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Abstract

Background—Most biospecimens in the U.S. are collected from Non-Hispanic Whites, limiting
the generalizability of findings. There is a need to increase participation in biobanking among
ethnic and racial minorities. The purpose of this study was to use qualitative methods to identify
factors that may influence Mexican-American individuals’ willingness to participate in
biobanking.

Methods—We conducted 15 focus groups in three Texas cities with Mexican-American
individuals, in both Spanish and English.

Results—Lack of knowledge about medical research and biobanks, lack of information about the
specifics of biobanking participation, lack of communication of the results, fear of pain or harm,
and distrust of the healthcare system or health research were identified as barriers to biobanking
participation. Facilitators to participation were altruism, safety, understanding biobanking
procedures and purposes, perceived benefits to participation, and culturally-appropriate
recruitment strategies. Although Mexican-Americans living in Texas are willing to donate
biospecimens for altruistic reasons, such as helping society or advancing science, they want more
information about what biobanking entails. They want to be assured that participation will not
cause them harm, and that the research is conducted with good intentions.
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Conclusion—Results from this study can inform educational materials or interventions to
increase Hispanic participation in biobanking.

Keywords

Biobanking; biospecimens; biorepository; qualitative research; focus groups; Hispanic; Mexican-
American

Introduction

Within the last two decades, biobanks have emerged as a driving force in genetic and
genomic research, with great potential to enhance the translation of biomedical research into
clinical practice and advance personalized medicine. Biobanks are important for identifying
the causes and mechanisms of disease, and can contribute to earlier, more accurate
prevention, diagnosis, and treatment [1,2]. Their usefulness, however, depends on the
participation of individuals from diverse racial and ethnic communities to ensure the
generalizability of the results to the larger community. Inadequate genetic diversity limits the
benefits of biobanks, including the promise of personalized medicine for minorities.
Although genetic tests may be available for diseases that disproportionately affect minority
groups, there is a concern that these tests will not be as applicable to minority groups
because the research to develop the tests primarily relied on the genetic material of
individuals of European ancestry [3].

Hispanics are underrepresented in biobanks and the resulting research [3-5]. In 2014, 17.4%
of the U.S. population was Hispanic [6]. However, less than 1% of the specimens collected
by seven biorepository facilities across the US and less than 2% in genome-wide association
studies, which often use biobanks as their source for biospecimens, are from Hispanics
[3,4,7]. Such gross underrepresentation is problematic for generalizability, particularly as the
Hispanic population continues to grow in the U.S. [6].

Gauging willingness among Hispanics to participate in biobanking is part of the solution to
address this disparity in representation. Research findings generally indicate that Hispanics
are less willing to participate in biobanking than Non-Hispanic Whites. [5,8] For example,
Hispanics who had previously donated blood were less likely to participate in biospecimen
collection than Non-Hispanic Whites who previously donated blood [5]. However, since
concerns such as fear of lack of protection of medical records and government access to
samples are similar for both Hispanics and non-Hispanic whites [9], we need more research
to understand what unique factors may limit participation among Hispanics.

Although studies that include a subset of Hispanic participants have explored the factors that
influence biobanking participation [5,10-14], few studies have included an exclusively
Hispanic sample [11,12]. Hispanics note that altruistic reasons, such as benefiting science or
society as a whole, play a major role in their decision to donate biospecimens [10,12-14].
However, Hispanics of different national origins have varying levels of participation in
biobanking, indicating a need to examine specific subgroups within this heterogeneous
population [8]. To our knowledge, only two studies have focused on psychosocial factors
that influence biobanking participation among Mexican-Americans. In one study, rural
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Hispanics, primarily of Mexican-American descent, reported donating biospecimens because
of their interest in contributing to science and benefiting future generations [15]. In the other
study, Mexican-Americans indicated that lack of knowledge and information about
biobanking limits their participation, but that medical distrust was not an important issue for
them [16]. The purpose of this study was to assess psychosocial or other factors influencing
biobanking participation among Mexican-Americans in Houston, El Paso, and Brownsville,
Texas.

