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ABSTRACT
This study examined correlations and the impact between culture, language
barriers, medical adherence, post transplant recovery and quality of life among
monolingual Spanish or bilingual English and Spanish female and male pediatric
Latino/Hispanic transplant recipients between the ages of 13 to 21 who have undergone
either an autologous or allogeneic blood stem cell (bone marrow) transplant and their
parent(s)/caretakers. By definition, bone marrow transplant is the treatment of
hematopoietic stem cell from bone marrow, cord blood or peripheral blood. An
allogeneic bone marrow transplant is the infusion of healthy blood stem cells from a
related or unrelated person, called a donor who is identified by bone marrow registries as
genetically human leukocyte antigen (HLA) compatible with the transplant recipient.
Donors in this case may be family members such as the transplant recipient’s (patient’s)
sibling(s) or the donor may be someone who is outside of the family system who is
genetically compatible with the patient. An autologous bone marrow transplant is the
infusion of the patients’ own blood stem cells.

The study design had two parts. Part I included the researcher’s behavioral
observations between the study participants and the participants health care providers,
which included bone marrow transplant (BMT) doctors, nurses, social workers and
medical interpreters. The behavioral observations were conducted at the BMT Outpatient
Clinic located at Childrens Hospital Los Angeles (CHLA) Outpatient Tower. The BMT
outpatient clinic visit interactions between the participants and transplant health care
providers were observed, documented and audio taped during the participants routinely
scheduled clinic visits. Although behavioral observations at CHLA’s Walgreens
pharmacy were included in the study design, the lack of participant pharmacy visits to
this site led the researcher to remove Walgreens behavioral observations from the study.
Therefore, the behavioral observations were completed at the BMT outpatient and not at
CHLA Walgreen’s Pharmacy. Part II of the study included Outpatient Focus Groups in
which participants interacted with one another and the dialogue was guided by semistructured open-ended study questions developed by the researcher. Eleven voluntary
participants enrolled in this study. The researcher observed one outpatient medical clinic
visit with transplant recipients, their parent(s)/caretakers and the transplant health care
providers and participants participated in two post transplant outpatient focus groups that
were audio recorded.
The findings from this study revealed that culture impacts medical adherence
among Latino/Hispanic teenagers/young adults and their parent(s)/caretakers, and
language, which is a cultural component unequivocally, impacts the process of medical
adherence, post transplant recovery and long-term quality of life. Findings from this
study suggest that effective communication patterns between health care providers,

transplant recipients and their parent(s)/caretakers and the distribution of educational
information improves post transplant recovery and long-term quality of life. The study’s
findings also showed that culturally competent health care providers who are
knowledgeable and skilled in cultural differences increase communication patterns and
strategies that aid in bridging communication gaps between health care providers and
Latino/Hispanic transplant recipients. Medically trained interpreters were also found to
aid bridge communications gaps between health care providers and Latino medical
transplant recipients. Findings also showed that when the transplant recipient
teens/young adults served as interpreters, significant errors in interpretation and
understanding were noted.
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CHAPTER I
INTRODUCTION
There are many barriers in healthcare that affect pediatric patients, parents,
families, health care providers and social workers. In this study the researcher examined
correlations between culture with particular emphasis on language barriers and medical
adherence among Latino/Hispanic parent(s)/caretakers and transplant recipients that are
female and male teenagers/young adults between the ages of 13 to 21. All teens/young
adults in this study had undergone either an autologous or allogeneic hematopoietic stem
cell transplant (bone marrow transplant) and were monolingual in Spanish or bilingual in
English and Spanish. Eleven voluntary participants served as the sample population for
this study.
Bone marrow transplants are used to treat patients with advanced stage and highrisk diseases that may not otherwise respond to other traditional treatments. Childrens
Hospital Los Angeles (CHLA) is one of the nation’s leading accredited pediatric centers
for Hematopoietic Stem Cell Transplant (HSCT) and each year they perform an estimate
of forty transplants for children diagnosed with leukemia, other blood affected
malignancies, aplastic anemia, genetic diseases, marrow failure conditions and other life
threatening immunodeficiencies. Autologous bone marrow transplants are used to treat
medical conditions that do not affect the blood stem cell factory. Thus, the blood stem
cells are from the patient and the healthy cells are given or are infused back after the
completion of chemotherapy and/or radiation treatments. Non-Hodgkin’s lymphoma,
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neuroblastoma and brain cancer are a few of the autologous transplant treatable diseases.
An allogeneic transplant is the infusion of healthy blood stem cells from a compatible
related person, called a donor. A related donor may be a parent or sibling, or the donor
may be an unrelated donor, someone outside of the family system who is identified by
bone marrow registries as genetically compatible with the patient. Since 1983, Childrens
Hospital Los Angles (CHLA), Hematopoietic Stem Cell Transplant (HSCT) program has
performed more than 900 transplants. There have been an estimated 58% of males, and
42% of female patients who have received transplants. The predominance of males
transplanted has been related to x-linked disorders as well as males afflicted with
childhood leukemia’s. Per Dr. Ami Shah, Bone Marrow Transplant Division Head at
Childens Hospital Los Angeles, the ethnic diversity of the population reflects the local
community of patients treated at CHLA; and shows an ethnic distribution of 45%
Hispanics, 30% Caucasian, 10% African-American, 10% Asian and 5% other.
The current researcher found several studies that examined the implications of
race and ethnicity on access to health care or other sociocultural barriers, but few studies
specifically addressed the issue of language barriers in health care and there are even
fewer studies on the impact of language barriers and medical adherence in pediatric bone
marrow transplant recipients, their parent(s)/caretakers and families. This omission in
existing research supported the need for the current study.
Medical adherence and compliance have been associated with medications,
treatment regimens, acute and chronic care for children and medication administration.
Differences are noted between compliance and medical adherence. Medical adherence is
the patient’s behavior of taking the medically recommended medication(s) as instructed
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and for the length of time recommended. Non-adherence or the lack of compliance is
noted in the increase in health care services, both in clinics and hospitalizations, and in
the rising cost of health care; but more importantly, in failing at the treatment of medical
conditions and illness (Butz, 2006). Therefore, for the purpose of this study the medical
adherence term will be applied throughout the study.
The current research is relevant to the practice of clinical social work because
medical and clinical social workers are in direct contact with transplant recipients and
their families, many of whom are trying to cope with severe medical complications that at
times result in fatal consequences. Social workers have to contend with the transplant
recipients’ and their parents’ level of understanding, education, and language skills as
well as their compliant behaviors when medical complications secondary to culture and
language impact medical adherence. Social workers serve as important patient advocates
and bridge the delicate balance between a sense of “personalismo” and the value of
“familismo” in their worker-patient relationships.
Social workers are intrinsically involved when transplant recipients are readmitted
to the hospital for side effects related to medical adherence issues. They are involved in
the process of helping the patient and the patient’s family re-adjusts to the hospital
environment when readmission to the hospital is needed. Social workers help transplant
recipients and their families adapt to the stressful impact of suffering a life-threatening
illness and treatments, provide support, counseling, psychoeducation, referrals, and even
help patients and families mobilize community resources for concrete needs such as
housing, transportation, finances, school problems, and legal issues. Medical clinical
social workers are the alliances and voices that provide support around the many complex
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issues that relate to culture and language barriers and other sociocultural factors. How
patients and families cope also impacts medical adherence and treatment outcomes.
This study identified the impact that culture and language barriers have on already
vulnerable populations that are impacted by a life-threatening medical condition, and who
must adhere to medical recommendations to treatments and medications in order to
survive. A second part of this research determined if culture and language barriers
impacted patient communication and medical adherence to health care providers’
medically recommended medications and treatments post blood stem cell (bone marrow)
transplant, and was measured by the influence of culture and language barriers on post
transplant recovery and long-term quality of life. The latter provided the researcher with
insight to identify more effective patterns of communication that have potential to
increase post transplant recovery and long-term post transplant outcomes among
Latino/Hispanic Latino adolescents between the ages of 13-21, their parent(s)/caretakers,
families and health care providers.
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CHAPTER II
LITERATURE REVIEW
There are many variables that affect medical adherence among Latino/Hispanic
children within the health care systems. Language barriers, however, consistently proves
to be the primary variable in determining access to health care services for
Latinos/Hispanics, and in their ability to effectively communicate with health care
providers. Failure to effectively communicate or to understand medical personnel can
lead to other negative consequences such as non-medical adherence, inappropriate use of
medications or even death. This is especially true among minority groups and
Latinos/Hispanics whose primary language is not English. Culture and language barriers
are well-documented obstacles among many vulnerable populations; and when medical
adherence is critical to long-term survival and quality of life, language communications
may be the difference between life and death.
The correlation and the impact between culture, language barriers, medical
adherence, post transplant recovery and long-term quality of life among Latino/Hispanic
teenagers/young adult between the ages of 13 to 21, and their parents, was the focus of
this study. Hence, the literature review is organized into four sections. In the first section
of the review, the researcher provides information regarding the population of interest,
Latino/Hispanic immigrants including statistical data regarding naturalized and
undocumented immigrants in the United States. The second section of the review focuses
on the Latino/Hispanic population accessing healthcare services. In the third section of
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this review, the researcher provides information regarding language barriers in accessing
health care by examining linguistics, acculturation, literacy and cultural competence
factors. A discussion then follows regarding bone marrow transplants as a treatment for
life-threatening medical conditions, which often are followed by acute or chronic side
effects, and high risks of treatment and impediments to medical adherence. The final
section of the literature review addresses social support stability and psychological
variables that impact the quality of life of transplant recipients and their parent(s).

Latino Population
Hoefner, Rytina & Baker (2009) reported in their yearly United States
Department of Homeland Security report that Latino immigrants are the fastest growing
population in the United States; and by the year 2040, the Latino population is estimated
to be the “majority.” The report also indicated that up until 2007 the number of
immigrants was 11.8 million, and in 2008 there was a slight drop to 11.6 million. The
decline was attributed to the number of illegal immigrants entering the United States.
Lee & Rytina (2009) reported in a 2008 naturalization report, the historical trend
of naturalized persons entering the US between the years of 1907 and 2008 was estimated
at nearly 900,000 naturalizations, with an increase of 680,000 between 2000 and 2008.
The rise in naturalization was partly due to the Immigration Reform and Control Act
(IRCA) of 1986 that allowed undocumented immigrants eligibility for naturalization.
The reliability and validity of both studies by Hofner, Rytina & Baker (2009) on
undocumented immigrants and the report by Lee & Rytina, (2009) on naturalization of
immigrants were not sufficiently established. Reliability problems were found in the
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naturalized immigrants report as well as in the report of undocumented immigrants in that
the number of naturalizations fluctuated from year-to year, which affected the annual
average of persons naturalized. The undocumented immigrant report also had validity
and reliability concerns in accuracy for year of entry reporting, and errors in
administrative conversion of legal immigrant dates and year of entry dates.

Latinos and Health Care
Immigrants like any other population need access to healthcare services.
However, their access to healthcare often is affected by daily functions such as accessing
jobs, education, healthcare services, transportation and other resources. The American
Friend Service Committee (AFSC) (2009) provided a focus for the protection of human
rights in relationship to policies that ensure Latino immigrants access to health care
services. The AFSC used a qualitative method study to examine how immigrants
accessed health care, and noted that language barriers was one of many factors that
contributed to poor access to health care services. Although the AFSC provided effective
qualitative data, the study provides little quantitative data.
As reflected by the immigration census, Latinos are the largest predominant
minority group in the United States. Traditionally, Latino populations and communities
migrated to states like California and Florida but as their populations increased, Latinos
began moving to less traditional areas like the South. The National Council of La Raza
(NCLA) (2004) reported that the Latino population faced growing challenges and
disparities in accessing health care services. As such, the NCLR established a community
base partnership with selected national organizations representing 16 agencies that
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provided health care services to everyone, and five of these 16 agencies provided services
in Spanish to the Latino population. The NCLR community partnership organized
convenience focus groups whose participants’ ages ranged from 18 and above and who
identified Spanish as their primary language (98%), were mixed gender, and either
married or living with a partner (75%). Findings from the Focus Groups suggested that
barriers and communication issues were a primary factor in accessing health care
services. Participants acknowledged that language barriers were an issue for them. The
Focus Group participants reported understanding the federal law, and Title VI of the Civil
Rights Act of 1964 that provides individuals the right to have language services. The
focus group held in North Carolina reported a violation of the law due to lack of agency
interpreters. Another recorded observation made was that the convenience focus groups
did not amply represent Latino populations living in the south.
Significant findings of the 2004 NCLR qualitative study were that health care
gaps in the population of Latinos contributed to such factors as un-insurance,
immigration status, discrimination in the delivery of services, lack of knowledge
regarding available resources, lack of trust in medical system, lack of transportation to
health care agencies and lack of available interpreters. Language barriers, however,
proved to be the primary variable in determining access to health care services for Latino
participants, and in their ability to communicate with health care personnel.
This qualitative study conducted by the National Council of La Raza (2004) was
an extensive study involving multiple agencies; however the agencies were selected
based upon their direct involvement with NCLR. The study also allowed a fourth
question to the already established focus group questions about discrimination of health
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care services. This fourth question, however, was not uniform and was not asked of all
participants. Instead this question only was asked of participants who reported
discrimination. The omission of this question to all focus group participants led to
reliability and validity errors.
There are an estimated 12.3 million Latino/Hispanic children under the age of 18
living in the United States (U.S Census, 2000). In the 1990 – 2040 State of California
Department of Finance report, states that by the year 2010, half the children living in
California will be of Latino heritage. Given this expected increase, Flores et al., (2002)
reported that the needs of Latinos in relationship to child health and health care
accessibility be examined by the Latino Consortium of the American Academy of
Pediatrics Center for Child Health Research (CCHR).
The US Surgeon report by McCarthy (2001) reported that immigrants and
minority groups endure various barriers to accessing culturally and linguistically
appropriate health care services. One of the barriers is due to immigrants having limited
English proficiency restricting their access to health care services. Furthermore, lack of
health care access due to language and communication barriers presents ethical issues of
quality of care as reported by the National Alliance for Hispanic Health
(www.hispanichealth.org).
The CCHR (Flores et al., 2002) identified Latino as “underrepresented” in
research studies, health and health care access. The CCHR further explained that
research practices and research methodologies that do not include or represent Latino
children are not culturally or linguistically appropriate. Validity and reliability in
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research outcomes are distorted when tools are not provided in Spanish to Spanishspeaking participants, which exclude or restrict their full participation in research studies.

