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Abstract

In 2022, the Hispanic population in the United States reached 63.6 million, accounting for 19% of the total population. Despite this growth, Hispanics are 
significantly underrepresented in research studies. The purpose of this mixed-methods study was to evaluate perceived research burden, explore perceptions 
towards participation in research studies, and solicit strategies to increase research participation in Hispanics. We recruited 25 Hispanic participants’ ages 
18-65 years from the community. Data were collected using a demographic data sheet, the Perceived Research Burden Assessment (PeRBA), and face-to- face 
interviews. It took about 10 minutes to collect the quantitative data. Interviews lasted 20 to 60 minutes. Audio-recorded interviews were transcribed and 
translated from Spanish to English by certified translators. Data analyses involved descriptive statistics, the Wilcoxon Rank Sum Test, and thematic analysis. 
Eighty (n =20) of the participants were female, 80% (n = 20) spoke a Spanish dialect as their primary language, 43.3% (n = 13) had an annual income of 
less than $20,000, 56% (n = 17) had no health insurance, and 49.9% (n = 15) had less than a 12th-grade education. The PeRBA revealed three main areas 
of research participation burden: 1) second thoughts about participating, 2) participation regret, and 3) participation costs. Five major themes emerged from 
the interviews: 1) lack of knowledge, 2) immigration status, 3) social isolation, 4) language and literacy, and 5) transportation. Two additional themes were 
academic and community partnerships, and community engagement via social media platforms.

INTRODUCTION

The Hispanic population is the fastest-growing minority 
group in the United States (U.S.). In 2022, an estimated 63.6 
million Hispanics were living in the U.S., comprising 19% of 
the total population [1], yet their participation in any type of 
research study is dismal. Ethnic and racial minority groups, 
such as African Americans (AA) and Hispanics, have historically 
faced underrepresentation across all types of research, which 
has been a significant national scientific concern for decades 
[2]. Despite efforts by the National Institutes of Health (NIH) to 
increase recruitment by implementing the NIH Revitalization Act 
of 1993 that mandates the inclusion of minorities in NIH-funded 
research [3], research participation rates among Hispanics have 
continued to remain low. For example, recent data shows that 
Hispanics participated in less than 1% of NIH-funded clinical 
trials, and their participation in cancer treatment clinical trials 
was only 2.2%, as compared to 82.9% for Whites and 6.2% for 
AAs [4-8]. Further, inadequate recruitment of representative 
study populations presents a significant issue as it hampers 

scientists’ ability to assess potential variations in drug efficacy or 
tolerability across subpopulations. This issue becomes even more 
impactful as cancer treatments increasingly target the molecular 
characteristics of specific tumor types. Failing to understand the 
safety and effectiveness of these treatments in different ethnic 
and racial groups could have significant consequences on patient 
outcomes.

Lack of diversity in research and/or clinical trials limits 
the generalizability of findings to minority populations, which 
consequently impedes the application of innovative treatment 
options, hinders progress in treatment safety and efficacy 
among minority groups, and prevents the development of 
policies and practices tailored to the needs of minority groups. 
Furthermore, the lack of generalizability of research findings 
contributes to health disparities [9,10] since minority groups 
may not have access to or knowledge of new treatments. Despite 
the need to increase Hispanics’ participation in research, there 
remains a dearth of studies that specifically focus on Hispanics’ 
perspectives towards research studies and possible solutions to 
engage Hispanics in research [11].
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The top factors that researchers have identified as barriers to 
Hispanics’ research participation are: language barriers, fear and 
lack of awareness, mistrust of the government or institutions, 
acculturation, and immigration status [12-14]. However, few 
studies have measured perceived burden quantitatively using 
validated instruments. In addition, there is limited research on 
Hispanics’ perceptions of research studies and solutions for 
increasing their participation. To our knowledge, this is the first 
study to use a validated instrument to assess barriers to research 
participation in the Hispanic population. The purpose of this 
study was to explore Hispanics’ perceptions about participating 
in research, assess the level of research participation burden, 
and solicit recommendations for increasing their participation in 
research studies to develop recruitment and retention strategies. 
This formative work will serve as the foundation for developing 
culturally relevant strategies aimed at increasing Hispanics’ 
participation in research studies to improve health outcomes in 
this group and reduce health disparities.