We conducted a qualitative study using focus group methodology to assess psychosocial
factors influencing biobanking participation among Mexican-Americans living in Houston,
El Paso and Brownsville, Texas. We selected these cities because they were part of our
National Cancer Institute-funded Community Networks Program, Latinos Contra el Cancer.
We conducted 15 focus groups in 2012 and 2013, and analyzed the data in 2013 and 2014.
The Institutional Review Board of the University of Texas Health Science Center at Houston
reviewed and approved the study. Trained focus group facilitators obtained Informed
Consent from all participants included in the study.

Participant Recruitment

Research staff recruited Mexican-American adults living in the three Texas cities using
convenience-sampling techniques. To be eligible, individuals had to be adults over the age of
18, speak Spanish or English, be of Mexican origin, live in Houston, El Paso, or
Brownsville, and be willing to participate in the focus groups. We posted recruitment flyers
at businesses, schools, community centers, apartment complexes, and churches; we also
conducted in-person recruitment at these same sites. Flyers included information about the
focus groups and a telephone number to call if interested in participating. Community
partners assisted with recruitment by distributing flyers and talking with potential
participants. Participants were assigned to focus groups based on their gender (males and
females in separate groups), language (English or Spanish groups), and city of residence
(Brownsville, Houston or El Paso) [17,18]. Four focus groups were held in Brownsville,
seven in El Paso, and four in Houston. Seven groups were conducted in English and eight in
Spanish. Eight groups were conducted with men and seven with women. See Table 1 for
type of focus group by language, location, and gender.

Development of focus group guide

The research team developed a semi-structured, open-ended focus group guide to explore
participants’ knowledge about biobanking and their perceived barriers and facilitators to
future biobanking participation. The focus group guide was developed following an in-depth
review of the literature on minority participation in biobanking research. Questions included
a basic inquiry to determine the extent of knowledge related to biomedical research and
biobanking specifically. The guide included a short definition of biobanking and proceeded
to ask participants about their thoughts on contributing biologic samples to a biobank.
Prompts were included to guide the facilitator and stimulate conversation if needed. The
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focus group guide was first written in English and then translated into Spanish by a bilingual
team member. It was then back-translated into English to assess the accuracy of the
translation. Table 2 contains the focus group questions in English.

The focus group facilitators held focus groups at a variety of locations including businesses,
schools, community centers, apartment complexes, and churches. Each session lasted
between 60 and 90 minutes. Facilitators were all bilingual women. Following a brief
introduction to the study, the facilitators collected consent forms, participants filled out a
brief demographic questionnaire and the facilitator continued with the focus group
guidelines and questions (See Table 2). At the end of the focus group, the facilitator gave
participants an informational packet on biobanking and a $20 gift card. All focus groups
were audio recorded with participant consent. They were then transcribed verbatim by a
professional transcription service and the research staff reviewed the transcripts for accuracy.
The Spanish-language focus groups were not translated into English to preserve the original
nuances in the language; instead, bilingual research team members conducted the analysis.

Data Management and Analysis

The analysis team of three bilingual individuals from the research team, analyzed participant
demographic characteristics using SPSS v.20. The analysis team used Atlas.ti v.7.0
(Scientific Software Development, GmbH, Berlin) to code and analyze the focus groups
using thematic analysis [19].

The analysis team read through all 15 transcripts and developed ideas for codes. After the
analysis team met and discussed the ideas for codes, an initial coding scheme was
developed. To test its adequacy and comprehensiveness, the team coded six focus groups
(each person coded two transcripts) and then revised the coding scheme to ensure all coders
agreed on the full meaning and labeling of each code. Subsequently, team members recoded
those original six transcripts. Then each team member went on to code three additional
transcripts each, completing the coding of all 15 transcripts. During this round of coding,
members of the analysis team made notes of questions or discrepancies. The analysis team
met to resolve any discrepancies and answer questions as well as modify the coding scheme
and recode as needed. Once the transcripts had been updated to reflect the changes agreed
upon, a bilingual independent reviewer from the larger research team read through all of the
quotations attached to codes with 12 quotations or less to comment on whether or not they
should be uncoded or recoded. The analysis team reviewed those comments and made final
decisions on how to adjust the coding scheme and the coding.

