€» SMITH COLLEGE

- Smith ScholarWorks

Theses, Dissertations, and Projects

2010

Assessing the impact of culture and language barriers among
Latino/a bone marrow transplant patients and their parent (s) : a
descriptive study : a project based upon an investigation at
Childrens Hospital Los Angeles, Los Angeles, California

Lorena Mocorro
Smith College

Follow this and additional works at: https://scholarworks.smith.edu/theses

b Part of the Social and Behavioral Sciences Commons

Recommended Citation

Mocorro, Lorena, "Assessing the impact of culture and language barriers among Latino/a bone marrow
transplant patients and their parent (s) : a descriptive study : a project based upon an investigation at
Childrens Hospital Los Angeles, Los Angeles, California" (2010). Masters Thesis, Smith College,
Northampton, MA.

https://scholarworks.smith.edu/theses/488

This Masters Thesis has been accepted for inclusion in Theses, Dissertations, and Projects by an authorized
administrator of Smith ScholarWorks. For more information, please contact scholarworks@smith.edu.


http://www.smith.edu/
http://www.smith.edu/
https://scholarworks.smith.edu/
https://scholarworks.smith.edu/theses
https://scholarworks.smith.edu/theses?utm_source=scholarworks.smith.edu%2Ftheses%2F488&utm_medium=PDF&utm_campaign=PDFCoverPages
http://network.bepress.com/hgg/discipline/316?utm_source=scholarworks.smith.edu%2Ftheses%2F488&utm_medium=PDF&utm_campaign=PDFCoverPages
https://scholarworks.smith.edu/theses/488?utm_source=scholarworks.smith.edu%2Ftheses%2F488&utm_medium=PDF&utm_campaign=PDFCoverPages
mailto:scholarworks@smith.edu

Lorena Mocorro

(Childrens Hospital Los
Angeles, Los Angeles, CA),
Assessing the Impact of
Culture and Language
Barriers Among Latino/a
Bone Marrow Transplant
Patients and their Parent(s):
A Descriptive Study

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 | 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 Il of the study included Outpatient Focus Groups in
which participants interacted with one another and the dialogue was guided by semi-
structured 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.



ASSESSING THE IMPACT OF CULTURE AND LANGUAGE BARRIERS AMONG
LATINO/A BONE MARROW TRANSPLANT PATIENTS AND THEIR PARENT (S):

A DESCRIPTIVE STUDY

A project based upon an investigation at Childrens
Hospital Los Angeles, Los Angeles, California,
submitted in partial fulfillment of the requirements
for the degree of Master Social Work.

Lorena Mocorro

Smith College School for Social Work
Northampton, Massachusetts 01063



ACKNOWLEDGEMENTS

The completion of this thesis could not have been possible to accomplish without
the assistance of many people that have played an integral part and whose contributions
are heartedly acknowledged and appreciated.

First and for most | would like to thank my husband Marc Mocorro for his endless
support, love and patience during these three years of intense grad school and full time
internships. Your support has been what has kept me going when I have felt like giving
up. | know that I could not have done this without you. This huge accomplishment is not
only for myself but it’s for us. Love you and thank you.

To my family and sisters who listened and provided me with love and support to
help me get through the program. Gracias hermanas y familia. To my good and close
friend Aurora Perales, thank you for the referral to school and for your ongoing support
and guidance. You have helped me in many more ways that you can begin to imagine.
You inspired me to attend graduate school and through out the three years you have
encouraged me to reach for the stars. Thank you. To my good and new friend who | met
at school, Roslyn Brinkley, you have provided me with much encouragement and self-
determination. Thanks for your support. To Dr. Ami Shah, Dr. Neena Kapoor, Connie
Jackson, Laure De Lauro, Carol Klein, Shinyi Tang and Childrens Hospital Los Angeles,
Division of Bone Marrow Transplant & Immunology. | am so grateful for your
assistance and support while | worked and completed the study. Thank you to the
pediatric transplant recipients and their families whose experiences inspired me to
complete this investigation. My hope is to be able to create awareness and attempt to
implement change to help all of you with the difficult process of transplantation

I wish to thank Debra Carney and Smith College Writing Center. | would not
have been able to get through all of the intensive writing requirements without your
assistance. Thank you. To my outstanding thesis advisor, Narviar Barker Calloway,
Ph.D., thank you for your assistance, support, encouragement and patience. Thank you
for assisting me reach my graduation goal.