METHODS

In this mixed-methods study, we explored Hispanics’ 
perceptions and attitudes toward research studies, elicited 
solutions to increase their participation, and measured perceived 
research burden of participation. This study took place in 
Arkansas, a Southern state that has experienced a 400% growth 
in Hispanics since the 1990s [1]. Institutional Review Board 
approval from the researcher’s university was obtained prior to 
recruitment (IRB #206706). We primarily recruited participants 
at local events commonly attended by Hispanics, including 
venues such as food trucks and the Mexican consulate in Little 
Rock, the state’s capital city.

To establish trust with the community, the Principal 
Investigator, who is also Hispanic, visited these locations every 
week on the same day to recruit and collect data. Further, before 
contacting the participants, we provided key stakeholders at 
each recruitment site a comprehensive explanation of the study 
including the inclusion and exclusion criteria. Between March and 
July of 2018, purposive and snowball-sampling techniques were 
used to recruit 25 Hispanics as research participants. Eligibility 
criteria included being 18 years of age or older, living in Arkansas 
for at least one year, and self-identifying as Hispanic. The 
minimum state residency criterion was particularly important 
since it generally takes at least a year to become comfortable 
with a new community. Potential research participants were 
approached and provided a description of the study. The 
researcher then reviewed inclusion criteria and obtained consent 
in the preferred language (i.e. English or Spanish).

Data Collection

We used a 12-item demographic data sheet to collect 
participant demographics, the Perceived Research Burden 
Assessment (PeRBA), and face-to-face in-depth interviews. The 
PeRBA was chosen because it was developed to assess the impact 
of perceived research burden on the recruitment and retention 
of research participants [15]. The PeRBA consists of 17 items 

measured on a 5-point Likert scale ranging from 1 (strongly 
disagree) to 5 (strongly agree) and has a reliability of Cronbach’s 
alpha rated between .87 and .96. The PeRBA was translated from 
English to Spanish by certified translators. Subsequently, the 
translations were back translated to confirm the preservation 
of the original intent of the questions. Participants were asked 
to think about the current research study when rating how they 
felt about each of the perceived research burden items from the 
PeRBA. Each participant had the option to either complete the 
survey independently or choose to have the questions read to 
them by a member of the Spanish-speaking research team.

To ensure that the questions were written in plain language, 
the health literacy department at the researcher’s institution 
evaluated the PeRBA to determine the readability level (Flesch-
Kincaid Grade Level = 8.5). This is the first time that the PeRBA 
is being used in Hispanic population. Using this quantitative 
tool to measure burden is important to develop strategies to 
improve recruitment in this population. This measure will allow 
researchers to assess specific areas (domains) that influence 
Hispanics willingness to participate in research studies. After 
conducting an in-depth literature review, a culturally relevant and 
plain-language semi-structured interview guide was developed. 
The guide included questions aimed at capturing knowledge 
and awareness of research studies, barriers to participation, and 
strategies to increase research participation. Data was collected 
using face-to-face interviews. A member of the research team 
trained in qualitative interviewing conducted all interviews 
in Spanish. Interviews were conducted in a private area, audio 
recorded, and uploaded to an encrypted computer; interviews 
ranged in duration from 20 to 60 minutes. All interviews were 
de-identified and professionally transcribed, then translated into 
English and checked for accuracy prior to analysis by listening to 
the audio.

Quantitative Data Analysis

Data from the demographic data sheet and PeRBA was 
downloaded to SPSS [16] and analyzed. Descriptive statistics 
were used to describe the distribution of the burden scores. The 
mean and standard deviations were generated. Wilcoxon Rank 
Sum Test was used to compare the scores by years in US, age 
group, education level, and insurance status. The significance 
level was set to a p-value of 0.1. Descriptive sociodemographic 
statistics (i.e. frequencies and percentages) were used to 
summarize the study sample.