Once the coding process was finalized, the analysis team used Atlas.ti’s co-occurrence
explorer tool to begin to understand how the codes related to one another. The co-occurrence
tool allowed the team to cluster codes as part of larger themes, a process that is visually
represented as a network. The full research team then reviewed the network and provided
feedback and interpretation, and the analysis team revised accordingly. During the analysis
phase, the coders began to identify differences across types of focus groups. To further
explore similarities and differences across focus groups, the analysis team created groupings
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of transcripts by gender, location, and language preference. This analysis served as a
complement to the network-driven analysis and allowed the team to compare and contrast
differences in how participants in different focus groups viewed biobanking.

We conducted 15 focus groups that ranged in size from 4 to 20 participants, with a median
size of 7 and a total of 128 individuals. The majority participated in the Spanish-speaking
focus groups. Table 3 contains sample demographics. On average, participants were 40 years
old. The majority were born in Mexico and reported having lived in the U.S. for an average
of 23 years. Almost 62% of participants had earned a high school degree or less and almost
41% lived in households whose average annual income was less than $20,000.

We identified barriers and facilitators to biobanking participation. Figure 1 shows the
network view of the facilitators and barriers.

Participants noted several barriers to participating in biobanking that included lack of
knowledge about medical research generally and biobanking specifically, a lack of
information about the specifics of what donating biospecimens entails, lack of
communication about the results, distrust of the medical system or providers due to past
medical encounters, and fear of pain from needles or harm from contracting diseases.

Lack of knowledge about medical research and biobanks—The lack of
knowledge about medical research and biobanking included limited familiarity with the
medical system and research in general, lack of awareness of biobanking, and confusion
between biobanking and other types of donation or medical testing procedures. Participants
described potential reasons for limited participation in biobanking among the Mexican-
American community. Participants indicated that Mexican-American culture creates a lack
of understanding of the medical system, thereby impeding biobanking participation because
people are unfamiliar with medical research. Participants from El Paso were most vocal
about believing that there is a widespread lack of familiarity with the medical system and
research within the Mexican-American community. For example, one participant said,
“There’s many old people that have never gone to the doctor because they’ve never felt
anything wrong with them. And so they pass that on to the future generations. So they’re
very closed-minded to it.” (El Paso, man, English) Another participant mentioned that the
Mexican-American community often thinks that medical research is only conducted with
cadavers, and did not realize that a person who is alive can participate.

The majority of participants reported that they had never heard of biobanking or if they had
heard the word, they guessed that biobanking meant something else. One participant thought
that biobanking was a biopsy, “When they remove a tumor ... They send it to be checked to
make sure that it’s not cancerous...” (Brownsville, man, Spanish). Others thought that the
blood donated to a biobank could be used to save someone else’s life or that an individual
could store his or her own blood to be used in the future in case of an illness or injury.
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Lack of information about the specifics of biobanking participation—In general,
participants noted that without clear information of what participation entails, how
biospecimens are going to be used, or the impact on one’s health, people are not willing to
participate. One participant said: “To do something you always have to be informed, for any
activity. If you don’t have information, if you don’t know the risks, if you don’t know what’s
going to happen, how the process is going to be, it is very difficult for someone to want to
participate.” (El Paso, man, Spanish) Another participant indicated that a lack of information
in the community leads to distrust which could further thwart efforts to recruit members of
the Mexican-American community to donate specimens. Although the lack of information
about biobanking was apparent in all focus groups, it was most commonly cited as a barrier
to participation by male participants from EIl Paso and Houston.

Lack of communication of the results—Participants expressed that a lack of
communication from researchers about both the results of the studies that used their
biospecimens as well as their individual personal results was a barrier to participation. A few
participants in the female groups in EI Paso and Houston were concerned that after donating
their biospecimens they would not hear any news on the overall findings of the research to
know if they helped others, or whether their donation had resulted in any benefit to the
population’s health. Only male participants explicitly stated that not receiving individual
results (i.e., diagnoses) from research done on their specimen was a barrier to participation
because then there would be no personal benefit: “If we were getting the results back |
would [donate], but since we’re not getting results back I don’t think I would.” (Houston,
man, English) Overall, a lack of feedback from the researchers on study results or individual
diagnoses was a barrier.