Language Barriers
Language and culture impact Latino children’s health care access, health service,
and quality of care (Flores et al., 2002). Some of the reported problems in medical
compliance and adherence have been linked to medical errors, medication problems,
informed consent issues, inadequate medical translations, and the use of dangerous home
remedies. Although these problems continue to be significant, the lack of mandated
cultural competency training to address some of the language and cultural challenges that
impact Latino children and health care access is problematic.
The 2000 Census Report estimated that there are 17.5 million adults and 3.4
million school-aged children in the United States with limited English proficiencies.
According to Leighton & Flores (2005) limited English proficient health care seekers
(patients) are more likely to defer medical care and report being in good or fair health.
For LEP patients who are able to get medical care, however, they are more likely to miss
outpatient follow-up visit, leave hospital against medical advice and experience drug
complications. Also patients who are LEP experience language barriers when seeking
health care services and they are less likely to get health care services for their children.
In this study language barriers have been identified through a survey conducted with
Latino parents to have the greatest impact on health care access for children. The
participants in the study reported the following factors contributed to language barriers in
health care. Language was an access barrier, lack of interpreter and lack of providers who
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do not speak Spanish. Additionally, Leighton & Flores (2005) noted that quality of
patient care is compromised for patients who are LEP. Suggestions of having medically
trained interpreters will reduce medical interpretation errors from non-medically trained
interpreters or as referred in this study ad hoc interpreters and provide adequate to good
care to LEP patients.
Although interpretation in some cases helps bridge communication between
health care providers who are non-Spanish speaking and non-English speaking patients a
study done by Flores et al., (2003) examines the clinical consequences of pediatric
medical interpretation errors. The study reported 63 % of the documented errors had
clinical implications with an average of 19 errors made per encounters. There were,
however, an increase number of documented errors made by non-medical trained
interpreters at 77% that had potential of clinical consequences. These potential clinical
consequences may further be attributed to the overall medical and quality of care
provided by medical providers. LEP within the immigrant and non-immigrant population
of Latino/Hispanic living in the United States presents communication and language
barriers in not only accessing health care services, but also impacts overall health care to
adult and pediatric patients.
Accessing health care services for Latinos not only has been impacted by
language and cultural challenges on the part of the health care providers and agencies, but
has also been compounded by acculturation and health literacy levels. Acculturation is
defined by Martinez-Schallmoser, Tellen & MacMullen (2003) as a cultural adjustment
process where a person either adjusts or fails to adjust to customs, values, language and
ethnicity, while trying to maintain one’s own cultural values. Britigan, Murnan & Rojas-
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Guyler (2009) conducted a qualitative study performed in Southwest Ohio that examined
acculturation and health literacy level among a convenience sample of Latino community
members aged 18 years and older who participated in semi-structured interviews
coordinated by two trained interviewers, but only one interviewer was a native Spanish
speaker. In this study, the researchers obtained demographic information on race,
ethnicity, country of origin and number of years in the U.S. The researchers further
measured acculturation using the Bidimensional Acculturation Scale for Hispanics
(BAS). The findings showed that 52 of the mixed gender participants had a 36.5%
English acculturation rate compared to a 94.2% Spanish acculturation rate. The study’s
literacy results were determined by the Short version of the Test of Functional Health
Literacy in Adults (S-TOFHLA) which concluded that out of the 50 participants who
completed the functional health literacy test, 8 participants who completed the forms in
English were considered to have adequate health literacy; and from the remainder 42
participants who chose to complete the Spanish version of the S-TOFHLA test, 14% had
low to marginal functional health literacy. Eighty-two percent had adequate functional
health literacy in the Spanish language. Findings showed that participants chose to
complete the functional health literacy test in their preferred language of choice, either
English or Spanish.
Britigan, Murnan & Rojas-Guyler (2009) concluded that acculturation percentage
rate for Spanish at 94.2% was similar to results from another study conducted on health
information-seeking behavior by Rojas-Guyler et al., (2008), which was completed in the
Midwest from a sample size of 204 Latinas. The results in this study were that 80% of
the Latina participants had a low level of acculturation. In both of the studies conducted,
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there were similar low acculturation rates. Britigan, Murnan & Rojas-Guyler (2009) in
their study also found that the functional health literacy level measured as adequate and
further determined that language related issues were the main problem in accessing health
care information and in accessing health care services.
The study conducted by Britigan, Murnan & Rojas-Guyler (2009) represented a
limited sample size and limited age group to 18 years of age and above. Interestingly
however, was that the study was also conducted to determine health literacy level, but the
study assumed that all participants were able to read and understand the study interview
information, perhaps affecting the validity of the study.
Acculturation has not only been found to be a factor with immigrants accessing
health care, but the stress of acculturating to a new country and culture has been found to
impact immigrants loss of self identity and social support network, defined by Smart &
Smart (1995) as acculturation stress. Acculturation stress has been further correlated to
how immigrants adapt and acculturate to a new life because of barriers they experience
related to the lack of English language competency, work, healthcare and education
accessibility, family, and head of household role differentiation.
While language has been a dominant variable in not only accessing health care
services but also in effective communication with health care providers, Dr. Yvone F.
Bryan in Diamond & Reuland (2009) raised the issue that differences in the Spanish
language based on geographical origin can impact access to health care. She explains
that different Spanish speakers speak with different dialects influencing the significance
or meaning of communication. Dr. Bryan in Diamond & Reuland (2009) indicated that
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the dialect and cultural differences are correctable when both the patient and the other
party (interpreter, clinician) are fluent in the same language, i.e., Spanish.
Other differences in the Spanish language as mentioned by Dr. Bryan are due to
geographical locations. Historically individuals from Latin American countries are
referred by their nationality and country of origin, such as Mexican, Salvadorian (SuarezOrozco & Paez, 2002). Once in the United States, however, the identity of Spanish
Speaking individuals is racialized by differentiating between Hispanics who are of
Spanish European descend who speak Castellano and Latinos/as who on the other hand
represent the greater Latin American countries, and speak Spanish. Although
Latinos/Hispanics are geographically from different countries of origin, as Dr. Bryan
indicates that communication is still obtainable and correctable if Latinos/Hispanics are
fluent in Spanish.
A study conducted by Flores, Abreu & Tomany-Korman (2005) examined
correlations between language barriers on children’s health and health care by focusing
on primary language spoken at home versus parental limited English proficiency (LEP).
The U.S. Census Bureau (2000) reported a historical trend increase in the number of
people in the U.S. who spoke a language other than English at home (p.2). This trend in
the 1980’s was estimated at 23.1 million (11% of the population); in the 1990’s, the
estimate was 31.8 million (14% of the population); and in 2000, 47 million people (18 %)
of the total population from the age of 5 and over reported speaking a language other than
English at home. Siegel, Martin & Bruno (2001) further reported that limited English not
only affects immigrants, but also those born in the U.S. In 1990, 52% of the people
living in the U.S. 5 years of age and older spoke a language at home other than English.
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Thus, Flores, Abreu & Tomany-Korman (2005) determined in their 1,100 participants'
study that limited English proficiency (LEP) better measured the impact of language
barriers on children’s health and health care compared to primary language spoken at
home. The findings concluded that participants’ self reported language spoken at home
did not have a direct correlation to the status of children’s’ health. Rather, the most
significant study findings were that lack of parental education, length of U.S residency,
one parent employment status, and annual family combined income at below federal
poverty level, all indicated correlation to LEP.
Although the study has examined multiple variables to determine if limited
English proficiency (LEP) and primary language spoken at home contributed to
children’s health and access, the study does not account for error measurement in
relationship to the participants self reported English proficiency.
Linguistics and culture are especially important and together they interlink with
cultural competence. The NCLR (2004), Flores, Fuentes-Afflick, Barbot et al., (2002)
and Gil & Drewes (2005) indicated that cultural competency provides increased
knowledge among diverse populations. Providing culturally sensitive services to the
Latino population provides identification of needs to the Latino community and also
provides knowledge and awareness of how to communicate and deliver these needs.
Gil & Drewes (2005) further provided tools on how to develop cross-cultural
competencies with diverse populations. They first indicated that clinicians must be aware
of their own biases and values and build sensitivity between the interactions encountered
between self and clients. Secondly, clinicians need to gather knowledge from clients
responsibly, while maintaining awareness of power differentials between client and
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clinicians and recognize their own limitations and are accountable. Lastly, Gil & Drewes
(2005) reported that in order to develop active competence, clinicians needed to take
action from knowledge acquired from interactions with clients and incorporate that
knowledge into the development of an action plan.
Perhaps the development of cross-cultural competence among diverse populations
are useful tools to clinicians; however if there are no mandated requirements to maintain
the competence once it is achieved, then competence in knowledge is unlikely to be
placed in to action. Furthermore, there will be no guarantee that cross-cultural
competence will reach diverse clients.
The need to incorporate culturally competent practice in health care settings is
important in addressing the various issues of disparities that Latinos experience in health
care access, health services and quality of care that are intersectionally connected to
language and culture (Flores et al., 2002; Gil & Drewes, 2005; National Council of La
Raza, 2004). This is especially the case when health care services are too complex and
technical for the average person without medical training or knowledge to understand.
Hence, it is more difficult when people who receive the medical care services are
children; and when these children and families are faced with making potentially life and
death decisions that involve very high risks treatments, which can acutely, threatened the
life of the child, resulting in fatality. The elective treatment of bone marrow transplant,
which is the focus of this study, is a potential life threatening treatment due to the
intensive chemotherapy and radiation treatments that are involved.
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Bone Marrow Transplant
The treatment of blood stem cell (bone marrow) transplantation (BMT) has had an
increased role in the treatment of childhood malignancies, genetic diseases, immune
deficiencies and hematological diseases (Parkman, 1986). The treatment, however,
imposes many associated medical complications and risks to the transplant recipient as
well as psychological stressors related to life-threatening aspects of treatment.
The treatment regimen of BMT involves different phases, beginning with pretransplant work-up phase where the recipient is medically cleared through a very in depth
process of tests, and examinations to assure the recipient’s condition is medically stable
in order to be able to proceed through the second phase of pre-transplant conditioning. In
this phase the patient is admitted to a highly restricted controlled (isolation) environment
at a specific designated are of hospital where intensive intravenously chemotherapy, and
at times radiation, is administered to attempt to destroy the recipient’s immune system
and create space within the recipient’s bone marrow for engraftment from the new blood
stem cells. The primary phase of transplant is the infusion of stem blood cells (bone
marrow) that is (at times lab processed) and given to the recipient intravenously through a
venous catheter that is often placed on the recipient’s chest prior to the infusion of the
blood stem cells. Engraftment is typically the last phase of the transplant process, in
which the blood stem cells that have been infused begin to grow and develop mature,
well functioning blood cells. The engraftment process varies in length from recipient to
recipient, and the average time also varies on the type of transplantation (allogeneic or
autologous) done from an average of 4-6 weeks (Parkman, 1986).
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The most medically fragile time for the recipient undergoing transplantation is
after chemotherapy and radiation (if used) because of the treatment’s side effects and
risks that can be acutely or chronically debilitating and life-threatening. Other very
dangerous risks, however, are related to non-engraftment and relapse of recipient’s
disease. Because the treatment of BMT is the best available therapy of treatment for
many patient’s that suffer life-threatening conditions, it is of most importance that
recipients and their families be provided with medical information that is language and
culturally appropriate as a means of enhancing their knowledge and understanding of
treatment and medication adherence.
Thus, medical adherence in pediatric bone marrow transplant is a relevant issue
that will be discussed in this section of the paper. As previously described, the treatment
of bone marrow transplant, although its acute and chronic high risks and side effects are
high, provides in some cases the best available treatment for many patients (Parkman,
1986). The demands of medical and treatment adherence among BMT recipients are
extensive. Phipps & Decuir-Whalley (1990) in a 3-year (1986 to 1988) medical record
review and case summary study of 57 patients admitted to Childrens Hospital of Los
Angeles Bone Marrow Transplant examined adherence related issues in pediatric
inpatient bone marrow transplantation. The study population averaged an age of 9.1
years; and 29 out of the 57 patients were males. The primary diagnosis was identified as
leukemia with 75% considered malignancies. The study identified two groups of
participants: whites and Hispanics. Whites represented two thirds of the sample
participants while Latinos/Hispanics represented one third. The researchers suggested
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that based on the inpatient medical treatment demands and recipient’s diagnosis, BMT
recipients were considered to be a high-risk group for problems with medical adherence.
Phipps & Decuir-Whalley (1990) concluded that a recipient’s chronic condition,
the complexity of medications, the frequency of medications per day, length of
hospitalization, the severity of the symptoms, delayed side-effects, and the recipient’s
negative perception related to the medications or treatments all have a relationship to an
increase of non-adherence. Furthermore, the results indicated that 28 patients (52%)
experienced significant adherence difficulties. The highest rate of adherence problem
was found to be in preschool aged children and surprisingly the problem was
intermediate in adolescents. These results, however, may have been related to what has
been reported as subjective documentation on the part of clinical staff expecting to have
less adolescent adherence. Additionally, the study placed all races other than
Hispanics/Latinos under one category of group participants, which raised question about
the study’s reliability.
Rodrigue, Pearman & Moreb (2000) reported that patients’ and families who were
better informed about their illness had better psychological adjustments in survival of
post bone marrow transplant. The authors also reported that there was a lack of empirical
data on the role of social support and compliance on survival and health status following
transplantation. The authors in this study do not provide information regarding the
definition of “better informed” and how families were better informed. Were they better
informed because information was provided to them in a language that could be
understood, or were their other factors?
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The study conducted by Falkenstein, Flynn, Kirkpatrick, Casa-Melley, & Dunn
(2004) confirmed non-compliance in pediatric liver patients. A primary finding of the
study determined that non-compliance to medications was linked to graft loss and
morbidity post transplantation. Parental non-compliance also was found to compromise
medical problems by increased liver dysfunction, graft loss and hospitalizations.
Assessment of non-compliance in children post liver transplant was measured by
conducting chart reviews. These chart reviews were performed from the time children
were admitted to the hospital for transplant to the time the children were discharged and
attended outpatient clinic for post transplant care and follow-ups. The chart reviews were
conducted for the period beginning 1987 to 2002. A fifteen-year retrospective chart
review determined that there had been a total of 266 liver transplants performed in 234
children. The findings of the study concluded that 40 children were documented to be
non-compliant with mild to severe liver dysfunction. Non-compliance affected different
age groups. Twenty-eight of the 40 children transplanted were reported to be younger
than 10 years of age, while twelve of 40 children had one documented event of noncompliance. There were 26 of 40 children who had been documented to having multiple
incidents of non-compliance varying from two to four incidents; and four children out of
40 were documented to having five or more non-compliance events.
Although the study provides chart reviews of liver enzyme abnormalities and
family history as a method in which non-compliance was measured, the study lacks
interpretation of non-compliance, which decreases the validity of the study. It is further
unclear whether the total number of non-compliance results is inclusive of the total
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number of transplants done in the 15-year time span of children who were status post
transplantation or are the results inclusive of inpatient transplant non-compliance?
Hematopoietic stem cell (bone marrow) transplantation is an elective medical
treatment that provides the option of cure in the case of malignancies and it may provide
treatment to other life threatening conditions in both pediatric and adult patients.
Although the treatment of transplantation may provide the likelihood of cure and
treatment there are also significant high-risk factors that may be secondary to transplant
treatment related complications and/or relapse of malignant diseases. Ullrich, Dussel,
Hilden et al., (2010) conducted a study on end-of-life experiences of children who have
undergone a blood stem cell transplant to examine communication patterns of prognosis
between physicians and the transplant recipients parent(s)’ understanding at the end-oflife phase. The study concluded that although the discussion of prognosis is a difficult
one because it may diminish the family’s hope, the medical information provided to
families, however, might allow them to have an opportunity to emotionally prepare for
their child’s end-of-life-experience. The study further reports that the importance of
maintaining communication between physicians and families is associated with parental
ratings of high quality of care because they are provided with an opportunity to
understand and be informed (Ullrich, Dussel, Hilden et al., 2010).