TABLE OF CONTENTS

ACKNOWLEDGEMENTS .. .ottt ii
TABLE OF CONTENTS ....ooiieieieieie ettt sttt nnes iii
LIST OF TABLES ... .ottt nbeane e %
CHAPTER

I INTRODUCTION ..ottt bbbt 1
I LITERATURE REVIEW. ......oooiiiiiiee et 5
Il METHODOLOGY ...ooiiiiiiiiieiiisiesieseeee ettt 23
IV FINDINGS ...t b bbbttt 38
V' DISCUSSION. ..ottt bbbttt e e 76
REFERENCES ..ottt bbb 86
*ATTACHMENTS

Attachment A: Clinic/Pharmacy Observation FOrm ..........cccooviiiinieienencne s 90
Attachment B: FOCUS Group FOIM.......cc.cciiiiiiiiiiciiecie et 92
Attachment C: Mental Health Referrals ...........ccoovevieieiieciece e 94
Attachment D: Culture and Language Barriers Study Information .............cccccoeevenen. 96
Attachment E: Childrens Hospital Los Angeles Notice of Approval of Protocol........ 97
Attachment F: Smith College School for Social Work HSR Approval Letter ............ 99
Attachment G: Childrens Hospital Los Angeles HSR Application...........cc.ccocevvenene. 99
Attachment H: Study ProtoCol...........cooviiiiiiii e 122
Attachment I: Consent/Assent fOr PatieNt............ccoovveiviieiiene e 130
Attachment J: Consent for Parent(s)/Caretaker ...........ccooovevueieeieeiieieeseeie e 137
Attachment K: HIPAA-ENGIISN ....oooiii s 143
Attachment L: HIPAA-SPANISN .........cccoviiiiicece e 149
Attachment M: Study Short FOrm-Spanish...........ccoceiiiiiiiineeee e 155
Attachment N: Experimental Subjects Bill of Rights-English ............ccccccoiveivienn, 156



Attachment O: Experimental Subjects Bill of Rights-Spanish..........ccccccoeviieininnnn.

*Attachments rather than appendices are used in this thesis as required by Childrens
Hospital Los Angeles IRB



LIST OF TABLES

Table

1. Table 1.0 Demographic Characteristics of Transplant Recipients.............c.........
2. Table 1.1 Demographic Characteristics of Parent(s)/Caretaker...........cccccceuennen.
3. Table 1.2 Transplant Recipients vs. Parent(s)/Caretaker Education Level..........
4. Table 1.3 Transplant Recipients vs. Health Care Providers Language Variance.
5. Table 1.4 Participants vs. Health Care Providers Language Variances...............
6. Table 1.5 Participants vs. Health Care Providers Language Spoken Variances ..
7. Table 1.6 Transplant Recipients vs. Medical Interpreter Interpretation Errors....

8. Table 1.7 Transplant Recipients as Primary Interpreters .........cccooeveveeiveresenn



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 high-
risk 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,



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



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



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.



CHAPTER Il
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



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



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



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



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



research outcomes are distorted when tools are not provided in Spanish to Spanish-

speaking 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

10



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

13



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 (Suarez-
Orozco & 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

15



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 pre-
transplant 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 non-
compliance. 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-of-
life 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 Il
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 | included behavioral observations that took

place at the outpatient Bone Marrow Transplant (BMT) clinic and Part Il 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 post-
transplant 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
1), 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 | 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 Il 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 | 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 Il of the study included post transplant outpatient
focus groups. The groups were held at the 4™ 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 gquestions 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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|RECEPCION DE INFORMACION DE SALUD PROTEGIDA

Usted da permiso para que las siguientes personas, grupos u
organizaciones reciban su informacion protegida de salud para el estudio
de investigacion descrito en este formulario de autorizacion Smith College
School for Social Work y CHLA.