Qualitative Data Analysis

MAXQDA computer software [17] was used to sort, manage, 
and assist with data analysis. Clarke [18] and Braun’s [19] six 
step data analysis process helped to identify patterns or themes 
within the interview transcripts. Two researchers coded the 
first three interview transcripts independently and created 
a codebook with emergent codes based on the first three 
interviews. We subsequently used the codebook for analyzing 
the remaining interviews. One additional member of the research 
team performed confirmation coding analysis. Codebook 
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iterations were used to reach consensus on emergent themes 
and to verify data saturation. The research team met to discuss 
differences in interpretation of data and resolved all differences 
using a consensus model.

RESULTS

Eighty percent (n = 20) of participants were female and spoke 
a Spanish dialect as their primary language with Spanish as their 
secondary language; 62% (n = 13) had an annual income less 
than $20,000; 52% (n = 13) had no health insurance; and 56% 
(n =14) had less than a 12th grade education. See (Table 1) for 
detailed participant demographics.

Perceived Research Burden Assessment

Overall, the mean PeRBA results on a scale of 1 (strongly 
disagree) to 5 (strongly agree) was 2.78. The top three responses 

were: second thoughts about the decision to participate in 
research (Item 13; M = 3.08); regret regarding the decision to 
participate in research (Item 14; M= 3.04); and transportation 
costs associated with research participation (Item 17; M = 
3.0). The PeRBA identifies Item 13 as psychological; Item 14 
as psychological; and Item 17 as logistical. The results for each 
PeRBA item are as follows:

1.	 Item 1. I feel that this study’s visits might be too frequent. 
[logistical] (M = 2.84)

2.	 Item 2. I feel that this study’s visits might last too long. 
[logistical] (M = 2.83)

3.	 Item 3. I feel that participating in this study might take too 
much time away from my friends and family. [logistical] 
(M = 2.72)

4.	 Item 4. I feel that the researchers might ask me too many 
questions. [psychological] (M = 2.80)

5.	 Item 5. I feel that the researchers might ask me questions 
that are too personal. [psychological] (M = 2.72)

6.	 Item 6. I feel that the researchers might call or contact 
me or my family members too often. [psychological] (M = 
2.78)

7.	 Item 7. I feel that my personal information might not be 
kept private. [psychological] (M = 2.92)

8.	 Item 8. I feel that the research site might be too far away. 
[logistical] (M = 2.88)

9.	 Item 9. I feel that it might be inconvenient to get to the 
research center. [logistical] (M= 2.68)

10.	Item 10. I feel that it might be inconvenient to park at the 
research site. [logistical] (M= 2.83)

11.	Item 11. I feel that I may become emotionally upset by the 
research procedure(s). [psychological] (M = 2.40)

12.	Item 12. I feel that I may be physically harmed by the 
research procedures or study intervention. [physical]  
(M = 2.60)

13.	Item 13. I feel that I may have second thoughts about my 
decision to participate in this study. [psychological] (M = 
3.08)

14.	Item 14. I feel that I may regret my decision to participate 
in this study. [psychological] (M = 3.04)

15.	Item 15. I feel that this study might take too much time 
away from my chores and household responsibilities. 
[logistical] (M = 2.71)

16.	Item 16. I feel that this study might take too much time 
away from my, or my family member’s job. [logistical] (M 
= 2.56)

Table 1: Participant demographics (N = 25).

Category Response N %

Gender
Male 5 20

Female 20 80
Total 25 100

Age
18-40 19 76
41-70 6 24
Total 25 100

Nationality

Mexican 14 56
Other Latin American 

Country 11 44

Total 25 100

Years in the United 
States

0-15 Years 14 56
15+ Years 11 44

Total 25 100

Years in Arkansas
0-15 Years 20 80
15+ Years 5 20

Total 25 100

Marital Status
Single 6 24

Married/living with partner 19 76
Total 25 100

Education

No formal education 1 4
Primary to Secondary 

Education 16 64

Higher Education 8 32
Total 25 100

Employment Status

Full time 20 80
Part time 2 8
Retired 1 4

Housewife 2 8
Total 25 100

Income

$10,000-19,999 13 52
$20,000–39,999 10 40
$40,000–69,999 2 8

Total 25 100

Language

Spanish or Spanish Dialect 25 100
English 0 0

Spanish and English 0 0
Total 25 100

Health Insurance
Yes 12 48
No 13 52

Total 25 100
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17.	Item 17. I feel that it might cost too much to transport 
myself (or get) to the research center. [logistical]  
(M = 3.0)