Fear of pain or harm—The fear of experiencing pain or harm as a result of donating a
specimen for biobanking was a commonly mentioned barrier to participation. Fears included
being afraid of needles, contracting diseases, or medical errors. Many were fearful of blood
draws, needles, and having samples taken from places other than veins such as palms, eyes,
or bone. One English-speaking female participant from Houston said, “if they didn’t know
what they were doing or they were kind of fidgeting or hurting you,” that would be painful
and a barrier to participating. This sentiment was also expressed by other English-speaking
women. The fear of experiencing pain or harm as a result of biobanking was more
commonly mentioned by English-speakers, Houston participants, and female participants.
Concerns about being infected with some disease via contaminated needles came up among
Houston Spanish-speakers. Some Spanish-speaking participants assumed that biobanking
entailed blood transfusions; as such, they were worried that they would contract a disease
such as HIV. Some Spanish-speaking participants were hesitant to engage in biobanking due
to a feeling that they would be exposing themselves to unnecessary risks. This fear came
from previous experience with or knowledge of medical errors. For example, one female
participant said that while living in Mexico she had bone marrow drawn without her consent,
a procedure that still causes her pain.

Distrust of the Healthcare System or Health Research—~Participants described a
number of negative outcomes that could result if they donated biospecimens, such as its sale
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for the personal benefit of the researcher, unethical research such as cloning, and no control
over the biospecimen use in the long-term. Selling specimens for personal benefit was only
mentioned in focus groups with Spanish speakers from Houston and El Paso and mostly in
female focus groups. Spanish-speaking participants were concerned that biospecimens
would be used for the benefit of a few individuals instead of society as a whole. One
Spanish-speaking man from El Paso said a barrier would be if, “it is not for the benefit of the
community, but rather for the benefit of just a few [...]. Because there have always been
cases, no?, that they are used in things like that, that is, for personal interests.” (El Paso,
man, Spanish.)

Spanish-speakers from Houston and El Paso believed that donated blood could be sold for a
profit or could be part of illegal trafficking. Males and females from both language groups in
Brownsville and El Paso worried about whether or not biospecimens could be used for
harmful purposes or whether the sample would be stored perpetually without ever being
used. A few people in the English-language groups across the sites mentioned cloning as a
concern: “As long as they don’t do what they do in the movies, like clone you 20 times, |
guess it’s fine.” (El Paso, woman, English). Only participants from El Paso were concerned
that after you donate blood you are no longer in control of what kind of research it will be
used for. One man said: “After you donate, there’s no way of controlling. You don’t have a
way of controlling what they’re going to do with it.” (El Paso, man, English)

Participants described several aspects of biobanking that would facilitate their participation.
These facilitators included altruistic reasons, such as benefiting society, finding cures,
advancing science and potentially helping their families. Participants mentioned the
importance of education and information to make their community more knowledgeable
about the existence and the purpose of biobanking and how this process would likely lead to
increased participation. Participants described the potential to receive information about a
previously undiagnosed disease or condition they may have, the relative safety of
participating in biobanking, and culturally-sensitive recruitment strategies that would
facilitate their participation. The barriers and facilitators that emerged were sometimes the
inverse of one another, such that most barriers were identified as facilitators if resolved,
occasionally through strategies recommended by participants. For example, while
participants described a lack of understanding and information about biobanks as an existing
barrier to participation, they noted that acquiring sufficient information on the topic would
facilitate their future participation.

Altruism—~Participants from all focus groups regardless of gender, language or location
expressed a willingness to participate in biobanking for several altruistic reasons — a desire
to benefit society, benefit family members, advance science and find cures. The desire to
benefit society was the most frequently mentioned facilitator to participation across all
groups. For example, one man said: “I think that if you are donating your blood or a piece of
your skin, it is to try to help, not to benefit yourself.” (Brownsville, man, Spanish)
Participants also felt their participation in biobanking could contribute toward advancing
science and finding cures for diseases. One woman said that she would participate “because
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[donating biospecimens] helps them learn and investigate what medicines we need to cure
other illnesses.” (Houston, woman, Spanish) The idea of advancing science in particular was
more prominent in the following focus groups: Spanish language, female gender,
Brownsville and Houston.