Summary
This literature review has provided information regarding the multifaceted factors
that impact Latino/Hispanic teenagers/young adults and their families in reference to
medical adherence and compliance following transplants. These factors were reviewed in
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the literature with emphasis on immigrant populations, healthcare accessibility,
linguistics, acculturation, literacy, cultural competence, bone marrow transplantation and
social and psychological factors. This literature review provides some evidence that
language is the dominant barrier to Latinos/Hispanics accessing health care services.
Even though there is an array of literature on medical adherence issues, health and health
care access for Latinos/Hispanics, this investigator found no literature on the impact of
language barriers on post bone marrow transplant teens and young adults. Almost all of
the literature in its entirety provides information regarding language barriers in
relationship to health and access to health care services or medical adherence. The two
issues, although briefly mentioned in some of the literature, have not yet been studied in
relationship to one another. Rather, literature suggests that language barriers make it
difficult for Latinos/Hispanics to access healthcare services due to English proficiencies
and inability to communicate with healthcare providers. The literature review does not
specifically examine language as being a direct cause for lack of medical compliance and
adherence, nor is there much literature available on language in relationship to pediatric
bone marrow transplantation. The sum of this literature review helped the current
researcher frame the foundation for this study.
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CHAPTER III
METHODOLOGY
Formulation
The purpose of this qualitative study was to determine whether there are
correlations between culture and particularly language barriers and medical adherence
among Latino parents and their adolescent/young adults ages 13 to 21 that undergo
autologous and allogeneic bone marrow transplants, and post transplant long-term quality
of life. The researcher hypothesized that enhancing cultural competent practices through
knowledge, awareness, education, and training in health care settings will increase
cultural competence and healthcare providers skilled in cultural sensitivity and proficient
in responding to the needs of diverse populations. Additionally, the intersection between
culture and language helped provide knowledge and awareness of communication that
bridge gaps in health care access, health care services and quality of care between health
care providers, health care systems, patients, patient outcomes and long-term quality of
life. Furthermore, improved communication between health care providers and
Latino/Hispanic teens/young adults and parent(s)/caretakers increases medical adherence
that lead to fewer clinics visits, less number of hospitalizations and reductions in the cost
of treatments, medications and medical supplies.
Based on the well-documented literature, there are many variables that affect
medical adherence among Latino/Hispanic children within the health care system.
Documented health care gaps in the population of Latinos/Hispanics has been attributed
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to un-insured, immigration status, discrimination in the delivery of services, lack of
knowledge regarding community available resources, lack of trust in medical system,
lack of transportation to health care agencies, and lack of available interpreters.
However, language barriers among Latinos/Hispanics has proven to be the primary
variable in determining access to health care services and in their ability to communicate
with health care providers. Failure to effectively communicate or understand medical
recommendations or treatments can lead to negative outcomes and lack of medical
adherence. Particularly with minority and vulnerable populations whose primary
language is not English. The impact of culture and language barriers among vulnerable
populations, such as that of pediatric bone marrow transplant recipients and their
parent(s)/caretakers can be critical to medical adherence and post transplant outcomes
and quality of life. The difference between transplant recipients’ life and death may be
determined by cultural and language factors that weigh in on the effectiveness of
communication and understanding.
Therefore, the research question undertaken in this study was to determine if
culture and more specifically language barriers impact the medical adherence of
Latino/Hispanic, Spanish monolingual or English and Spanish bilingual parents and their
teenagers/young adults ages 13to 21 who have undergone autologous and allogeneic bone
marrow transplants; and finally to determine how medical adherence impacts post bone
marrow transplant long-term quality of life.
The study design has two parts. Part I included behavioral observations that took
place at the outpatient Bone Marrow Transplant (BMT) clinic and Part II included two
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focus groups held at Childrens Hospital Los Angeles (CHLA) Smith Research Tower
located away from the hospital.
The researcher’s literature review helped consolidate information on language
barriers and its impact on this study’s population group. Additionally the literature
review provided guidance to which type of qualitative, quantitative or mixed research
approach was best suited for this study; and provided clarity and information on whether
to use independent variables to examine cause and effect or dependent variables to
determine if one variable impacted another.
Phipps & Decuir-Whalley (1990) conducted a quantitative study on pediatric bone
marrow transplant recipients in an inpatient hospital setting, which differs significantly
from an outpatient clinic setting. Phipps & Decuir-Walley’s study was conducted by
analyzing transplant recipient’s medical records over the course of a three-year time
frame. The conclusion of this study indicated validity errors in recipients’ medical
adherence caused by subjectivity of staff in documentation of the recipients’ medical
records by staff. Phipps & Decuir-Whalley also suggested exploration of other studies
that used a prospective study design to gather objective data on actual adherence
behavior, which affirms the current researcher’s decision to complete a qualitative study.
The current study represents teens/young adults and their parent(s)/caretakers
personal and real life experiences of maneuvering a complex health care system
embedded with cultural, communication and language barriers among health care
providers. This study allowed participants to share their experiences while data was
collected in the form of behavioral observations between transplant recipients’, their
parent(s)/care takers and health care providers; and the outpatient post transplant focus
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groups. The study researcher observed transplant recipients and their parent(s)/caretakers
during outpatient clinic visit interactions with health care providers that included bone
marrow transplant (BMT) doctors, nurses (Registered Nurse, R.N.) and Nurse
Practitioner, NP), social workers and medical interpreters in attempt to gain first-hand
knowledge about communication factors that included language use, medical adherence,
transplant recovery and post transplant quality of life.

Population Sample
The study population represented Latino/Hispanic teenagers/young adults who
have undergone either allogeneic (the stem cells are from related or unrelated person,
called a donor) or autologous (the stem cells are from the patient) bone marrow transplant
(i.e. bone marrow, cord blood or peripheral blood) as treatment of the teenagers/young
adults disease and their parent(s)/caretakers. The study participants had received and or
were continuing to receive post transplant medical care services at Childrens Hospital
Los Angeles, (CHLA). The adolescents/young adults and their parent(s)/caretakers were
of Latino/Hispanic descend from Latin American countries that immigrated or were born
in the United States; their primary language was Spanish; and they identified themselves
as monolingual in Spanish or bilingual in English and Spanish. The study population
reflected Latinos/Hispanics that lived in the central area of Los Angeles and represented
Latinos/Hispanics who sought medical services at CHLA. The study participants
included both males and females, and the transplant recipients were between the ages of
13-21. Although there was specific age range for transplant recipients’, there was no age
limit set for the transplant recipients’ parent(s) and caretakers. The study sample included
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four females and one male Latino adolescents/young adults who were status post
autologous or allogeneic bone marrow transplant, five mothers, and one adult sibling
caretaker. The teens/young adults’ educational level was middle and high school
education and the parent’s/caretaker’s education level varied from elementary to college
education.

Sampling
The sample population was non-probability purposive and quota sampling. Four
characteristics for quota selection were utilized (1) the adolescent patient had undergone
either an autologous or allogeneic transplant; (2) the adolescent patient was discharged
from the hospital and was followed at CHLA BMT Outpatient Clinic for post transplant
care; (3) the patient was medically stable when discharged from the hospital; and (4) all
participants were voluntary study participants and there were medical indications of posttransplant secondary effects that included infections and a post transplant secondary
condition known as Graft Versus Host Disease (GVHD). By definition GVHD is
medically described as the new blood stem cells “attacking” the host (the transplant
recipients) body resulting in mild, moderate or severe rash, abdominal, liver or
pulmonary problems. The bone marrow transplant recipients’ and their
parent(s)/caretaker were identified to participate in the study by the co-faculty advisor,
who is a transplant program attending physician and current acting Division Head and
was familiar with the pool of patients who had undergone transplantation, and was aware
of the recipients’ health status condition and history of medical adherence. Additionally
participants were identified by word-of-mouth and referrals from the bone marrow
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transplant clinical team, which included doctors, nurses, social workers and other health
care providers.
The majority of the patients at CHLA who have received hematopoietic stem cell
transplant (bone marrow transplant) are children under the age of 18 years of age. The
teens/young adults and parent(s)/caretakers study participants were fully informed of the
purpose, risks and benefits of the study. The process of informed consent and assent were
obtained at the start of the study. Potential study participants first were introduced to the
study via telephone call and again the study was presented and explained in person during
the participant’s scheduled routine BMT outpatient clinic visits. The investigator ensured
that the transplant recipients, parent(s)/caretakers had adequate time and opportunity
throughout the consenting process to ask questions and to discuss their participation with
family and friends. Furthermore the researcher ensured that all questions, when asked,
were fully addressed and understood to the participants’ satisfaction. When the
participants needed additional time to consent and provide assent to the study, they were
provided with additional time. The researcher wanted to ensure that potential language
barriers did not exist. Study participants then were asked to sign and date the informed
consent and assent forms. The consent and assent forms were obtained by the
investigator from the transplant recipients parent(s)/caretakers. Legal mandates for
identifying legally authorized representative and/or legal guardian for those unable to
consent was obtained through informed assent. In addition to the parent(s)/caretaker’s
informed consent to participate in the study, assents from minors also were a requirement
of the study. Minors who had medically identified cognitive problems had the study
purpose and minimal risks explained to them by the study investigator and the
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parent(s)/caretakers so that the minor was appropriately informed. The minors were
provided with study Assents signed by them and their parent(s)/caretakers (see Appendix
I), Experimental Bill of Rights (see Appendix N) HIPAA forms (see Appendices K). The
parent(s)/caretaker’s were provided study Consents (see Appendix J), Short Forms
(describes study in a short form) (see Appendix M) Experimental Bill of Rights and
HIPAA forms (see Attachments L and O) for copies of these forms. Individuals who
were identified by the participants as friend, family or trusted advisors were permitted to
be involved in the consent and assent process to assist in validating comprehension on
behalf of the study participants. Copies of all signed forms were provided to study
participants and the Experimental Bill of Rights, the study Short Forms and HIPAA
forms were provided to participants in their identified native language of preference of
Spanish or English. The study investigator also communicated with all participants in
their preferred language of Spanish or English.