The total burden score is the sum of the scores of all 17 
questions. The logistical burden score is the sum of the scores 
of nine questions (i.e., questions 1, 2, 3, 8, 9, 10, 15, 16, 17). The 
psychological burden score is the sum of the scores of seven 
questions (i.e., questions 4, 5, 6, 7, 11, 13, 14). The physical 
burden score is the score of question 12. We only included the 
participants who answered all the questions for calculating 
the total score and the subscale scores. In total, 18 participants 
answered all the 17 questions, 22 participants answered all 
the logistical domain questions, 21 participants completed 
psychological domain questions, and all participants answered 
the physical domain question. The total burden scores were 
similar by years in the US, age group, and education level (Table 
2). Participants who did not have insurance showed higher total 
burden score but this was not statistically significant. The average 
logistical burden score was higher for those who stayed in the US 
for less than 15 years, those who were younger than 25 years old, 
and those who completed 12th grade or below. Participants who 
did not have insurance had significantly higher logistical burden 
score than those who had insurance. The average psychological 
burden scores were very similar by years in US. Participants who 
were younger, and had no insurance showed relatively higher 
psychological burden score. The physical burden scores were 
similar by subgroups.

Qualitative Interviews

Factors affecting research participation: Hispanic 
participants reported a range of issues that served as barriers 
to participating in research studies and identified two strategies 
to increase the representation of Hispanics in research studies. 
Five major themes emerged from the interviews: 1) lack of 
knowledge, 2) immigration status, 3) social isolation, 4) language 
and literacy, and 5) transportation.

Two additional themes that involved fostering trust between 
researchers and the community were academic and community 
partnerships, and community engagement via social media. See 
(Table 3) for themes and sub-themes.

Lack of knowledge: Most participants expressed a pervasive 
lack of knowledge regarding research studies, including their 
purpose and potential benefits. In addition, most participants 
had limited or no knowledge of the terms “clinical studies,” 
“research studies,” or “medical research,” but most had a basic 
understanding of the term “experiment.” A few participants 
had some knowledge of the word experiment, but not related 
to scientific or medical research. Overall, they had negative 
information regarding experiments.

Furthermore, they lacked any previous exposure to research 
studies and did not know anyone who had ever participated in 
any type of research study. One participant stated, “I have never 
participated in a study nor any of my friends or family members. 
Not sure what they do to you.” Another participant stated, “Why 
would I need to participate in research studies? What would I get 
or how would it benefit anybody?” Lastly, one participant stated, 
“I don’t know anything about research studies, I have never heard 
such words. I would participate if I knew what I needed to do.”

Immigration status: Immigration or legal status was 
frequently cited as a barrier to participation in research studies. 
Many individuals expressed concerns about their legal status and 
encountered difficulties in engaging with institutions, specifically 
government entities, due to a lack of understanding regarding 
their role and function within society. One participant voiced his 
concerns as follows: “I am always afraid of sharing any type of 
information because I don’t know what they will do with it, plus 
they ask so many questions.”

Some participants were afraid of participating in any type of 
program since they lacked documentation and lived with fear of 
deportation; therefore, they were reluctant to participate in any 
outside activities, including research studies. Another participant 
stated, “I don’t have my documents. If I participate in any research 

Table 2: PeRBA Results by Demographics.