Safety—~Participants from all focus groups felt that biobanking did not represent a major
risk or would not cause bodily harm since it required the donation of specimens such as
saliva and blood, specimens that the body is able to “easily replace,” and thus did not create
long-term bodily harm. Some were still fearful of needles or the possibility of contracting a
disease. The perception that there was minimal harm emerged particularly among female
participants from El Paso and Houston who had previous experience with donating blood,
plasma, or cord blood. Some participants seemed to rationalize participation by comparing
the altruistic reasons and the minimal risk of bodily harm from biobanking, saying: “I don’t
really mind | guess just to help out others. They’re just going to like try to figure out what
they can do better to make everything else work. | guess it’s a plus for them. It’s not going to
affect me.” (Houston, man, English)

Understanding biobanking procedures and purposes—Having sufficient
information on biobanking, defined as knowing what the biospecimens are going to be used
for, where they will be stored, what participation requires (e.g., time commitment, type of
specimen, and information collected) and potential side effects, was the second most
frequently mentioned facilitator. Sufficient information was a potential solution to the
barriers of lack of knowledge about biobanking and lack of information on the specifics of
biobanking participation. Mention of sufficient information was similar across male and
female focus groups from all locations, but the theme was more frequently mentioned by
English speakers.

Participants across the focus groups recommended educating the community about the
societal benefits that can emerge from scientific discoveries made through biobanking.
Participants felt it was important to address people’s misconceptions of what biobanking
actually means and what it would require from individual participants. Some participants
stated that close-mindedness in the Mexican-American community to medical research
could be overcome with increased knowledge and information on these types of studies.
Participants suggested having programs or events with the expressed purpose of informing
their community on biobanking. Overall, there was a sense that providing information on
what the specimen would be used for and how it would benefit others would increase
participation.

A number of participants from all focus groups mentioned the need for Spanish-language
staff and materials to inform the Hispanic community about biobanking. The ability to
communicate in Spanish was key, since some participants anticipated the need to ask
questions before agreeing to participate or receive information from others. Participants
from Houston and EI Paso cautioned that information should be available in Spanish at an
appropriate reading level.
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Perceived benefits to participation—~Participants noted several benefits to
participating, including finding out if they had certain conditions that they were previously
unaware of, the monetary incentives of participating, and finding out the outcome of the
research as a whole. There was a common perception among all focus group participants,
but particularly those who were Spanish-speaking, that biobanking participation would
result in a direct and personal diagnostic or therapeutic benefit. When prompted, participants
indicated that receiving the results of a blood test would be a benefit to participating. The
following potential benefits were highlighted: receiving lab results from blood work,
discovering the presence of a disease, learning how to avoid the onset of a disease, or
gaining access to treatment in the case of personal illness. This was especially important for
participants who had poor personal health or had family members that suffered from a
disease. Two participants from Brownsville (one male and one female) assumed that
participation would result in increased access to medical care.

When prompted as to strategies that might increase willingness to participate, participants
agreed that monetary incentives would be a benefit of participating; however, this was
mainly discussed among English-speakers. One participant brought up the story of Henrietta
Lacks to emphasize the point that individuals should be compensated for donating
biospecimens if their tissues end up being used by the scientific community. One English-
speaking male from El Paso indicated that even just receiving an acknowledgement of his
contribution would be a nice benefit. He said, “...feedback to tell you, you know what, we
did research. It’s helping these people or it’s going to help. We can find out this and that.
More information to us, to me as the donor... At least something to acknowledge you.”
Some individuals wanted to know the outcome of the research, such as finding out if their
sample was part of research that led to new cures or treatments. These kinds of facilitators
could be used to overcome the barriers related to lack of communication of the results.