Data Collection
Following an extensive three month IRB review and approval from Childrens
Hospital Los Angeles and Human Subjects Review Board of the Smith College School
for Social Work (see Attachments E and F), the study researcher began by providing
Childrens Hospital Bone Marrow Transplant Staff, which included (three) clinical
doctors, (three) nurses and (one) social worker with a study in-service to introduce the
study, address questions, obtain verbal authorization to participate and audio record the
outpatient transplant clinic and/or pharmacy visits. The BMT clinical staff and other
health care providers were also provided with a study information letter requesting their
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verbal authorization to participate and audio record the outpatient clinic visits (see
Attachment D).
The design and methodology of the study included two parts. Part I of the study
included behavioral observations where the study researcher observed one outpatient
BMT post transplant clinic visit interaction and communication between the study
participants and the participants’ doctors, nurses, social workers and medical interpreters
located at Childrens Hospital Los Angeles Outpatient Tower. The outpatient BMT clinic
visits were observed by the researcher for the duration of the study participants’
scheduled appointment and/or pharmacy visits ranging from 15 minutes to one hour. The
study researcher prior to each outpatient clinic observation visits confirmed the
participants’ availability and the investigator met with the participants at their scheduled
BMT doctor and nurse outpatient clinic visits.
Part II of the study design included focus groups. The study participants
participated in two Saturday post bone marrow transplant outpatient focus groups held at
Childrens Hospital Los Angeles (CHLA), Smith Research Tower. The two groups were
held consecutively on two Saturday’s when the majority of participants were available to
participate. Each group meeting was held for the duration of the group’s participation
ranging in two hours per group meeting. At the start of the focus group meetings the
participants were asked their preference of English or Spanish language to be used during
the meetings and the consensus was Spanish, although the teenagers/young adults at
times resorted to saying a few words in English. When this occurred the researcher
provided translation to the monolingual Spanish group participants. The focus group
dialogue was guided by semi-structured open-ended study questions developed by the
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researcher as a means to gain unbiased knowledge about the correlations and impact
culture, language barriers, medical adherence, post transplant recovery and quality of life
had on bone marrow transplant recipients and their parent(s)/caretakers. The BMT clinic
observation visits were documented by being audio recorded and by the clinic/pharmacy
observation forms (see Attachment A). The focus group forms were not only used as a
dialogue guide by the researcher, but the forms were also voluntarily completed by study
participants (see Attachment B). The researcher provided additional time for the
completion of the forms and allowed time for the participants to ask questions.
Both the behavioral observations at the BMT outpatient clinic and the data
collected from the focus groups were audio recorded and documented to ensure study
accuracy. The audio recordings were used for educational purposes and the participants’
identity was protected and disguised. The data collected was anonymized with assigned
unique protective number (UPN) codes to ensure identification protection, privacy and
confidentiality and have adhered to mandated HIPAA and local, State and Federal
privacy laws.
Participant’s confidentiality and rights were fully protected throughout this
research. Data collected from the behavioral observations was gathered during actual
interactions and communication between study participants and health care providers and
was audio recorded as interactions occurred during outpatient BMT clinic visits. The
data collected from the focus groups was uncensored and participants were provided with
a comfortable holding environment where participants had an open group dialogue and
they shared personal and medical experiences related to transplantation. The focus group
open-ended guided questions introduced by the study researcher provided the group with
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semi-structure and educational information on methods of interventions that provided
more effective communication between study participants and health care providers. For
Part I of the behavioral observation BMT outpatient clinic visits, the study facility used
were the BMT clinic examination rooms where transplant recipients and their parent(s)
had privacy from public areas. Part II of the study included post transplant outpatient
focus groups. The groups were held at the 4th floor Smith Research Tower, also part of
CHLA. This facility provided participants with adequate room space as well as privacy
from uncensored information discussed in each group meeting. The study was conducted
in the participant’s preferred language of either Spanish or English in order to maximize
study validity and accuracy.

Data Analysis
The qualitative data was examined through analytic induction (observations) of
both latent and manifest content of analysis, because both the individual behavioral
observations and focus groups provided rich information concerning participants’
personal and health care experiences semi-structured guided questions helped contain
collected data to this study’s thesis question. The two Saturday focus group meetings and
the outpatient bone marrow transplant behavioral observation clinic visits conducted with
each study transplant recipient and their parent(s)/caretakers were audio recorded and
transcribed by the researcher in order to increase accuracy of verbal communication and
data, including capturing participants’ tone of voice, speech clarity and pace. In addition
to the audio recordings this researcher maintained documentation of non-verbal
communication among participants through field notes. Intra-transcript analysis was
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used to maintain and coordinate study participants’ topics and themes as well as to note
commonalities and differences among participants.

Recruitment
The recruitment of the purposive and quota sample population was done through
the assistance of the study co-faculty advisor, who is the outpatient bone marrow
transplant program-attending physician and acting Transplant Division Head. She was
familiar with the pool of transplant recipients who had undergone either an allogeneic or
autologous bone marrow transplant and she was aware of the transplant recipients’ health
status, condition and history of the patients’ post transplant history of medical adherence.
Additional study recruitment was through word-of-mouth and from the bone marrow
transplant clinical team, which included the current acting Division Head for the Bone
Marrow Transplant program, transplant attending physicians, nurses, social workers and
other health care providers. BMT and other health care staff were provided with
information and in-service regarding the study. The health care providers were given the
opportunities needed to address any questions and/or concerns. After the participants had
been identified the investigator telephoned them to introduce the study and if they agreed
to participate they were provided with further in depth study information in their
preferred language of English or Spanish during their routinely scheduled transplant
clinic visit or before the start of the focus group meetings. The researcher explained the
purpose, benefits and risks of the study while specifying that the study was voluntary and
the participants’ decision did not affect current or future medical care, services or benefits
at Childrens Hospital Los Angeles (CHLA). Participants who wished to stop and
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discontinue their participation and withdraw from the study were allowed to do so before
April 30, 2010. The participants’ rights to health care services and other services at
CHLA were not compromised in any way if they decided to withdraw from the study.
The researcher reserved the right to withdraw participants from the study in order to
protect their health, emotional state or if other situations presented themselves that made
it necessary to do so. The researcher was responsible for obtaining written informed
consent from the parent(s)/legal guardian and a written assent from each child/minor (age
dependent on local requirements) enrolled. The parent(s)/legal guardian and caretakers
by signing the informed consent form, study Short Form, Experimental Bill of Rights
(Declaracion De Los Derechos Del Sujeto Bajo Investigacion Para Estudios
Sicosociales), Health Insurance Portability and Accoountability Act (HIPAA) (Acta de
Portabilidad y Responsabilidad de Seguros de Salud) confirmed their participation in the
study. The teens/young adults by signing the assent and Experimental Bill of Rights and
HIPAA confirmed their voluntary participation and their intent to follow the study
protocol. The recruited parent(s)/caretaker and teens/young adults signed and dated
consent, assent and Experimental Bill of Rights forms. Copies of the signed forms were
provided to all of the study participants. Additionally, human subjects review from
Childrens Hospital Los Angeles and Smith College School for Social Work were
incorporated in the research as a measure of providing safeguards and ensuring ethical
standards.
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Study Benefits
The anticipated benefits for the participants to take part in this study were that
they had an opportunity to meet other teens/young adults and parent(s)/caretakers who as
transplant recipients have gone through the intensive treatment of having a hematopoietic
blood stem cell transplant (bone marrow transplant) or the parent(s)/caretakers have gone
through the experience of having their teenager/young adult go through the process of
transplantation. Study participants had the opportunity to learn more effective ways of
communicating with health care providers, by learning to advocate their needs through
the use of trained medical interpreters, and by education and training of learning how to
communicate with health care providers. Other potential benefits of the study were to
society. The collection of information from study participants contributed to a better
understanding of culture, language and communication barriers. The information
provided insight in methods of interventions that increased communication between the
study participants and health care providers and in turn facilitated interventions that could
improve the long-term recovery and quality of life of transplant recipients and their
parent(s)/caretakers, while reducing the cost of health care. Finally, the information
collected from the study will benefit future special non-English or limited English,
culturally diverse populations and teens/young adults under the age of 21 years of age
that undergo the process of allogeneic or autologus hematopoietic blood stem cell (bone
marrow transplant).
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Study Risks and Discomforts
The study potential risks were that participants inadvertently would breach
confidentiality by focus group participants. To reduce this potential risk, the study
investigator at the start and end of each focus group session addressed the importance of
maintaining privacy and confidentiality regarding information that was shared and
discussed during the focus groups. A second minimal risk was that participants’ level of
emotional discomfort or stress varied in how they dealt with events in their life or when
they talked about health care outcomes. To address these risks the researcher provided
all participants with a referral list of free and low cost assistance for both Spanish and
English speaking counseling (see Attachment C). The hospital assigned social worker
was also contacted for collaboration of supportive services and counseling for the
transplant recipients and their parent(s)/caretakers.

Study Limitations
The most pronounced limitation of this study was the limited amount of data
available on culture and language barriers between Latino/Hispanic and BMT. Although
previous studies have been done on the impact of culture and language barriers in the
health care profession, limited to no research is available on the impact of culture and
language barriers on Latino/Hispanic bone marrow transplant recipients who have
undergone either an autologous or allogeneic transplant and their parents/caretakers. The
current small study sample from this study can only be generalized to the population
studied and does not reflect the greater radius of Latino children and parents. Therefore,
findings from this study cannot be translated to all Latinos/Hispanics. The study
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presented a potential relational bias between this researchers’ past work history with
pediatric bone marrow transplant recipients. To address this potential limitation the
researcher enrolled nine out of eleven study participants who were not known or familiar
to the study researcher, and also maintained a log of her feeling and interactions,
consulted with her research advisor, and maintained open dialogue with her field
supervisor.
These limitations led to the strengths of this study. More knowledge and
awareness was learned about the impacts of culture and language barriers upon medical
adherence in a very high-risk pediatric bone marrow transplant population. This study
also lends itself to recommendations for tool and strategies that helps provide greater
communication and information related to the enhancement of medical treatments,
medication and overall adherence for high risk populations. Lastly, this study is important
because of its impact on social workers and other healthcare providers who work with
medical adherence issues of providing insight into treatment options, and the inclusion of
cultural sensitivity in working with this population of teens/young adults,
parent(s)/caretakers and their families.
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CHAPTER IV
FINDINGS
The purpose of the proposed study was to examine correlations between culture
with specific emphasis on language barriers, and medical adherence among
Latino/Hispanic descent parent(s) and pediatric transplant recipients that were females
and males between the ages of 13 to 21, who had undergone either an autolgous or
allogeneic blood stem cell (bone marrow) transplant and were monolingual in Spanish or
bilingual in English and Spanish. The study further investigated the correlations and
impact of culture and language barriers on post transplant recovery and quality of life for
the individuals involved in this study.
Although there has been previous research that investigates the impact of
language barriers to Latinos accessing health care services and other research done on
medical adherence issues, health and health care access to Latinos, there is currently no
prior research specifically on the topic of how culture and language impacts bone marrow
transplant teens/young adults and their parents post transplant medical adherence,
recovery and long-term quality of life. Thus, this researcher acknowledged the
importance of this ethically relevant issue as it impacts not only a fast growing population
of Latino/Hispanics but also a specific population of Latino/Hispanic teens/young adults
who have been diagnosed with life threatening conditions, their parent(s)/legal
guardian(s), caretakers, families and medical providers.
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This chapter contains the findings from Part I of the outpatient bone marrow
transplant (BMT) clinic visits behavioral observations and Part II, the two outpatient post
transplant focus groups. The study enrolled five teens/young adults, five transplant
recipient parent(s) and one caretaker, who was the adult sibling of a transplant recipient.
The behavioral observation visits were audio recorded and they took place at the BMT
clinic where the transplant recipients and their parent(s)/caretakers received post
transplant follow up medical care services from transplant trained doctors, nurses, social
workers and medical interpreters. Behavioral observation visits between the transplant
recipients and their parent(s)/caretaker were not followed at Walgreens pharmacy as
originally planned due to the participant’s lack of visits to the pharmacy. The two focus
groups included the same participants from Part I of the study. The focus groups were
guided by semi-structured open-ended questions that were developed and used in both
groups by this researcher. The semi-structured guided questions were also voluntarily
completed by all of the participants at the start of the first group and three of the eleven
participants completed the study questions at a later time with the researcher’s assistance.
The behavioral observation visits between the study participants and the health
care providers were conducted as a means of gathering subjective data that assimilated
actual interactions between transplant recipients, their parent(s)/caretakers, doctors,
nurses, pharmacy providers and interpreters while allowing the researcher to observe if
cultural and language barriers impacted transplant recipients and parent(s)/caretakers
medical adherence, post-transplant recovery and long-term quality of life.
The focus group semi-structured guided questions were developed to elicit
subjective information and responses from study participants based on their day-to day
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experiences. Conducted at the two focus groups were semi-structured study guided
questions that provided unfiltered insight to the participant’s experiences, feelings,
recollections and memories of transplantation related events while also providing further
topics of interest relevant to the study.
The semi-structured questions pertained to the researcher’s thesis question in
determining if there were correlations between culture and language barriers impacting
medical adherence, post transplant recovery and quality of life among teens/young adult
bone marrow transplant recipients and their parent(s)/caretakers. This question was
addressed through the collected data from Part I and Part II of the study and is presented
in the following sequence: demographic data of teens/young adults and
parent(s)/caretakers, self reported primary language of teens/young adults,
parent(s)/caretakers and of health care providers, use of interpreters, communication
patterns between teens/young adults, parent(s)/caretakers and health care providers, dayto-day personal and medical experiences with transplant health care providers, posttransplant medical complications, side-effects, restrictions, long-term quality of life and
lastly participant recommendations.
Demographic Data
Teens/Young Adults Demographics
The study enrolled a total of eleven participants. The demographics of the
teens/young adults included four females and one male participant. The teens/young
adults underwent either allogeneic or autologous blood stem cell (bone marrow)
transplants (i.e. bone marrow, cord blood or peripheral) to treat life threatening
conditions of leukemia (n=2), blood disorders (n=2) and blood disorder (n=1) that was at
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a pre-leukemic disease stage. The number of months and years post transplant
hospitalization discharge was from the minimum number of 5.7 months to the maximum
of 6.8 years. An average number of post transplant hospital discharge for the transplant
recipients was 9.38 months. The age range was between thirteen and sixteen. Three of
the participants were sixteen and the average age range for this group of participants was
15.2. All five of the teens/young adults self-identified as being of Latinos/Hispanics
descend and were born in the United States. Their education level reflected the enrolled
grade level reported by the teens/young adults at the time of the study. The highest-grade
level of education was eleventh and the lowest was eighth grade. The average grade of
completion for the teens/young adult participants was a 9.6 (see Table 1.0 on the
following page).
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Table 1.0: Demographic Characteristics of Transplant Recipients
Age Range