Demographic
Logistical domain (n = 22) Psychological Domain (n = 21) Physical Domain (n = 25) Total burden score (n = 18)

Sample (n) Mean (SD) p- value Sample (n) Mean (SD) p-value Sample (n) Mean (SD) p-value Sample (n) Mean (SD) p-value

Overall 22 24.95
(4.60) - 21 20.57

(2.38) - 25 2.6
(0.71) - 18 49.33

(5.09) -

Years in US 0.253 0.971 0.383 0.783

< 15 13 26.15
(2.08) 12 20.67

(1.67) 14 2.71
(0.61) 11 49.55

(3.88)
≥ 15 9 23.22 (6.59) 9 20.44 (3.21) 11 2.45 (0.82) 7 49 (6.93)

Age group 0.967 0.67 0.455 0.764
18-25 5 26.2 (1.3) 5 21.2 (1.1) 5 2.4 (0.55) 5 49.8 (2.28)
> 25 17 24.59 (5.17) 16 20.38 (2.66) 20 2.65 (0.75) 13 49.15 (5.9)

Education 0.124 0.609 0.481 0.718
12th grade or 

below 16 26.06 (2.93) 16 20.44 (2.56) 17 2.53 (0.51) 15 49.13 (5.58)

Some college or 
above 6 22 (6.99) 5 21 (1.87) 8 2.75 (1.04) 3 50.33 (0.58)

Insurance 0.10 0.175 0.858 0.274
Yes 9 22.67 (5.94) 9 19.67 (2.78) 12 2.58 (0.9) 6 47.17 (5.42)
No 13 26.54 (2.63) 12 21.25 (1.86) 13 2.62 (0.51) 12 50.42 (4.78)
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study, could they send me back? Then what will happen to my 
family?”

Social isolation: Social isolation was described by the 
participants as an overwhelming barrier that hindered their 
comprehension and engagement in any type of research study. 
Participants described how their inability to integrate/assimilate 
and engage with the broader society restricted their access to 
potential research study opportunities. Because they lived in 
neighborhoods where everybody had the same information, 
most were not exposed to new or different information or 
opportunities.

Some participants were willing to participate, but because 
of their social isolation they did not have the knowledge to seek 
those opportunities. One participant stated, “Living here in 
the US is good but we are not really part of the bigger picture. 
This makes it difficult for us to really participate in anything.” 
Another participant mentioned the following: “I feel like people 
like me don’t fit with the bigger society, so we stay away and we 
miss opportunities.” This inability to engage with the broader 
societal context created limitations, rather than opportunities, to 
participate in research studies.

Language and literacy: Participants identified English as the 
predominant language for everyday communication in the U.S. as 

a barrier. One participant stated, “Here, very few people speak 
Spanish. Everywhere we go, everything is in English, and I am 
not able to understand what is happening.” Another participant 
stated, “It’s difficult to want to participate in any research 
study when you don’t understand the language. It’s difficult 
to trust when you don’t understand what people are saying.” 
Further, they expressed frustration because, even when they 
were provided with written information in Spanish, they were 
unable to comprehend it due to its educational level, rendering 
the material inaccessible to them. One participant stated, “I don’t 
know how to read or write in Spanish or English. My primary 
language is a dialect, so even if I am willing to participate in 
research studies, I cannot do it because I don’t understand.” 
Most participants indicated their willingness to participate in 
research studies if the process was explained in Spanish, in plain 
language, by someone who understood and respected their 
cultural background. For example, one participant said, “I would 
participate, but it would be better if someone that looked like 
me, and understood my culture, would explain the purpose of 
research studies. That would help.”

Transportation: The lack of transportation was another 
significant barrier to participants’ involvement in research 
studies. The majority of families in the study sample owned a single 
vehicle, which was typically utilized by the head of the household 
for employment-related commitments. One participant stated 
the following, “I am willing to participate in a study but how will 
get there? I don’t have a car; we have to wait for my husband to go 
anywhere or I have to ask for a ride.” Another participant stated, 
“We live in a small town. If I need to go anywhere, I have to ask for 
a ride and we don’t have good public transportation in this town.”