Culturally-appropriate recruitment strategies—~Participants were asked about
strategies that might influence willingness to participate, such as having materials in
Spanish, having bilingual staff, or using word-of-mouth recruitment. Participants expressed
that having a well-informed and credible recruiter, using materials that are easy to
understand and linguistically-appropriate, and offering information orally rather than just on
paper would all be important. For example, one participant noted that “there are some people
that they understand better if you explain to them instead of reading it.” (Brownsville,
woman, English) When asked if staff from the same racial/ethnic group would make them
more willing to participate, one individual stated that a similar age, but not the race, of the
recruiter would be important. Other participants felt that it was important for friends to
encourage each other to get involved in biobanking and to spread the message by word-of-
mouth. Since most participants did not have a personal physician or physician friends, they
felt that physician-led recruitment would be an ineffective strategy since it would be difficult
to relate to them. One English-speaking male from Houston went so far as to say, “I don’t
know too many physicians. They are really like a stranger.” Some individuals did mention
that the recruiter or the person informing them about the study needs to appear credible for
them to want to participate. A few believed that greater interaction at the time of recruitment
(e.g., an explanatory video or face-to-face contact with a researcher), rather than just a
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brochure or an informed consent document, would increase individuals’ participation in
biobanks.

Discussion

This qualitative study examined factors that influence Mexican-American individuals’
willingness to participate in biobanking using focus groups in community settings in three
cities in Texas: Houston, El Paso, and Brownsville. Findings suggest that there is a lack of
understanding of biobanking among the Mexican-American population living in Texas. This
may stem from a general lack of education about biobanks, but it is compounded by minimal
outreach to the community by researchers to explain the intent of biobanks. The primary
barriers to future biobanking participation included lack of knowledge about medical
research and the existence of biobanks, lack of information on donating biospecimens, lack
of communication of the results, fear of pain or harm, and distrust of the healthcare system
or health research.

Despite some barriers, participants across all focus groups were generally willing to donate
specimens and often cited altruistic reasons for doing so, including to advance science. They
noted that they would be willing to participate as long as they had enough information about
the research and their personal bodily safety was protected. Other common facilitators
included benefiting society and finding cures. Several recommendations emerged as a result
of the focus group discussions that have important implications for recruitment of Hispanics
for biobanking, such as purposeful outreach to the Hispanic community using linguistically
appropriate materials and culturally sensitive methods to recruit participants.

There were some barriers that were more salient in certain groups. For example, limited
familiarity with medical research and the medical system came up more in El Paso focus
groups. Fear of pain due to needles generally came up more often with English-speakers,
Houston residents, and female participants, while the concern about dirty needles and
contamination came up mostly with Houston Spanish-speakers. Similarly, the fear that some
participants expressed about selling of specimens for the personal benefits of doctors or
researchers was mentioned exclusively in the groups with Spanish-speakers from Houston
and EI Paso. Concerns about unethical research were mostly expressed in groups from
Brownsville and El Paso.

Females in El Paso and Houston were concerned about not hearing any feedback about the
results of the research, while male participants were more concerned about not receiving
individual results after donating biospecimens. Females from El Paso and Houston who had
previous experience donating other specimens such as blood, mentioned the importance of
the perception that biospecimen donation is safe. English speakers from all locations most
frequently mentioned the need for sufficient information on the biobanking process and the
specifics of biospecimen donation. Despite differences in the main focus of the
conversations between the different language, site, and gender groups, most individuals
believed that they would be willing to donate if the barriers they experienced were
appropriately addressed.
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Many of our findings are consistent with those of other studies examining Hispanics’
willingness to participate in biobanking. As observed in studies with other Hispanic sub-
groups, Mexican-Americans in our study expressed an interest in donating biospecimens to a
biobank [8,20] and were willing to do so to help advance scientific research or for other
altruistic reasons, such as potentially benefiting family in the future [10,12-16,21]. Studies
with other racial/ethnic minority groups, such as African Americans, Vietnamese and
Chinese individuals [10,13,14,21] as well as Non-Hispanic Whites [22] also found that the
desire to help future generations and to contribute to science was a motivator for
participating in biobanking. As in our study, findings from other studies with Mexican-
Americans, Spanish-speaking Hispanics, and African Americans indicate that the desire to
participate in research that leads to new treatments, which may benefit future generations,
can outweigh issues of mistrust, and that with the adequate information, the limited mistrust
that may exist is not insurmountable [13,16].