1.
2,

El patrocinador del estudio Dra. Ami Shah o sus representantes

Las siguientes instituciones/investigadores que participan en esta
investigacion: Smith College School for Social Work, Narviar Calloway,
PhD y CHLA.

. Agencias Federales y Estatales que tienen autoridad sobre Ia

investigacion cuando sea requerido por ley.

. Hospital u otras agencias acreditadas
. Una junta de seguridad de datos que puede formarse para vigilar la

seguridad de esta investigacion.

. Su asegurador médico o pagador, en caso de ser necesario, para

asegurar el pago de cualquier tratamiento cubierto que no sea pagado
por la investigacion.

. La informacién que pudiese afectar la atencion clinica se incluira en su

expediente médico para uso del hospital y del personal clinico que no
sean parte del estudio de investigacion.

| CONFIDENCIALIDAD Y ANONIMIDAD

Se realizaran esfuerzos para asegurar que su informacion protegida de
salud no se comparta con otras personas, grupos u organizaciones fuera
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|SUS DERECHOS

.

Usted puede rehusar a firmar este formulario de autorizacion. Si usted
decide no firmar este formulario de autorizacion, no podra tomar parte en
este estudio de investigacion. EIl cuidado regular de su salud, pago o
inscripcion en cualquier plan de salud o su derecho a beneficios no se
veran afectados si usted no desea firmar.

Usted puede revocar su permiso en cualquier momento para que el
Childrens Hospital Los Angeles utilice o comparta su informacién protegida
de salud recabada para este estudio de investigacion. Sin embargo, aun
cuando usted revoque esta autorizacion, el hospital y el grupo de
investigacion podran aun utilizar informacién acerca de usted que fuera
recabada como parte del estudio de investigacion (por ejemplo: efectos
secundarios relacionados con la investigacién) entre la fecha en la que
usted firma el presente formulario y la fecha en la que usted revoca la
autorizacion. Esto es para proteger la calidad de los resultados de la
investigacion. Una vez que usted revoque su autorizacion, no podra
divulgarse ninguna otra informacion protegida de salud.

Su revocacion debe ser por escrito. Usted puede solicitar un formulario
para este proposito de parte del Comité de Investigaciones Clinicas,
(323) 361-2265. Este documento debe estar firmado por usted o en su
nombre y entregado en la siguiente direccién: Lorena Mocorro, Childrens
Hospital Los Angeles, 4650 Sunset Boulevard Mail Stop #62, Los
Angeles, California 90027.

Su revocacion entrara en vigencia al momento de su entrega, pero no
tendra efecto en cuanto a que el Childrens Hospital Los Angeles u otros
hayan actuado basados en esta Autorizacion.

Usted recibira una copia de este Formulario de Autorizacion.

Usted tiene el derecho de revisar y/o copiar los expedientes médicos que
contengan su informacion protegida de salud que guarda el Childrens
Hospital Los Angeles. No le permitiran revisar la informacion que se
recaude de la investigacion hasta cuando se complete el estudio. Cuando
se complete el estudio, usted volvera a tener el derecho de acceder la
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informaciéon. Usted no tendra el derecho de revisar y/o copiar sus
expedientes especificos de investigacion.

Bajo ninguna circunstancia se le requiere que autorice la divulgacion de
notas de psicoterapia.

| FIRMAS

Su firma al calce indica que usted permite que se use y divulgue su
informacion de salud protegida tal como se detalla en este documento.
Este formulario de autorizacion no es valido a menos que se hayan llenado
todos los espacios en este documento.