Academic and community partnerships: Participants 
expressed a desire for researchers to be actively involved in 
the community beyond solely seeking to increase participation 
for their own research studies, indicating the importance 
of sustained engagement and prolonged involvement in the 
community. One suggestion was that researchers should 
participate in local community health fairs throughout the 
year. One participant described it as follows: “We have many 
health fairs throughout the year. Maybe researchers could 
provide information about the benefits of research studies to 
the community on an ongoing basis and not only when they 
need us.” Some participants recommended fostering ongoing 
collaborations between academic settings and the community; 
participants recommended establishing community advisory 
boards. These boards could serve as platforms for researchers to 
cultivate relationships and educate community leaders about the 
significance of research within the Hispanic community. Other 
participants explained it as follows: “Maybe the researchers 
can do workshops with our business, religious, and community 
leaders about research, and they can teach us, but it’s going to 
take time.”

Engagement through social media and traditional 
venues: Participants recognized the potential of leveraging 
modern technologies, such as social media platforms, to 

Table 3: Major themes and sub-themes from participant interviews.

Primary 
Themes Secondary Themes Sub-Themes

Barriers to 
Participation

Lack of knowledge

No concept of research
No history of previous participation

Do not know anybody that has 
participated

Immigration status/legal 
status

Mistrust in institutions
Lack of SS#

Lack of Driver’s license
Fear of deportation

Social Isolation
Not part of mainstream society

Living in set neighborhood

Language & Literacy

Institutionalization of English
Lack of translation into Spanish

Plain language translation
Literacy

Transportation
Lack of vehicle

Location of major academic setting
Convenience

Facilitators to 
Participation

Academics & community 
partnerships

Hosting community research events
Messaging from local institutions & 

bilingual staff
Provide culturally relevant research 

information

Engagement through social 
media & traditional venues

Use of newspapers
Television advertisement

Use of social platforms
Testimonial of individuals that have 

participated in research studies
Use of Telenovelas to Inform the 

community
Engage community leaders
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enhance research participation. Considering the widespread 
use of smartphones and social media among the Hispanic 
community, utilizing these channels could be an effective avenue 
for dissemination of information and teaching about research 
studies. One participant stated, “Everybody in my community 
has a phone in their hands. Maybe researchers can do videos 
about research studies and why they are important.” Another 
recommendation stressed the importance of researchers being 
actively present in the community, recognizing that face-to face 
meetings are essential for establishing trust. It was emphasized 
that building trust requires time and effort, underscoring the 
need for researchers or academic representatives to maintain a 
consistent and ongoing presence in the Hispanic community. For 
example, one participant stated, “Since we are too afraid to go to 
you, maybe you can be part of our community, be part of some of 
our festivities and activities.”

DISCUSSION

This is the first study to use the PeRBA [15], a validated 
instrument, with Internal consistency (Cronbach’s alpha rated 
between .87 and .96) to evaluate the perceived research burden 
among an all Spanish speaking community living a Southern 
state. Based on our qualitative results, the PeRBA was consistent 
in identifying barriers to Hispanics’ participation in research 
studies. For individual assessment items, participants reported 
higher level of agreement for two items (psychological and 
logistical burden): second thoughts about the decision to 
participate in research (psychological burden); regret regarding 
the decision to participate in research (psychological burden); 
and transportation costs associated with research participation 
(logistical burden).

Psychological Burden

The major PeRBA research burden area (domain) that 
impacted this community was psychological burden. Feedback 
from the interviews revealed that psychological concerns were 
related to lack of knowledge regarding research studies. In this 
sample, most participants did not understand the reseach process 
or the need for actively participating in reseach studies. This 
further supports the need for exploring ways to educate minority 
groups on the importance of research, as well as the need for low-
literacy research materials to increase understanding, thereby 
reducing psychological research burden.

Social Isolation and Integration

The social isolation discussed by the participants in this 
sample is not lack of interaction within the community. They 
were describing their small social network and infrequent 
participation in social activities outside of their social networks. 
The participants were discussing feeling separate from 
main stream society. This lack of integration was perceived 
as perpetuating the same information which may impede 
participation in research studies. There is ample literature on 
the impact of social isolation and health outcomes, aging, and 
psychosocial issues in minority groups [20-23]. However, social 

isolation and integration have not been throughtly explored as 
a barrier in research participation. Perhaps researchers can use 
these findings to develop interventions that take into account this 
phenomenon and consider educating the Hispanic community by 
using grassroot movements.