Consistent with the findings from our study, studies with other Hispanic sub-groups and with
other racial/ethnic minority groups have identified barriers to participation which include
lack of understanding and awareness about biobanking, as well as some distrust in
healthcare providers [10,12-14,21]. Additionally, fear of pain (e.g. fear of needles) or harm
as a result of biobanking participation is a common concern across Hispanics [12,15,16] and
other racial/ethnic groups [10,13,21]. Like in our study, other studies with Puerto Ricans and
Mexican-Americans found that the most salient barrier was lack of access to relevant
information on biobanking and no awareness of the public benefit of having healthy
participants donate biospecimens [12,16]. Mexican-Americans in this study, like other
minority ethnic/racial communities, have indicated a need for greater public awareness and
education on biobanking and genetic research generally [10,23,24]. Other researchers have
suggested that leveraging social networks would be a helpful way to recruit Hispanics for
biobanking participation [11]. The use of social networks is in line with recommendations
from our participants who said they would prefer referrals for research from their family and
friends rather than from other referral sources such as physicians, with whom they may not
have a personal relationship.

Similar to studies across other Hispanics and racial/ethnic groups[12,13,15,21,25], some
participants had a misperception that participation in biobanking would result in personal
benefit such as being diagnosed if they had a disease, and this may have also informed their
willingness to participate. Often called diagnostic misconception, this belief is when
individuals misunderstand the intent of the research and believe there will be a personal
benefit to participating through receipt of additional medical care, such as diagnosis of
conditions of which they may have been previously unaware [16]. Researchers have created
an instrument that can help assess this diagnostic misconception in the Hispanic community
[26], which may be useful for future studies related to Hispanic biobanking participation. If
this misperception exists, further education about the intent of participation is warranted.

Although there were many similarities, a few results from our study were not consistent with
some of the commonly cited barriers and facilitators previously identified among Hispanics
or other racial/ethnic groups. For example, issues of privacy, consent, and confidentiality
have been mentioned consistently as concerns for other populations, including other
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Hispanic subgroups, other racial/ethnic minorities, and Non-Hispanic Whites
[9,10,13,22,27-29]. Those concerns were not explicitly mentioned as a barrier by our
participants. In contrast to other results [21], we did not find that practical or time
commitment barriers were particularly important. Our participants mentioned that a barrier
to participation is not being informed about the outcomes of the research and if their
participation had helped others or advanced science. To our knowledge, this is not a common
sentiment explicitly expressed by other groups. Although many of the same barriers and
facilitators observed in other racial and ethnic minority groups are applicable to Mexican-
Americans, special consideration should be paid to these differences when designing
interventions and educational materials for this specific population.

Future Research

Limitations

Conclusion

Given the needs vocalized by participants in this study to deliberately reach out to the
Hispanic community in a meaningful and appropriate way, researchers and practitioners
must look for ways to clearly communicate the purpose of population- and disease-specific
biobanking. We should use principles of clear communication [30], such as ensuring
appropriate literacy levels and cultural relevancy, to develop educational biobanking
materials and interventions to increase participation in the Mexican-American and Hispanic
communities. Future studies could use these and other results to improve community
engagement [31] and develop or adapt interventions to increase biobanking participation for
a Mexican-American population [32,33]. Additionally, future research should focus on
designing and implementing interventions for researchers to ensure that they are designing
protocols that are responsive to the community’s needs and desires, thus making
participation less burdensome and more appealing for participants.

This study has some limitations. We assessed future willingness to participate in biobanking
and did not speak to individuals who were offered biobanking and refused, or those who
have participated in biobanking. We also did not assess the willingness to participate in
specific types of research, i.e., diabetes or cancer; answers could have been different for
biobanking for specific types of research. The majority of our study participants had no
health insurance (66%) and were of low-socioeconomic status, limiting the applicability of
the results across all Mexican-Americans in Texas. Our study design allowed us to discuss
differences by gender, location, and language preference, but we were unable to make
comparisons by other demographic characteristics, such as insurance status, income or age.
Although we gathered demographic data prior to the focus groups, there is no way to link
these data to the qualitative data and thus the participants’ comments.

