer	words.
•	 Emphasize	pictures	and	bullets	to	illustrate	important	content.
•	 Use	a	“teach-back”	method	for	clinical	visits.

Figure 1. Suggestions for Developing Materials 
for Patients With Low Literacy or Limited English 
Proficiency
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1. What is the clinical practice question the authors are trying to address?
2. Is the purpose of the article described clearly?
3. Is the literature review comprehensive, and are major concepts identified and defined?
4. What percentage of your cancer population is Mexican American or Hispanic?
5. How do you assess health literacy?
6. What do you do differently when you have concerns about the ability of a patient or family to comprehend information?
7. Do you have a variety of patient education materials available in Spanish? 
8. How do the author’s recommendations compare to your current practice?
9. What practice change recommendations will you make based on the evidence presented in this article?
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