Logistical Burden

The second highest PeRBA research burden area (domain) 
was logistical burden. Our study found that participants who had 
higher logistical burden were those who did not have insurance, 
had lower education level, or stayed in the US for a shorter 
time. Logistical issues such as possible transportation costs and 
other transportation issues were mentioned in the qualitative 
interviews. This finding may also explain the high rate of lost 
participant follow-ups in longitudinal studies.

Transportation

Issues with transportation was a significant barrier in this 
study sample. Most participants voiced concerns about only having 
one vehicle per household and usually that vehicle was used by 
the head of the household for employment purposes. Even the 
basic errands such as going to the grocery store were postponed 
until the head of the household return from work or they had to 
ask for a ride from a relative or friend. Our findings are consistent 
with other studies that found that lack of transportation is a not 
only barrier to research participation but is a chronic barrier in 
the Hispanic community [12,24,25]. Research institutions should 
consider providing or finding strategies to minimize this barrier 
especially those seeking to incorporate minority groups in their 
research projects. Researchers should consider budgeting for 
transportation when working with minority groups. Another 
strategy would be to identify community leaders that would be 
willing to transport participants. This would also help to build 
rapport and research engagement in Hispanic community.

CONCLUSION

Limited studies have reported the research burden assessed 
by PeRBA. One study assessed the perceived research burden 
using PeRBA in Alzheimer Disease and Related Dementias 
(ADRD) logitudinal studies [26]. This study found that higher 
burden scores were associated with low participation rate and 
low retention rate. In addition, our findings were consistent with 
those of previous studies, i.e. barriers to participation included 
lack of knowledge, Immigration status, language and literacy, 
transportation and social isolation [4,27,28]. In 2014, Ceballos 
et al. established that Hispanics are willing to participate in 
research studies; yet, their distrust stemmed from lack of 
information and knowledge, which could be overcome through 
education. Our findings align with previous research indicating 
a congruence between participants in this sample and previous 
participants who were more willing to participate if given 
the opportunity, but their hesitancy arose due to insufficient 
knowledge, limited access to credible information sources, and 
a dearth of opportunities to actively participate. To increase 
Hispanics’ knowledge of research studies should be a priority 
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to improve their participation in research. This can be done by 
increasing the presence of researchers in the community. This is 
a costly and time consuming idea but this might be the only path 
to increase participation.

Language and literacy are protracted barriers that hinder 
participation and contribute to increased mistrust among non-
English speaking participants. Our findings are consistent with 
George, et al. [29] who reported that lack of bilingual staff and 
informational materials in Spanish were barriers to Hispanics’ 
research participation. Similarly, in our study, participants 
expressed a desire for translated study information in their 
native language and presented in a manner that was easy-to-
understand, i.e., plain language. Furthermore, they emphasized 
the importance of receiving study information by study staff who 
shared their cultural background and looked like them. These 
preferences align closely with the findings of Ford, et al. [30] who 
reported on the importance of having Spanish- speaking personnel 
available to assist with the recruitment of Hispanic participants. 
In addition to language barriers of participants, Chen, et al. [31] 
reported that despite the federal mandates to include minority 
groups in research studies, principal investigators are less likely 
to include participants that do not speak English as their primary 
language in research studies. In a study conducted by Benavides-
Vaello, [32], a significant number of participants expressed 
concerns about their legal status, leading to misconceptions 
regarding research participation and immigration. Participants 
were worried about being reported and uncertain about the 
role of the institution and immigration authorities. Furthermore, 
they experienced anxiety and apprehension about participating 
in studies and the potential risk of not being able to return 
to their families if immigration enforcement were to occur. 
These concerns acted as burdens and potentially impacted 
their willingness to participate in research studies. Similar 
concerns were reported by Sage, et al. [33], who found that 
political incivility and immigration concerns impact desirability 
to participate in research studies. Others studies similary have 
reported that immigation status impacts Hispanics willingness to 
participate in research studies. For example, George, et al. [29] 
found that misconceptions regarding immigration were common 
among their Hispanic study participants. Further, a recent case 
study by Benavides- Vaello [32] reported that political issues 
or political reteric impacted the recruitment of Hispanics in 
their studies. This highlights the importance of working in the 
community to buidling trust and rapport in order to clarify the 
role of health instituions and clear the misconception that are 
part of the Hispanic community.