This study adds insights to the literature on Mexican-Americans’ perceptions of biobanking
participation. Overall, Mexican-American men and women are willing to participate in
biobanking as long as they are provided information about the purpose and use of their
biological sample, which has been previously noted in the literature [34]. Given the current
low levels of participation by Mexican-Americans in biobanking, coupled with the
increasing Hispanic population in the United States, there is a need to quickly address this
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problem. Results from this study can serve to inform the development or adaptation of
interventions and materials to increase awareness in the Mexican-American community, and
thus increase their representation in biobanks and the resulting research.
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Fig 1.
Network view of the facilitators and barriers for biobanking participation.
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Table 2
Focus Group Guide.
1. What do you know about biobanking?
a. Probe: What have you heard about it? Can you describe what it is? What do you think it is?

Read the following description:

Biobanking is the process of collecting and storing specimens of human fluids (like blood) and tissues for research. The specimens are often
used to develop or test a treatment for diseases such as cancer. Researchers use specimens from people with similar traits for their studies. (For
example, they might use only blood samples that have been donated by Mexican American males, age 18-25, who have smoked for 10 years or
more.) Having specimens from people of different races and ethnicities, different ages, and from men and women helps to ensure that the
treatments and tests developed will be appropriate for everybody. There are not as many specimens from Hispanics as there are for other groups.

2. Has anyone ever asked to collect or store your blood or other human tissue for research?

a. Clarify: The sample of blood or other human tissue was not taken by your doctor during a routine visit, but was stored to use in
future research projects.

3. How do you feel about people having their blood and other tissue collected and stored for research? And why?

a. If necessary, probe for attitudes: Ethical/moral/religious beliefs

4. How do you feel about the idea of you blood or tissue being stored for a long time?

5. Do you think you would be willing to have your blood or other human tissue collected and stored for research? Why or why not?

6. What things concern or worry you about having your blood or other tissue collected and stored for research?
a. Probe: If they mention fear...What do you think makes collecting blood or other tissue scary?

b. If necessary, probe for potential concerns: Fear, Misuse of blood/tissue, Loss of privacy, Mistrust of biobanks, Potential for future
discrimination, Security of the data

7. What would make you less willing to have your blood or other tissue collected and stored for research?

a. If necessary, probe for potential barriers: Lack of information, No direct benefit

8. What would make you more willing to have your blood or other tissue collected and stored for research?
a. Probe: What things would make you think it is a good idea?

b. If necessary, probe for potential facilitators: Provider recommendation, Word-of-mouth, Materials/information in English and
Spanish, Bilingual staff, Staff from same racial/ethnic group, Financial incentives, Location and time of blood collection, Control
over how blood is used and by whom

9. Do you think it is important for blood and other tissue to be collected for research? Why or why not?

10. What would be some good things about having your blood and other tissue collected and stored for research?

a. If necessary, probe for potential benefits: Helping other people, Scientific progress, Receiving results from blood tests

11. If you have children, would you consent to having their blood collected and stored for research? Why or why not?

12. How do you think others in your community feel about collecting and storing blood and other tissue for research?

13. Is there anything we didn’t discuss about biobanking that you would like to tell us or think we should know?
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Demographics of Focus Group Participants.

Language N (%)
English 47 (36.7)
Spanish 81 (63.3)

Gender
Male 54 (42.2)
Female 74 (57.8)

Age
Avg. age (sd) 40 (15)

Partner Status
Single/never married 47 (36.7)
Married or living with someone 66 (51.6)
Divorced, Separated, or widowed 14 (10.9)
Missing 1(.8)

Origin
Mexican 126 (98.4)
Other Hispanic 2(1.6)

Nativity Status
USA 48 (37.5)
Mexico 78 (60.9)
Other or missing 2(1.6)

Yearsliving in the U.S,

Avg. years (sd) 23(14)

Education
Some elementary or some middle school 36 (28.1)
Middle school and some high school 17 (13.3)
High school 26 (20.3)
Vocational school 14 (10.9)
Some college 22 (17.2)
College or graduate school 13 (10.2)

Household income
$0- $9,999 32 (25.0)
$10,000- $19,999 20 (15.6)
$20,000 or more 34 (26.6)
Don’t know, refuse to answer or missing 42 (32.8)

Medical Insurance
No medical insurance 85 (66.4)
Medicaid, Medicare, or Veteran’s military | 18 (14.1)
Private or managed care 19 (14.8)
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Language N (%)
Other or missing 6 (4.7)
Total 128 (100)
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