Nombre Completo en Letra de Imprenta

Firma
Fecha / /

Por favor indique relacion: Q paciente/sujeto bajo investigacion Q
representante legal

(indique
relacion)
Nombre Completo en Letra de Imprenta de la Persona que Obtiene
Permiso:

Firma de la Persona que Obtiene Permiso:
Fecha / I

Routing: Investigator’s file, Subject, Health Information Management (Medical Records)
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Attachment M

Study Short Form-Spanish

Pégina 1 de |

(This form should be accompanied by the Experimental Subjects' Bill of Rights and the
CCl approved consent document)

[T —

Childrens Hospital of Los Angeles
Consentimiento para Participar en un Estudio de Investigacién

Nombre del Sujeto:
# de CHLA: Fecha de Nacimiento:

Se le pide a usted o a su nifio que participen en un estudio de investigacién. Un estudio de investigacion es la
manera en la cual los cientificos (médicos, enfermeras y otros profesionales) tratan de entender cémo funcionan las
cosas y aprender més. Un estudio podria investigar cémo es que funciona el cuerpo, qué es lo que causa las
enfermedades, como proporcionar tratamientos para las enfermedades o qué es lo que las personas piensan y
sienten sobre ciertas cosas.

Antes de decidir si usted o su nifio participaran en este estudio de investigaci6n, el investigador debe informarle
acerca de (i) los propésitos de la investigacién, las actividades que se realizarén, a éstas se les llama procedimientos
¥ por cuénto tiempo durard la investigacién; (ii) cualquier procedimiento que sea experimental (bajo estudio); (iii)
cualquier riesgo, molestias y beneficios que se anticipen resulten de esta investigacion; (iv) cualquier otro
procedimiento o tratamiento que pudiesen ser benéficos y (v) c6mo se mantendra confidencial su informacién.

El investigador también debe informarle, en los casos correspondientes, acerca de (i) los pagos o tratamientos
médicos que existen en caso de una lesion o daiio; (ii) la posibilidad de riesgos desconocidos; (iii) situaciones por
las cuales el investigador termine la participacion de usted en el estudio; (iv) cualquier otro gasto adicional para
usted; (v) qué ocurre si usted decide salirse del estudio; (vi) cuéndo le avisaran acerca de descubrimientos que
pudiesen afectar su deseo de participar; y (vii) cudntas personas participaran.

Si usted acepta participar, le deben una copia firmada de este documento y una copia del formulario de
consentimiento aprobado para este estudio escrito en inglés.

Usted puede comunicarse con __Lorena Mocorro al  (323) 361-2546 en cualquier momento
que tenga preguntas sobre la investigacion o sobre qué hacer si se lesiona.

Si usted tiene cualquier pregunta acerca de sus derechos como sujeto bajo investigacién, se puede comunicar con el
Comité de Investigaciones Clinicas, al 323-669-2265.

Su participacién en esta investigacion es voluntaria (su propia decisién) y no perderé beneficios o se le castigard si
rechaza participar o si decide no seguir participando.

Su firma en este documento indica que el estudio de investigacién junto con la informacién mencionada
anteriormente, le fueron descritos verbalmente, y que usted consiente voluntariamente en participar.

Firma del Participante Fecha
Firma del Padre/Madre (si corresponde) Fecha
Nombre Completo del Testigo en letra imprenta/Firma del Testigo Fecha

Routing of signed copies of the consent form: 1) Give to family; 2) CHLA Medical Record, 3) Investigator's file.

Date of Preparation: 03/29/2010
CHLA CCI#: 09-00331
Protocol Expiration Date: 03/29/2011
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Attachment N

Experimental Subjects Bill of Rights-English

ChildrensHospitallosAngeles

Indarnational Leader in Pediatrics

Study Title: Assessing the Impact of Culture and Language Barriers Among Latino/a Bone Marrow Transplant

Patients and Their Parents (CCI-09-00331)

Principal Investigator: Lorena Mocorro, B.A., MSW Candidate

EXPERIMENTAL SUBJECT'S BILL OF RIGHTS
FOR PSYCHOSOCIAL STUDIES

Any person who is requested to consent to participate as a subject in a research study involving a psychosocial study, or
who is requested to consent on behalf of another, has the right to:

1.
2.
3.