Academic and Community Partnerships

The PeRBA results provided useful information about 
feasibility of the study design and overall interest of the study 
population. Future study procedures should consider tailoring 
the recruitment and retention strateies at the study design stage 
to increase research participation. Our findings are consistent 
with other studies that reported the importance of building 
relationships between community members and academia to 

improve Hispanics’ research participation. This fundamental 
solution proves effective when working with other minority 
groups [34,35]. Due to the complex socio-political situation 
of Hispanics living in the U.S., academic settings interested in 
working with Hispanic communities must invest resources and 
time to improve research participation. Materials used to recruit 
participants should be culturally relevant and linguistically 
adapted for the population of interest. Increased partnerships 
with the leaders in the Hispanic community such as faith-based 
organizations, local Hispanic businesses, community event 
planners, and other established Hispanic organizations will help 
to build trust and develop long-standing relationships. Bryant 
et al. [36] was successful in conducting a community needs 
assessment in Hispanics using the principles of community-based 
participatory research. In this study, the researchers recruited and 
trained local faith leaders to collect data. Prior to data collection, 
a group of 10 faith-leaders participated in a 15-hour face-to-face 
classroom training in the community. The training was held at 
local restaurants owned by Hispanics and a Spanish- speaking 
individual facilitated the trainings. The community’s eagerness 
to learn about research and their receptiveness to researchers 
were essential factors in building trust and increasing research 
participation among Hispanics. This study demonstrated that 
Hispanics are willing to learn and welcome partnerships with 
academic settings if approached appropriately.

Engagement through Social Media

Another strategy discussed by the participants was the 
use of social media platforms to connect with the Hispanic 
community and disseminate information. Using technology and 
social platforms to provide education about research, as well as 
its benefits and upcoming research opportunities, has not been 
extensively used in the Hispanic community [37]. The benefits 
of these platforms includes accessibility, low cost, and rapid 
transmission throughout a wide community [38,39]. Further, 
studies have demonstrated that social platforms can be effective 
when working with hard to reach populations [37,40]. According 
to the Pew Research Center [38], in the realm of social media 
platforms, Blacks and Hispanics emerged as prominent users, 
with 74% and 72% respectively using Facebook in 2021, in 
contrast to 67% of Whites. Moreover, Hispanics also stand out 
as predominant users on various other social media platforms, 
notably Instagram and WhatsApp. With the evident preference 
of the Hispanic community for social media sites, these platforms 
seem to possess significant potential for effectively distributing 
information and possibility using these venues for recruitment 
purposes to increase their research participation. Therefore, 
researchers should incorporate social media platforms into their 
recruitment strategies when aiming to include Hispanics in their 
research studies.

LIMITATIONS

These study results should be interpreted with the 
understanding that the Hispanic population is composed of 
various subgroups with diverse beliefs, socioeconomic status, 
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and cultural backgrounds. One limitation is that most of the 
participants in this sample were foreign- born and living in a rural 
Southern state. In addition, PeRBA was evaluated in a population 
of non-Hispanic volunteers. Future studies are needed to 
examine PeRBA in a larger Hispanic or more diverse population. 
As a result, findings might not be directly applicable to Hispanics 
living in large cosmopolitan states such as New York, California, 
or Texas. Despite these limitations, the findings provide better 
understanding of the barriers to research participation in 
Hispanics. Thus, this information could potentially lead to the 
development of new strategies to improve Hispanics’ research 
participation.
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