13
n=1

15
n=1

16
n=3

Female

1

1

2

Male

-

-

1

Leukemia

-

-

2

Blood Disorder

-

1

1

Blood Disorder/Pre Leukemia

1

-

-

n=5

Gender

Diagnosis

Average No. of Months/Years
Post Transplant

Ethnicity

5.7

Mo

1

-

-

6.8

Yr

-

1

-

4.5

Mo

-

-

1

8.9

Mo

-

-

1

6.6

Mo

-

-

1

Latino/Hispanic

1

1

3

United States

1

1

3

Mexico

-

-

-

Other

-

-

-

11th Grade

-

-

1

10th Grade

-

-

2

9th Grade

-

1

-

8th Grade

1

-

-

Country Born

Education Level

Parent(s)/Caretakers Demographics
There were six parent(s)/caretakers participants. Five of the six identified as the
transplant recipients’ mothers and the sixth participant was an adult female who
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identified as the sibling and transplant donor to one of the transplant recipients. The
participant’s ages were from nineteen to 53 and the range was 43.3. The mothers and the
caretaker identified as being of Latino/Hispanic descend born in either the United States
or Mexico. Five were born in Mexico and one was born in the U.S. The participants
who reported being born in Mexico immigrated to the U.S beginning in 1977 and the
most recent immigration occurred in 1990. The highest education level completed was
between 13 years to fourth grade. There were (n=2) participants with 13 years education
level. Of these, one participant completed a technical degree at a Vocational School out
of the United States and the second participant reported attending a local college as a
freshman at the time of this study. There was one (n=1) participant with sixth grade
education and four (n=4) participants with fourth grade. The average education level
completed for this group of participants was 7.3 (See Tables 1.1 and 1.2 on the following
pages).
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Table 1.1: Demographic Characteristics of Parent(s)/Caretaker
n=6

Age Range

19
45 46
n=1 n=1 n=2

51
n=1

52
n=1

Mother

-

1

2

1

1

Caretaker

1

-

-

-

-

Female

1

1

2

1

1

Male

-

-

-

-

-

Latino/Hispanic

1

1

2

1

1

United States

1

-

-

-

-

Mexico

-

1

2

1

1

Other

-

-

-

-

-

1977

-

-

1

1978

-

-

-

1

-

1986

-

-

1

-

-

1990

-

1

-

-

-

13 (Vocational)

-

1

-

-

-

13
(Freshman/College)

1

-

-

-

-

6th Grade

-

-

1

-

-

4th Grade

-

-

1

1

1

Participants Role in Study

Gender

Ethnicity

Country Born

Year of Immigration to U.S.

Education Level

44

1

Table 1.2: Transplant Recipients vs. Parent(s)/Caretaker Education Levels

Parent(s)/Caretaker
13
13
4
4
4
6

Transplant Recipients
11
10
9
8
10

Average Education Level for Parent(s)/Caretakers 7.3
Average Education Level for Transplant Recipients 9.6

Language Demographics
Teens/Young Adults Language
Primary self-identified language preferences were English, Spanish and
English/Spanish. There were two (n=2) participants who self-identified as primary
English speakers, two (n=2) self-identified as primary Spanish speakers and one (n=1)
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participant who identified both English/Spanish as languages of preference. When
participants were asked about primary language spoken at home, three (n=3) identified as
speaking Spanish and two (n=2) identified both English/Spanish. One of the participants
who reported speaking both English/Spanish at home indicated that despite her primary
English language preference she spoke Spanish at home because of her parent(s) lack of
English proficiency. Also the two participants who reported speaking both
English/Spanish at home indicated they had siblings who spoke English at home and they
in turn spoke English. Participants were asked what language(s) they spoke with health
care providers during their outpatient BMT clinic visits and the majority of the responses
were English (n=4) and one (n=1) participant reported Spanish. All five of the
teens/young adult participants reported language spoken by the transplant health care
team of doctors, nurses and social workers was English. When participants were asked if
they requested medical interpreters for their BMT clinic visits, two (n=2) participants
reported yes they did for their “mother’s” and three (n=3) reported no they did not
request a medical interpreter. The participants were asked when medical interpreters were
not available who interpreted for them. The response from all five (n=5) participants was
that they interpreted for medical providers and parent(s)/mother’s. In determining
communication patterns between participants and health care providers, five (n=5) of the
participants were able to directly communicate in English with the transplant doctors,
nurses, social workers and other health care providers (see Table 1.3).
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Table 1.3: Transplant Recipients vs. Health Care Providers (HCP) Language Variances

n=5
Primary Language (Self
Identified)
Primary Language Spoken
at Home
Language Spoken with
Health Care Providers
Participants Report of
Language Spoken by Health
Care Providers

Age Range
English
Spanish
English/Spanish
English
Spanish
English/Spanish
English
Spanish
English/Spanish
English
Spanish
English/Spanish
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13
n=1
1
1
1
1
-

15
n=1
1
1
1
1
-

16
n=3
2
1
1
2
2
1
3
-

Parent(s)/Caretaker Language
Group participants were asked the same questions pertaining to language as the
teens/young adult’s participants. Six (n=6) participants self-identified Spanish as their
primary language preference. There were five (n=5) who reported Spanish was the
primary language spoken at home and one participant (n=1) who reported
English/Spanish was spoken at home by her children. The parent(s)/caretaker were asked
what language they speak with health care providers and their responses were five (n=5)
spoke Spanish and one (n=1) participant spoke English. When asked what language the
doctors, nurses, social workers and other outpatient transplant medical health providers
spoke, six participants (n=6) responded English. The participants’ response to the
question of whether they requested a medical interpreter for BMT outpatient clinic visits
showed that three (n=3) reported yes they did request an interpreter and three participants
(n=3) stated they did not request an interpreter. When asked who interpreted when
medical interpreters were not available for the clinic visits there were more than one
response per participant. The majority participants (n=5) responded their teens/young
adults (patients) provided interpretation for them and for the medical providers. Three
additional responses for who provided interpretation when the medical interpreters were
not available were a bilingual BMT secretary, a family member (daughter) and a mother
who sought help from anyone who was bilingual in English and Spanish that was present
during the time of need. The sixth participant responded she did not need interpretation
because she was bilingual and she provided the interpretation for the medical providers
and parent(s). The primary source of communication for this group of participants was
through interpreters. One out of the six parent(s)/caretaker participants was able to
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communicate directly in English and the remainder (n=5) communicated with health care
providers through medical interpreters, transplant recipients (patients), other medical staff
(secretary) and non-medical staff (transplant families/patients) (see Tables 1.4 and 1.5
below).

Table 1.4: Participants vs. Health Care Providers (HCP) Language Variances
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n=6
Primary Language (Self
Identified)
Primary Language
Spoken at Home
Language Spoken with
Health Care Providers
Participants Report of
Language Spoken by
Health Care Providers

Age Range
English
Spanish
English/Spanish
English
Spanish
English/Spanish
English
Spanish
English/Spanish
English
Spanish
English/Spanish

19
n=1
1
1
1
1
-

45
n=1
1
1
1
1
-

46
n=2
2
2
2
2
-

51
n=1
1
1
1
1
-

53
n=1
1
1
1
1
-

Table 1.5: Participants vs. Health Care Providers (HCP) Language Spoken Variances
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n=11
Primary
Language (Self
Reported)
Primary
Language
Spoken at
Home
Language
Spoken with
Health Care
Provider
Participants
Report of
Language
Spoken by
Health Care
Providers

English

13
n=1
‐

15
n=1
‐

51
n=1
‐

53
n=1
‐

Spanish

1

‐

1

1

1

2

1

1

English/Spanish

‐

1

‐

‐

‐

‐

‐

‐

English

‐

‐

‐

‐

‐

‐

‐

‐

Spanish

1

1

1

1

1

2

English/Spanish

‐

‐

2

‐

‐

‐

1

‐

English

1

1

2

1

‐

‐

‐

‐

Spanish

‐

‐

1

‐

1

2

1

1

English/Spanish

‐

‐

‐

‐

‐

‐

‐

‐

English

1

1

3

1

1

2

1

1

Spanish

‐

‐

‐

‐

‐

‐

‐

‐

English/Spanish

‐

‐

‐

‐

‐

‐

‐

‐

Age Range

16
19
45
46
n=3 n=1 n=1 n=2
2
‐
‐
‐

1

Communications
There was a range of responses among the participants in determining
communication patterns between them and the medical providers. The data collected is
divided from Part I of the outpatient behavior observation clinic visits and Part II of the
focus groups. The information is also presented in the following sub-sections:
understanding, explanations, culture and language, compliance, post transplant
complications and restrictions.

Understanding and Explanations
Communication patterns observed at the BMT outpatient clinic revealed problems
with confusion and misunderstandings primarily between the self-identified Spanish
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speaking parent(s) (n=3) when there was not a medical interpreter available and also
between teens/young adults and medical providers (n=3). See the following illustration:
According to this you were 64 kilos and now your 64.8, so it’s up .8 kilos. The
patient’s mom asks, how much? Patient responds, eight kilos. I used to weigh 64
before, but now I weigh 64.8. The patient asks the nurse practitioner, is it 64.8?
The nurse practitioner responds, no…yeah 64.8 today, and it says here that you
were 64 last time. Do you remember what you weighed last time? The patient
responds, yeah, one hundred and forty four. The nurse practitioner answers, I have
to convert that, every kilo is 2.2 pounds. The patient states, no, I weighed one
hundred and forty two..no, I weighed a hundred and forty eight. No, two, four. I
weighed a 144.
During the transplant recipients clinic visits the medical providers directly
communicated with five (n=5) teens/young adults and limited their communications with
the transplant recipients’ parent(s) until either the patient, the medical interpreter or other
interpretation means was provided. While waiting for medical interpreters there were
three (n=3) teens/young adult (patients) who provided an estimated 30 minutes total of
interpretation to medical providers and parent(s). The three (n=3) participants were
observed by the researcher to not entirely interpret everything between medical providers
and parent(s). There were 137 times documented when information was not interpreted
and left out by the teens/young adults during interpretation. During one participant’s visit
the nurse practitioner communicated with the teen directly while waiting for the medical
interpreter. The communication between the nurse practitioner and the teen included a
specific blood pressure medication and dosage, as presented below:
Your blood pressure is a little low, it’s okay, but it’s a little low. We are going to
decrease one of your blood pressure medications, but I need to know is the
enalapril and your on 5 mg twice a day. Patient responds, I think so. The nurse
practitioner asks, is it 5 mg tablets? The patient interprets to mom, they are 5
milligrams right…the enalapril. Yes, right? Patient interprets from English to
English, from the blood pressure right?
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The three (n=3) transplant teens/young adults who interpreted themselves while
waiting for medical interpreters additionally committed 25 misinterpretation errors.
There was also information that was added by the participants (n=3) six times. The total
average interpretation errors made by participants (n=3) was at 33.6 in 30 minutes.
When one voluntary medical interpreter was available and provided interpretation
to the parent(s) and the health care team there were observations of various interpretation
interruptions. There were 35 interruptions made by medical providers,
parent(s)/caretaker and transplant recipient when the medical interpreter provided
interpretation to four of the five transplant recipient’s parents. There were also medical
interpretation interruptions observed when there was more than one topic or
conversations discussed at a time. The medical interpreter was able to finish interpreting
nineteen times after being interrupted. However, there were observations and
documentation of sixteen medical interpreter interruptions when not able to complete
interpretation. There was 32 times when information was left out by the medical
interpreter and eleven times when information was added. Sixteen medical
misinterpretation errors were made and one medical interpreter declined to participate in
the study (see Table 1.6, page 54). During the participants’ BMT outpatient clinic visits
with medical providers there was an average of 18.8 medical interpreter errors in
approximately two hours. The clinic visits also revealed communication difficulties
resulting in confusion between the transplant recipients and the parent(s)/caregiver
regarding a major transplant side effect called Graft Versus Host Disease (GVHD). The
study participants referred to the medical condition as “infection.” Following are two
mothers talking about GVHD:

53

Table 1.6: Transplant Recipients vs. Medical Interpreter Interpretation Errors

n=5

Medical Interpreter
Errors

Transplant Recipients
Errors

32
11

137
6

19

0

16
16
18.8
Average Errors

0
25
33.6
Average Errors

Info. left out
Info. Added
Interpretation complete with
interruption
Interpretation incomplete due
to interruption
Misinterpretation

The first parent stated, the GVHD that affected, that affected him, and it attacked
him very strongly. The second parent responds, and that GV…that infection was
how long after transplant? The first parent, well, soon, soon, he started with a
rash. More rash, and more rash, and then got better and then he would swell up
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and it would come back. The second parent, the other day we had a visit. They
checked her blood and it turned out that she has that infection, but the doctor told
me, look we rate it with numbers and she is at one, and there is two, three and
four and now she only has grade one, which is very little and she was given
medicine.
At other times parents and patients demonstrated confusion related to medical
terminology and laboratory results. One parent and transplant recipient’s clinic visit
revealed the following interaction with a nurse practitioner and medical interpreter:
What about the graft that she had an infection? I think that is VH what is it call,
how do I say it.
Lastly there were observations of not all parent(s)/caretaker being able to learn
medication names, doses, frequency without reference to a medication chart (provided by
medical staff). One patient was observed having learned the names of the medications,
the color and sizes so that communication could be maintained with parent. The
following clinic observation was made between transplant recipient and nurse providing
the following information:
Nurse: The meds you are on can cause some swelling. Did he come down on
your Norvasc? Did he keep you down on it?
Patient: I don’t know the blue one?
Nurse: I don’t know what it looks like.
Patient: Ah..I still take it.
In part II of the study the focus group participants reported additional
communication problems with transplant doctors and nurses. The focus group data
continues with the same sequence reported in Part I of the study: understanding,
explanations, culture and language, compliance, post transplant complications and
restrictions.
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Understanding and Explanations
During the two focus group meetings the participants were asked two primary
questions pertaining to communication patterns between them and the health care
providers. Prior to the first question, however, the investigator openly informed
participants of the study’s purpose in determining if there was communication, cultural
and language barriers with transplant health care providers, which impact the transplant
recipients post transplant recovery and long-term quality of life. First question, what have
your experiences been like when communicating with the medical team? Second, what
have been your communication experiences with the transplant doctors and nurses
regarding medical recommendations, medications, treatments and post transplant
restrictions?
In discussing the first question there was agreement among the transplant
recipients and their mothers/caretaker (n=11) that the communication with medical
providers lacked clarity when talking about the many different aspects of transplantation.
A participant referenced her initial experience in the following manner:
At first we could not understand what was not a thing…a disease. Not the
diseases, what they were, or what they meant. Little by little with time we have
learned, but I don’t think we have learned enough. Different things happen; the
kids have different reactions, some, some good and others very bad. Like her, she
has done well with the transplant everything is very good. There are small things
like colds or something normal, but until now she is doing well. When we come
to the doctor visits, we always have an interpreter, when there is none and I don’t
understand the secretary comes to help, we ask her to help. At times they get
medications and we don’t know how to give them. Something could happen,
something more serious, a mistake or something.
The transplant recipients mothers (n=5) and the transplant recipients (n=2)
reported having transplant understanding limitations related to what transplantation is,
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transplant related medical conditions, prognosis and lack of medical explanation
understanding. The question asked was, what have been your communication experiences
at the outpatient clinic, the communication between you and the doctors? One of the
participants responded by indicating the following:
The types of diseases that they would explain, the names, well I would say what is
that, and they mapped out lots of circles and explained this means this and that
means that, and I would say oh…what we don’t even know or imagine. They used
interpreters but it was difficult to understand. Yes, yes because we don’t imagine
that there are so many diseases. And, and with explanation and because of so
much time, we have to…But there is still times that there are things that don’t
register.
A transplant recipient (n=1) reported having had good overall communication and
experiences with the clinic visits and the medical team and the question was addressed in
the following manner:
Well they do understand me every time I tell them what is happening they listen
and then they send me to have my blood drawn and they explain what I have to
and should do. There are times, that I don’t understand them but I ask them to
please explain more, so I can understand.
The majority of the mothers/caretaker (n=6) and the transplant recipients (n=2)
reported explanations are a missing communication link. They further explained that the
lack of time spent with them at the outpatient clinic was also interconnected to
communication problems because they observed the doctors being “rushed.” Participants
shared that “evasiveness” and “lack of medical explanations” provided to them by the
doctors caused increased “trust” problems, increased “anxiety”, “fear” and “nerves.” One
of the eight participants who reported communication problems with medical
explanations by doctors described it in the following manner:
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Sort of evasive, everything is always fine according to the doctor. You want to
ask questions, have them answer or have them tell you something about the
diagnosis or what their plan is but..leaves.
Other responses related to communication patterns described by
mothers/caretaker (n=4) as “lack of trust” from doctors and “lack of trust” towards both
the inpatient and outpatient medical transplant health care providers (n=7). Seven (n=7)
participants reported miscommunication and misunderstanding with medical providers
regarding patient’s post transplant medical recommendations and restrictions. There were
participant parent(s)/mothers (n=2) who communicated they experienced lack of parental
validation and “disregard” when it came to expressing concerns about their teens/young
adults diagnosis and medical conditions. This parent reported the following:
And the doctor never pays attention to when you say this and that is happening
and you feel that if action is taken over the situation, maybe having an
examination done, to see if it’s true or not.
The teen/young adult participants also shared “lack of trust” towards the medical
providers by withholding information in reference to post transplant medical adherence to
medications and restrictions. This is further addressed when answering the second
question of what have been your experiences with the doctors and nurses regarding
medical recommendation, medical treatments and post transplant restrictions.

Cultural and Language Barriers
When the participants continued to share their experiences regarding
communication with the transplant medical team they described the following common
topics: race, cultural beliefs and language barriers. Two participants out of the total
eleven participants reported feeling discriminated against because of their reported
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“Hispanic” race. One of the participants reported, “I smile, and there is not even a look
back.” From the eleven participants there were eight that did not respond and one
reported the following:
“No, might not be very friendly perhaps, the person is very serious, but, but I get
good vibes. Yes, she cares because the other day we were here all day and we got
soup from her, ah..perhaps the manner she takes on, the physical.. I mean the way
she is might give the wrong impression.
Two dominant themes emerged when participants were asked, what have your
experiences been like when communicating with the transplant medical team? First, was
culture and the second was language. One parent’s response was described as believing
the medications the teens/young adults took post transplant affected the teens/young
adults post transplant outcomes. During an interaction between two participants the first
parent shared the devastating medical complications her son had experienced during and
post transplantation and the second participant’s response was as follows: “well because
of too many medications and because of the medications themselves.” Also shared by
eight of the participants was the importance of demonstrating “affection” and “patience”
to transplant recipients because their parent(s)/caretaker reported this action impacts the
transplant recipients psychological and physical well-being. One of the participants
described her post transplant experience with a transplant doctor who no longer worked
at CHLA as “he used to make me smile and feel alive.” This participant explained that
when she did not smile the doctor asked her why and expressed “affection” toward her
and inquired about what may have been going on at that given time. A second participant
shared a similar belief system and she described it as:

59

I feel that (refers to comment shared above) gives kids a will, will that helps you
survive, and to feel better and to have your disease leave your body because you
have a will.
The mothers and caretaker (n=6) of the transplant recipients explained their
cultural role as primary caretakers to their families and even more to their teens/young
adults who had been diagnosed with life-threatening conditions. Two of the participants
expressed “pressure” from their spouses in providing around the clock support and
supervision to the transplant recipients. One of the mothers described it in the following
manner:
And I struggle a lot because my husband tells me did you do this, didn’t you give
him that. He pressures me, he pressures me, yes he does pressure me because he
asks, didn’t you give him…or didn’t you insist or what?
The investigator observed at the outpatient BMT Clinic that although the
participants were open and subjective to sharing their experiences without limitations
during the two focus groups, all of the participants (n=11) were culturally appropriate in
demonstrating respect and humbleness when communicating with medical providers.
Although there were participants (n=5) who reported requesting interpreters during the
clinic visits, the observation was that none of these participants were witnessed as
requesting an interpreter. Culturally many Latino/Hispanic descendent will not actively
seek assistance or make requests of perceived authoritarian figures. This brings up the
last sub-topic of communication between the participants and the transplant medical
team. The participants reported varied responses such as “doctors don’t speak Spanish,”
“interpreters are not always provided,” “the patients interpret” and “doctors ask patient’s
to interpret.” One of the participants reported requesting an interpreter after the doctor
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asked the transplant recipient to interpret. She reports this information in the following
manner:
When we have a clinic visit and the doctor begins, at times they request to have
her interpret, or her (refers to caretaker) and I say no, I want to have an interpreter
because she doesn’t always tell me the truth, she only interprets what’s
convenient for her, so I ask..tell them that I need an interpreter and yes, they do
bring one.
When the participant was asked if this occurs with only one specific doctor she
responded by saying “almost with all of them.” The transplant recipient agreed with her
mother and she responded “with almost all of them.” The participants were also asked if
the medical interpreter is not available who interprets and five of the transplant recipients
responded they provide their parent(s)/mothers and health care providers with
interpretation. One (n=1) caretaker also responded that she provided the interpretation.
All participants were asked two follow up questions regarding interpretation. First, when
you are asked to interpret for your mothers do you interpret everything or are there things
you are not able to interpret? There was one participant that indicated when interpreting
for her parent(s)/mother’s she experienced barriers interpreting everything. She reported
the following, “I interpret what I can, because sometimes I don’t know how to interpret
some words.” Another participant related she did not always interpret everything exactly
as provided to her by the health care providers. This participant’s response was as
follows:
They used to tell me that I still couldn’t eat that, because the lemons can’t be
washed well and back then we couldn’t eat those kinds of things. So, I asked
them can I eat lemons? They said not, not yet. When we went home I told my
mom, I told her, yes I can have it but three drops to start with.
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Second, how easy or difficult is it to interpret medication names or doses amount?
One participant responded, “my mom knows them by the size and color.” She is asked,
when you are interpreting to the doctors about the medicines do you refer to them by
name or how do you interpret that to your mom? The participant responded “the small
one, or the color.” When participants were asked if nurses request interpreters when they
give medical instructions their response was as follows:
Sometimes not always. I think they need more interpreter staffed, because it’s
needed in all areas. They are in one area and we have to wait until they are done,
and then they come (See Table 1.7).

Table 1.7: Transplant Recipients as Primary Interpreter
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15
13 n=1 n=1

16
n=3

19
n=1

45
46
51
n=1 n=1 n=1

53
n=1

n=11

Age Range

When
Interpreter is
Not Available
Who
Interprets

Caretaker
Transplant
Recipients

-

-

-

1

-

-

-

-

1

1

3

-

1

2

1

1

Other

-

-

-

-

-

2

-

-

*More than one response per participant

Also shared by the mothers of the transplant recipients (n=5) was concern of not
understanding medical providers transplant related information and instructions due to
their self reported English proficiency limitations. One participant reported, “sometimes
they get medications and you don’t know how to give them.”
Participants responses to communication patterns with health care providers
pertains to the second question of what have been your experiences with the transplant
doctors and nurses regarding medical recommendations, medical treatments and post
transplant restrictions? The responses are presented in the following sub-sections:
medications/compliance, post transplant complications and restrictions.