9

10.

Be informed of the nature and purpose of the study.

Be given an explanation of the procedures to be followed in the study.

Be given a description of any attendant discomforts and risks reasonably to be expected from your/your child's
participation in the study.

Be given an explanation of any benefits reasonably to be expected from your/your child's participation in the study.

Be given a disclosure of any appropriate alternatives that might be advantageous to you/your child, and their
relative risks and benefits.

Be informed of avenues of resources, if any, available to you/your child after the study procedure if complications
should arise. .

Be given an opportunity to ask any questions concerning the study or the procedures involved.

Be instructed that consent to participate in the study may be withdrawn at any time, and that you/your child may
discontinue participation in the study without prejudice.
Be given a copy of this form and the signed and dated written study consent form.

Be given the opportunity to decide to consent or not to consent to participate in the study without the intervention
of any element of force, fraud, deceit, duress, coercion or undue influence on your decision.

You have carefully read the information contained above in the Experimental Subject's Bill of Rights for Psychosocial
Studies, and you understand fully the rights of a potential subject in a research study involving people as subjects.

Date:

Subject:

Parent:

Witness:
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Attachment O

Experimental Subjects Bill of Rights-Spanish

ChildrensHospitalLosAngeles

International Leader in Pediatrics

Titulo de Estudio:  Assessing the Impact of Culture and Language Barriers Among Latino/a Bone

Marrow Transplant Patients and Their Parents (CCI-09-00331)

Investigadora Principal: Lorena Mocorro, B.A., MSW Candidata

DECLARACION DE LOS DERECHOS DEL SUJETO BAJO INVESTIGACION
PARA ESTUDIOS SICOSOCIALES

Toda persona a la cual se le solicite participar como sujeto en un estudio de investigacién que incluya un estudio

sicosocial, o de la cual se solicite que consienta a favor de otra, tiene derecho a:

1.
2.
3.

10.

Recibir informacion sobre la naturaleza y propésito del estudio.

Recibir una explicacién de los procedimientos que se seguiran en el estudio.

Recibir una deseripeion de cualquier molestia y riesgos que usted/su hijo razonablemente puedan esperar
al participar en el estudio.

Recibir una explicacion de cualquier beneficio que usted/su hijo razonablemente puedan esperar al
participar en el estudio.

Recibir informacién de cualesquiera otras alternativas que sean apropiadas y que pudiesen ser de ventaja
para usted/su hijo y los riesgos que tengan en comparacion con sus beneficios.

Recibir informacién sobre los distintos recursos, de haberlos, disponibles para usted/su hijo después del
procedimientd del estudio si se presentaran complicaciones.

Tener la oportunidad de hacer cualquier pregunta acerca del estudio o los procedimientos que incluye.
Que se le advierta que puede retirar su consentimiento para participar en el estudio en cualquier momento,
y que usted/su hijo pueden discontinuar su participacion en el estudio sin prejuicio.

Recibir una copia de este formulario y una copia firmada y fechada del formulario de consentimiento del
estudio.

Tener la oportunidad de decidir a consentir o a no consentir al estudio sin la intervencién de ningtin tipo
de fuerza, fraude, engafio, coaccidn, coercion, o influencia excesiva en su decision.

Usted ha leido atentamente la informaci6n descrita anteriormente en la Declaracicdn de los Derechos del Sujeto
Bajo Investigacion para Estudios Sicosociales y usted entiende completamente los derechos como posible sujeto
en un estudio de investigacion en el que participan seres humanos.

Fecha:

Sujeto:
Padre/Madre:

Testigo:

Spanish version dated 03/02
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