Medications/Compliance
Four out of five of the transplant recipient participants reported at one time or
another not adhering to medical recommendations made by transplant providers. They
also reported not having taken post transplant oral medications and not following post
transplant restrictions. The transplant teens/young adults (n=3) reported, “forgetting” to
take medications because they are busy or “forget” to take them before leaving for school

63

or when in a “rush.” The teens/young adults responses to understanding the importance
of taking medications was described by one participant’s inpatient and outpatient
experience as follows:
Sometimes I didn’t take them; I used to cheat in taking them when I was in the
hospital and when I came out. When I was hospitalized one of the nurses that was
watching me, I told her that I was taking them and I would ask her to please turn
so I would take the medicines, but I wouldn’t take them. I would hide them in my
socks, and when I was home my mom crushed them so that I could take them but
I would throw them in the sink. I would get bored and tired of taking them so
much.”
The teens/young adults (n=4) reported not following medical recommendations
regarding post transplant restrictions and one parent indicated she had allowed the
transplant recipient to make her own decisions about whether to follow the medical
recommendations provided by the transplant medical team. The parent further reported
not telling the transplant team about her decision, but thought that the medical team was
aware. The participant goes on to state the following:
She lives her live normal. She doesn’t have restrictions. She goes out, goes to the
stores, she doesn’t have restrictions. She doesn’t look sick.
The parent is asked, how long after transplant did you allow her to live a normal
life? She responded in the following manner:
After about five months, it wasn’t as open as to have her just go out, it was little
by little, she would go out to the yard, she would go one block to visit a friend and
little by little. I talk to my daughter and I maintain communication with her and I
told her how..because as a mother you tell them don’t do this because of this
reason, she has an entire life, how do you want to live your life, short and normal,
or long with restrictions, and the decision is hers.
The parent(s)/caregiver were asked, what do you feel when the doctors ask you to
implement restrictions? Do you feel guilty? One of the parents/caretaker participants
responded, “I don’t feel that at all, I don’t feel guilty, in the contrary I feel that I’m
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helping my daughter continue to make progress.” A second parent responded, “we as
parents don’t understand, we want them to be all better the following month after
transplantation.” The remainder (n=4) parents/caretaker did not respond.
The parent(s)/caretaker (n=5) communicated having difficulty with the
teens/young adults following post transplant adherence. One parent recounted the
following:
It’s very hard that they are teens. I don’t know if with the girls is easier, but for
me it has been difficult because he is a male and sometimes he doesn’t want to
understand and he doesn’t understand. I do struggle with him for instance to take
water. I know if I insist too much he will not drink.” The more I insist I know
that he will not drink.
The parent(s)/caretaker shared their personal struggles they experience with the
teens/young adults following medical recommendations. They reported getting “angry”
with them and trying to be “patient.” One parent reported the interaction her second child
a seventeen year old had with the transplant recipient in attempt to get the teen to adhere
to medical recommendations. The statement made was as follows, “why is it that you
don’t understand, do you want to die, this is for your life, but you don’t want to
understand.”
All teens/young adult participants were asked two follow up questions regarding
their lack of medical adherence. First, what is the struggle in taking medications, eat and
drink certain things your mothers and doctors ask you to? Second, what is difficult for
you? One participant responded because of “stubbornness.” Four of the participants
reported not taking medications because they “forget.” From the same four participants
two also responded not taking medications because of nausea and vomiting. The fifth
participant admitted always taking all of the medically recommended medications
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regardless of her aversion to medications that cause her nausea and vomiting. One other
participant also reported aversion to medication that at times caused nausea and vomiting.
Parent(s)/caretaker additionally communicated the teens/young adults medication
schedule was frequent and there were many medications they had to take through out the
day. The mothers reported this affected the teens/young adults’ ability to adhere to
taking oral medications. One parent reported it in the following way:
For instance she takes medicines at eight, nine, eleven, two, three, five, nine; I
mean eight, nine and ten.
Another reported fact by the parent(s)/caretaker (n=3) was disclosed disagreement
with transplant doctors’ decision to medically release teen/young adults to return to
school and one parent adamantly did not follow the doctors recommendations to send
teen/young adult to (general public/private) school. The parent(s) (n=4) further expressed
misunderstanding of medical explanations provided by doctors to release teens/young
adults to school. Three of the parent(s) reported the doctors where “inconsistent and
unclear” when providing medical recommendations pertaining to post transplant
restrictions. The same three participants reported the doctors were also “unclear and
inconsistent” with school medical release information, post transplant vaccines and other
post transplant restrictions pertaining to food, visitor and no public contact.

Post Transplant Complications/Restrictions
The transplant recipients reported having experienced or currently are
experiencing more than one medical complication following transplantation. The
teens/young adults (n=5) reported experiencing post transplant side-effects of immune
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deficiency with high-risk of viral, bacterial or fungal infections and complications
varying from chronic Graft Versus Host Disease (GVHD) with involvement of skin and
abdominal organ effects (n=3). The same (n=3) participants also reported having had
various types of infections requiring oral and/or intravenous medications and have in the
past or currently reported suffering from nausea and vomiting. Two of the same three
participants also suffered from additional problems. The first participant reported
medical complications with medication induced (prednisone/steroid) diabetes requiring
daily insulin injections and strict diet restriction. The second participant reported having
growth hormone problems, significantly short statue, hypotension (low blood pressure)
and recent need for oral/skin graph surgery. One of the two remaining participants also
reported having had infections requiring oral medications. The second participant also
reported having complications with medication-induced diabetes, which is currently
treated with oral medications and strict diet restrictions. The last participant reported
suffering from hypertension (high blood pressure), kidney dysfunction and lower
extremities edema (fluid retention) leading to recent hospitalization for treatment of these
symptoms.
Four of the five participants described having post transplant restrictions limiting
public contact with any one who is not immediate family members to the patient and live
in the same household because of immune deficiency and the high risk of infections. The
participants (n=3) reported being home bound in isolation from extended family
members, friends and the general public for an estimated time frame of seven months
post transplantation. Four participants also indicated having dietary restrictions to only
being allowed to eat meals prepared at home and no fast or restaurant foods. The food
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restrictions also included restrictions to pork, uncooked vegetables and some fruit that are
grown in soil and have thin skin. These post transplant restrictions are implemented by
the medical team because of the transplant recipient’s potential to develop high risks of
bacterial, viral or fungal infections. All five of the participants are required to wear a
mask when going to CHLA hospital for visits. Three reported having this restriction to
not only their visits to CHLA but at other times when exposed to public areas. There
were (n=3) participants who reported receiving in home tutoring rather than attend
general (public/private) school due to their low immune system. Other post transplant
restrictions may exist that have not been reported by the study participants.

Post Transplant Quality of Life
Participants were asked about their post transplant outpatient clinic visit
experiences when interacting with doctors, nurses, social workers, pharmacy providers,
interpreters and other medical providers. They were also asked about their experiences
with medical recommendations, medicines, treatments and post transplant restrictions as
a way to further investigate and address the important issue of post transplant quality of
life that impacts not only bone marrow transplant recipients, but also their
parent(s)/caretakers, family and health care providers.
The treatment of hematopoietic blood stem cell (bone marrow) transplantation
may provide curative options to treatment of malignancies and other life threatening
medical conditions that may not respond to traditional treatment. Transplantation,
however, also presents other high-risk life threatening complications related to the
treatment and impact transplant recipient’s quality of life. The transplant recipients and
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their parent(s)/caretaker in this study have reported not only the impact of suffering from
life threatening conditions but they have also shared their personal experiences pertaining
to their quality of life after having received a blood stem (bone marrow) transplant.
The participants were asked what have your lives been like after having had a
transplant? One patient recounted seven years after having received an unrelated
transplant her life has changed. She reflected on the social support aspects of her
family’s initial reaction to her diagnosis and condition. She reported the following:
Well during the first few years it was hard because lots of people in my family
didn’t understand what I had. But now it is easier, mm…it’s better because my
family knows what I have and my problems. They know all of the medicines I
still have to take.
The participant was asked how many medications do you still take? She
responded, “thirteen medicines. I take seven in the morning and six at night. I didn’t
know I was going to have to take so many medicines. Yes, they told me but I didn’t
expect to take them daily.” Other common themes shared among the teens/young adults
pertained to transplant and medicine related complications and psychological factors
were shared by the teens/young adults and the parent(s)/caretaker. There were
participants (n=9) who responded that their lives were impacted by the medical diagnosis,
medical and transplant treatments and transplant related complications. One participant
reported the following after having been discharged from transplant hospitalization:
Yes, but after I got sick with GVHD and they had to increase another medication
and then another medicine because I was having problems with the virus. They
had to give me prednisone to help control it and they had to increase it more and
more, because the dose was not helping me, so they increased the milligram and
when they increased the milligrams then my blood pressure started going up and
then they had to give me three other medicines for my blood pressure and then
just other normal problems with the virus.
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Two other teens/young adults also reported secondary complications to transplant
medications causing other medical complications ranging from high blood pressure,
kidney dysfunction, diabetes, nausea and vomiting as well as other complications
described in the medications and complication section of this chapter. The post
transplant food and medically regulated public contact and visitor restrictions was also a
commonly shared quality of life impact on the transplant recipients and the
parent(s)/caregiver. A parent reported the following:
He used to get bored at home. It was very hard for him to be locked up and then
to have him do school work and you have to be there to make sure they are being
good kids. I know it’s very hard.
Psychological factors reported by the participants were related the communication
patterns between them and the health care providers. The participants indicated different
aspect of communication including language barriers impacts their post transplant
medical adherence, treatment adjustments, acceptance and quality of life. The
participants (n=10) reported that having transplant understanding, knowledge and
“explanations” regarding treatments, treatment plans would decrease their feelings of
“helplessness”, decrease “anxiety” feelings of being “disregarded” and minimize their
“fears.” One participant reported the following:
When you ask questions something that to them is normal because they know,
they have studied for years. You want to ask questions and know about the
prognosis and the treatment plans. As a mother you know your child perfectly,
yes, yes you know if he/she is in pain or is hurting, or if he/she feels bad or if
he/she doesn’t, but you share this and the response is oh..everything is okay;
tomorrow he/she will be fine.
The majority of participants (n=10) also indicated they were psychologically
affected by “sadness,” “frustration” and “anger” due to the life changes they have
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endured. The teens/young adults (n=5) reported their mood was affected and four
reported “anger” because of the multiple medications they had to take post
transplantation and the frequency of the medication. Many reported having difficulty
understanding and following the post transplant restrictions, particularly the restrictions
regulating contact in public areas and not being able to spend time with family and
friends. The lack of normalcy among the teens/young adults was reported as being
different. One participant reported the following:
It’s a little like a routine. You know that you have to do it, but at the same time
you want to ah..you just want to do it because you know that you have already
received the transplant but you still have to wait. You have to take care because
you are not like other people that haven’t been sick with an illness like, like us.
The parent(s)/caretaker also identified psychological factors that impacted their
day-to-day lives. Five parent(s)/caretaker reported fear of relapse in the case of
malignancies and post transplant complications. The parent(s)/caretaker maintained
spiritual beliefs and hoped their teens/young adults would continue to make progress post
transplant. The psychological impact varied among the participants and the fifth
parent/caretaker participant reported the following, “she doesn’t look sick.”

Recommendations
In this last section the participants were asked to provide recommendations that
would help other families and transplant recipients with the process of transplantation
while improving communication patterns with health care providers. One participant
stated the following:
To have people like you who take an interest in the problems that we go through.
I have thought that there are many people that will come after we leave and for us
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mother’s is as though the skies and earth come together when your child is
diagnosed, you wish to be able to spin the world around and change things to not
be, and not have them happen to you. But I have always thought that there should
be people that provide support related to what transplant really is. I know that the
doctors explain but they only explain the risks and tell you about the worse things
that may happen, but you come out of the conference room where we are
conference and you don’t want to even look outside, the sun and even more, I say
this because I felt that I couldn’t even feel my footing, so I feel that there also
should be people that will give you hope and explain how things will be. I
understand that not everyone is as open as we are here and I know that not
everyone will experience the same things, but I think that there is a need for
support and to clearly explain about, about the treatment. Not to only be informed
of the bad things because it’s very hard to have to go through this and to not have
clear explanations from doctors. They know, they know because they have
studied and they have received training but when asked questions they get upset,
but because we are parents we want to be informed.
A second participant made the recommendation of having a video about
transplant. This participant’s response to recommendations to help new transplant
recipient’s parent(s)/caretakers and families understand the process of transplantation and
improve communication patterns with transplant health care providers was reported as
follows:
I think that videos about transplant would be good because as she said, we come
away from the conference worried and they tell you this is like this and this but
they don’t explain well and we are scared. Having an explanation about
transplant, what it is because we don’t know. I used to think that they would poke
her and from the same place they would insert a bone (she points to her bone in
her arm), I don’t know, so we are very dumb because we don’t know and we are
very ignorant and we are scared. If they would have explained look this is like a
transfusion then we worry less. Our race is very ignorant about this and about
marrow donation. Our people don’t know. We only know now because we are
going through it. Having a video to help orient mothers so that we don’t leave the
conference in fear and we have a better understanding of what it is and be less
scared. Yes, because I assure you that the teens were scared when they heard
about transplant.
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A response from another parent/caretaker participant is as follows: “our own
families, brothers and sisters ask where does he have the incision? How big is it? How
was the surgery? And it wasn’t a surgery.”
The parent(s)/mother’s of the transplant recipients (n=5) who reported Spanish as
their primary language spoken were asked what recommendations they would make to
improve communication patterns with health care providers? All five of the
parent(s)/mother’s indicated the following, “well we prefer to have people that speak our
language, we would be better off.” The response from another parent was “yes because
they don’t always interpret entirely.” When asked who “they” were the parent’s response
was the interpreters. The same participant explained that she did not speak English and
“I can understand a little more, and sometimes when they are interpreting they don’t tell
me everything.”
Other participant responses included two teens/young adults who reported that
having less medically technical information provided to them would help communication
between them and the medical providers. A third participant reported understanding
better when the participant’s mother explained the medical information. Another
participant reported visual tools, like pictures would be more useful in understanding and
the last participant indicated having medical information explained by the health care
providers helped communication. Five of the parent(s)/caretaker participants reported
having interpreters helps communication patterns with doctors, nurses and other health
care providers. From these five participants, two also answered having explanations
provided, with one responding having “clear explanations” and requesting help when
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needed. The sixth participant reported receiving medical updates or medical information
from doctors helps communication between the participants and health care providers.

Summary
The findings of this chapter have been presented from Part I of the behavioral
observations and Part II of the focus groups. There were 28 questions asked during the
two focus group meetings to five teens/young adult between the ages of 13 to 21who had
received stem cell (bone marrow) transplant and five transplant recipient parent(s) and
one caretaker. The majority of the participant’s answers supported this study’s question
of culture and language barriers impacting post transplant medical adherence, transplant
recovery and long-term quality of life. The participants varied responses not only
supported this study’s question but their answers also supported ineffective
communication patterns between the participants and transplant health care providers also
impacted medical adherence, post transplant recovery and the participants long term
quality of life.
The major study findings confirmed there were cultural and language barriers that
impacted communication patterns between participants and health care providers, though
the participant responses varied from the outpatient BMT clinic observation visits and the
focus groups. First, the clinic observations revealed there were not only language
barriers between the transplant recipients, their parent(s)/caretaker but there also were
problems with lack of participant’s medical understanding resulting in confusion. Second,
the participant’s focus group responses from the semi-structured open-ended questions
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elicited unrestricted discussion among the participants allowing them to openly discuss
personal and medical transplantation experiences. The focus groups findings confirmed
cultural and language barriers as well as ineffective communication between the
transplant health care providers have an impact on post transplantation adherence and in
the long run in the participant’s transplant recovery and long-term quality of life. The
ineffective communication patterns from the focus group findings also included
participants’ report of lack of understanding, lack of medical explanations provided by
health care providers, lack of medical trust and evasive communication.
Through the behavioral observations, the participants recollections, memories and
personal experiences, it is this study’s findings that there are not only cultural and
language barriers that impact this specific population of Latino/Hispanic bone marrow
transplant teens/young adult recipients and their parent(s)/caretaker ability to follow
medical recommendations made post transplantation, but the findings also conclude that
ineffective communication between the participants and the transplant health care
providers further creates barriers impacting post transplantation outcomes for this
population. Regardless of the participant’s report of culture and language barriers
impacting medical adherence, post transplant recovery and quality of life, findings
demonstrated a need for medical understanding and explanations significantly would
reduce their “nerves”, “anxiety” and “fears”, while providing them with parental
validation and empowerment.
Finally, the participants recommendations of having health care providers be
culturally competent by either communicating in Spanish and/or providing transplant
information in Spanish, having medical information simplified with and without the use
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of medical interpreters, having medical information explained and lastly, having bilingual
transplant videos are a few of the participants recommendations they believe will increase
their transplant understanding and increase medical adherence, transplant recovery and
quality of life.
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CHAPTER V
DISCUSSION
The focus of this qualitative study was to investigate the impact and correlations
of culture and language on medical adherence, transplant recovery and quality of life
among Latino/Hispanic pediatric blood stem cell (bone marrow) transplant recipients and
their parent(s)/caretakers. This ethically important issue for this medically high-risk
population group was explored through the participants’ personal experience narratives.
This chapter discusses the study’s findings and researcher input in the following subsections: major findings, implications, limitations, recommendations and conclusion.

Major Findings
The major findings indicate that the Latino/Hispanic blood stem cell (bone
marrow) transplant recipients and their parent(s)/caretakers are indeed impacted by
culture and language barriers and these barriers also correlate with post transplantation
medical adherence, transplant recovery and long-term quality of life. This finding
conformed to the literature from the National Council of La Raza (NCLR) (2004) that
states there are health care gaps in the Latino population accessing health care services
and communication with health care personnel. Similarly to the NCLR, the American
Friend Service Committee (AFSC) (2009 and Flores et al., (2002) indicate language
barriers and communication issues are a primary variable in Latino’s being able to access
health care services and communicate with health care personnel.
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As language has been an unequivocal barrier that impacts effective
communication patterns between the population of Latinos/Hispanics and health care
providers, this study’s participants further described ineffective communication with by
lack of medical understanding, lack of medical explanations and lack of medical trust
they experienced in their interactions and experiences with transplant health care
providers. Other correlations between language barriers and pediatric health care has
been measured in this study by the participants self reported limited English proficiency
(LEP), which similarly interphases with McCarthy (2001) and the National Alliance for
Hispanic Health report that immigrants who have limited English proficiencies have
increased language and communication barriers that impact health care services.
Although the majority of the participants in this study verbally reported
requesting medical interpreters when communicating with health care providers, the
researcher observed that these behaviors did not occur and that interpreters were not
requested when communicating with transplant health care providers. The transplant
recipients and one caretaker were observed providing interpreting for their parent(s) and
for the transplant health care providers. An explanation for why this occurs may stem
from participant self-perception, lack of engagement with health care providers, and or
feelings of being devalued by health care providers. Participants throughout the study
spoke of how they perceived doctors and other health care providers to be “rushed”,
distant, and methodical in their interactions with them. Some participants even spoke of
how health care providers seemed to “assume” that they [patients and family members]
understood medical jargon, medications, and expectations. This being the case, it is
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highly likely that individuals do not ask for help or for translation for fear of being further
devalued or overlooked.
Unfortunately when interpreters are not provided and participants are left to
interpret for each other or to fall prey to whomever is available, many communication
errors occur. For example, during this study’s observations, the researcher noted
numerous interpretation errors made by three transplant recipients, which included
incomplete interpretation between health care providers and the transplant recipient’s
parent(s)/mothers. As mentioned in the findings, there were 137 errors made in a time
span of approximately 30 minutes where the teens/young adults did not fully interpret the
interactions between the health providers and the parent(s)/mother’s (see table 1.6). Also
when interpreters were not available the transplant recipients and the health care
providers communicated with one another excluding the transplant recipient’s parent(s)
from the discussions. It was further observed that although all of the transplant recipients
reported to be English proficient there were problems with medical terms and knowing
the Spanish word or name for medications, doses and medical recommendations.
Lastly, all participants in this study were well informed of the study’s goals and
objectives. A study in-service was provided by the researcher to the transplant health
care team prior to the start of this study. The in-service pre-informed and prepared the
health care providers for the observed behavioral outpatient clinic visits and interactions
between the transplant health care providers, transplant recipient’s and
parent(s)/caretaker. They were also informed that the observations were being
documented and they provided authorization to participate in the study and have the
observations audio recorded.

79

The participants’ report of their personal, medical and transplant related
experiences were consistent with the reports made by NCLR (2004), Flores et al., (2002)
and Siegel, Martin & Bruno (2001), which conclude that health care providers’ limited
English proficiencies result in communication and language barriers that contribute to
lack of knowledge/understanding, lack of medical trust in medical system, discrimination
in the delivery of health care services and lack of available medical interpreters. In the
1,100 study conducted by Flores, Abreu & Tomany-Korman (2005) they noted limited
English proficiency (LEP) from participants self reported language spoken at home did
not have a direct correlation to the status of children’s health; they instead reported the
lack of parental education, length of U.S residency, parental employment and family
combined income did indicate LEP correlation. The current study also has determined
that the participants’ reported language spoken at home does not directly impact their
ability to provide the transplant recipients with health care services. Instead this study
noted that the parental education level, the length of U.S residency, and acculturation
level contribute to the transplant recipients’ post transplant health care and medical
adherence.
Consistent with Martinez-Schallmoser, Tellen & MacMullen (2003) and Britigan,
Murnan & Rojas-Guyler (2009) the level of immigrant acculturation is measured by
determining level of custom, values, language and ethnicity adjustments, which the
transplant recipient’s parent(s)/caretaker in this study retained years after they had
immigrated to the U.S. The six parent(s)/caretaker in this study reported having retained
their Latino/Hispanic ethnicity, identity, customs, values and more importantly, language.
The transplant recipients, although they reported having been born in the U.S, all five of
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them, retained their Latino/Spanish customs and belief systems including their Spanish
language.
The findings from this study were in accordance with the findings from the
literature from Rodrigue, Pearman & Moreb (2000) in that the importance of having
medical information provided to the participants regarding diagnosis, treatments,
treatment plans and prognosis provides increased knowledge in helping participants with
a sense of being better informed; and as and Ulrich, Dussel, Hilden, et al., (2010) noted,
maximize the level of comfort and quality of life.
The findings of this study further conclude that the importance of effective
communication increases knowledge and the participants’ post transplant medical
adherence, transplant recovery and quality of life; and that culture and language are
equally important. This study participants’ recommendations to have native Spanish
medical providers and/or medical interpreters inform them regarding transplantation not
only better informs the participants but their reported anxieties, fears and nerves are
minimized.
In the role of social worker we not only provide a bridge in communication
between health care providers and blood stem cell (bone marrow) transplant recipients,
parent(s)/caretakers and families but social workers also provide empowerment by giving
them a voice to their heartfelt experiences that impact their every day lives.
The findings of this study speak to the importance of culturally competent health
care providers. It suggests that the need for interpreters for doctors and health care
providers is just as important as interpreting for patients and family members.
Communication is a two-way process; thus giver and receiver of communication must be

81

able to equally understand each other. This is most critical in life and death situations
and in situations where medical adherence is correlated to quality of life.

Implications
The implications of this study are far reaching. As previously mentioned, the
need for culturally competent health care providers cannot be overlooked. With the
increasingly high volume of immigrants and non-English speaking entering the United
States, the need for open communication, understanding, sensitivity and integration is
more prevalent than ever. Without proper health care, open dialogue with health care
providers, trust, and access to health services, our health care system and its outreach and
proficiency will fail both citizens and non-citizens.
This study also has implications for addressing discriminatory practices,
inequities, stereotyping, and myths. It has become evident that some practitioners are
treating stereotypes, or perceptions of cultural groups rather than individuals with distinct
needs, diagnoses, and prognoses. Perceptions of economic status, social status, education
level, and support system should not be at the forefront of treatment; the patient’s illness
should be the center of treatment and how economic status, social status, education and
environment interact or influence patient illness should be incorporated in the healing
process. This and only this will lead to improved quality of life.
This study also has implications for administrators, educational institutions, and
policy makers. The need for leadership, training, laws and regulations, advocacy and skill
building in preparing social workers, health care professionals, and hospital
administrators in culturally-sensitive and culturally-based practices cannot be overlooked.
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Limitations
The main limiting factor in this study was time. Childrens Hospital Los Angeles
IRB approval was three months for an expedited review. This time limitation restricted
the amount of time and coordination available to this investigator; thus leading to
modifications within the study’s design. Other limitation factors are from limited
literature available on culture and language barriers among Latino/Hispanic blood stem
cell (bone marrow) transplant recipients, their parent(s)/caretakers and families. Prior
studies have been limited to language impacting access to health care services.
The generalizability of the study’s population size should not be assumed since
the study sample was relatively small, with eleven participants. The study does not
reflect the greater radius of Latino/Hispanic children, teens, young adults and parent(s),
caretakers and legal guardians. Additionally, there was potential relational bias between
the study investigator and the pediatric population of transplant recipients and
parent(s)/caretakers due to the investigators past work history with this transplant
population. To reduce this potential bias, however, the investigator recruited nine
participants who were not known or familiar to the investigator.
The study’s validity and reliability as in every investigative study should be
considered. The investigator’s prior work history may present sympathetic biases in the
study. The semi-open structured guided questions developed by the researcher may
present biases since they were developed to specifically explore the impact of cultural,
language and communication barriers on transplant medical adherence, transplant
recovery and quality of life.
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Recommendations
The findings of this study concluded that cultural competence practice is
imperative in addressing the disparities Latinos/Hispanics experience in seeking and
receiving health care services. Therefore, this investigator recommends that not only
should health care providers become culturally competent when providing health care
services to a diverse population, but also should empower other health care recipients and
families to become English and medically proficient. This investigator recommends
making English as a Second Language (ESL) classes available at outpatient clinics or
collaborate with community agencies such as the local Ronald McDonald House to have
ESL classes offered and available to CHLA patients and parent(s) or identified primary
caretakers. ESL beginning/basic classes may help increase limited English proficiencies
among Latinos/Hispanics and reduce the number of medical interpretation errors made by
patients and non-trained medical interpreters. This investigator also recommends on site
(outpatient) medical training geared towards increasing medical understanding and
knowledge regarding specific medical diagnosis such as blood stem (bone marrow)
transplant, treatments and side-effects of medical conditions and treatment related side
effects. Specific recommendations to the blood stem cell (bone marrow) transplant
recipients, parent(s), caretakers, legal guardians and families is made by this study’s
participants of having bilingual videos available to incoming transplant recipients and
their parent(s)/caretakers and families, regarding the transplant process prior to transplant
admission. As reported by the study participants a transplant video will increase their
knowledge and understanding. The last recommendation is to have Spanish and English
pre-transplant orientation trainings to transplant recipients and their identified primary
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caretakers prior to their admission, as increasing the transplant recipients and their
parent(s)/caretakers knowledge and understanding regarding transplantation will provide
increase transplant recovery and long-term quality of life. Once completion of training
and medical (transplant nurse) check off has been established the transplant recipients
and primary caretakers will be recommended to follow-up with transplant consent and
assent conference followed by transplant admission. This is necessary to ensure that all
medical issues and concerns are satisfied prior to transplantation.

Conclusion
In conclusion the study has provided information pertaining to health care gaps in
the population of Latinos/Hispanics. The study further examined these gaps and
determined that culture and language are barriers that unequivocally impact
communication patterns between health care providers and health care recipients not only
in relationship to health and access to health care services, but the study provides
information on the correlations and impact between culture, language barriers, medical
adherence, post transplant recovery and long-term quality of life among a specific
population of Latino/Hispanic blood stem cell (bone marrow) transplant recipients that
suffer from life threatening medical conditions. The importance of communication in
this population is not only an ethical issue but it may be the difference between the
transplant recipients life and death. The participant’s subjective narratives provide
insight into the positive and negative experiences of transplant recipients and their
parent(s)/caretaker when communicating and receiving health care services from
transplant health providers.
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This study provided knowledge and awareness of culture and language in
communication patterns between health care providers, health care systems, health care
recipient outcomes and long-term quality of life. Insight into how medical social
workers, who already provide alliances around the complex culture, language and
sociocultural factors, impact health care recipients, their parent(s)/caretakers and families
also were defined.
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