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Abstract

Background: Latinos constitute 17% of the US population and are one of the largest ethnic
groups; however, only 7.6% participate in research studies. There is a disproportionately high
number of Latinos living with type 2 diabetes mellitus and are at increased risk for cardiovascular
events. Research to elicit facilitators and barriers for participation in research and effective
recruitment strategies is limited.

Aims: This article reports the qualitative findings of a mixed-methods study examining perceived
facilitators and barriers for research participation, and explores decision-making processes and
ascertains ethnic values that influenced their decisions among Spanish-speaking Latinos with type
2 diabetes mellitus.

Methods: Semi-structured interviews were conducted with 25 participants (mean age 50.8 £ 9.4
years, 76% women and 28% employed). Participants were asked to elaborate on perceived
facilitators and barriers to research participation. All interviews were conducted in Spanish.
Transcribed interviews were analyzed through conventional content analysis.

Results: Three themes emerged from transcribed interviews: (a) lowering barriers to access
health-related expertise; (b) language concordance; and (c) trusting relationships. Perceived
barriers to research participation included work schedule, childcare, transportation and ethnic
beliefs.

Conclusion: Strategies to support learning, language concordance and establishing trusting
relationships among Spanish-speaking Latinos may be key to increasing Latinos in research
studies.
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Introduction

There are 53 million Latinos living in the United States of America (USA), representing
17.4% of the US population now, which is projected to grow to include 28.6% of the
population by 2060.1 Also growing is the disproportionately high numbers of Latinos living
with chronic conditions. The American Heart Association identified three cardiometabolic
risks: blood pressure, fasting plasma glucose and total cholesterol that increase the
probability of vascular events or developing diabetes.23 Diabetes lowers life expectancy by
15 years and increases risks for atherosclerotic cardiovascular disease (CVD) by two to four
times and tends to be more extensive compared to those without diabetes.*® Two out of
every three people with type 2 diabetes mellitus (T2DM) will be diagnosed with
hypertension and the odds for a stroke are 1.5 times higher; therefore, prevention and
management of atherosclerotic CVD risks are major goals of T2DM management.

The burden of diabetes and atherosclerotic CVD complications is distributed
disproportionately, several ethnic and racial groups experience minor improvements due to
the patients’ contextual circumstances that include healthcare systems and the environment.”
Approximately 23% of US Latinos live in poverty, about one-third lack healthcare coverage,
have lower rates of education attainment, and limited English proficiency compromises the
delivery of care that ultimately impacts clinical outcomes.8:° Data show that Latinos are 1.7
times more likely to be diagnosed with diabetes and three times more likely to start
treatment for end-stage renal disease than non-Hispanic whites, with Latino women 1.5
times more likely to die of diabetes than non-Hispanic white women.10 Latinos experience
worse glycemic control and a higher rate of diabetes-related complications (e.g.
macrovascular events including myocardial infarction, hypertension and stroke, renal disease
and death).1! However, when it comes to representation in research studies (i.e. clinical
trials) that could enhance clinical and psychosocial outcomes, Latino participation remains
low. The National Institutes of Health reports that minorities make up 30% of enrollees in
clinical trials and Latinos represent only 7.6% of those participants.12

Several factors including distrust, lack of healthcare coverage, lack of childcare, language
barriers, work schedules, legal status, cultural differences, religion and family have
contributed to the underrepresentation of Latinos in research studies.13-1° Investigators
recruiting Latino research participants mitigate some of these factors with bilingual staff,
free onsite childcare, in-home interventions or integration of ethnic foods, but there remains
a gap of relevant strategies for a heterogeneous Latino culture.16:17

However, there is a paucity of research that focuses on the participation of Latinos in studies
to enhance clinical outcomes, self-management and psychosocial wellbeing in Spanish-
speaking Latinos with T2DM, and little is known about the effectiveness of different
recruitment strategies on representation in research among this subgroup of individuals.
Moreover, there is sparse funding available to identify effective recruitment and retention
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methods of ethnic minorities.18 Thus there is an urgent need to understand better the
perceived facilitators and barriers for participation in research and find successful
methodologies of recruitment that increase the representation of Latinos in research that
could improve health and reduce the impact of chronic disease in this high-risk population.

The overall goal of this exploratory qualitative study was to elicit perceived facilitators and
barriers for participating in a research study among Spanish-speaking Latinos with T2DM.
The specific objectives were to explore their decision-making processes and ascertain values
that influenced the decision to participate in research, in order to suggest strategies for
enhancing the representation of Latinos in clinical trials that could result in enhanced
clinical outcomes, self-management and psychosocial wellbeing.

One-to-one semistructured interviews were used to develop an understanding of the
perceived facilitators and barriers to participation in an ongoing intervention study, which
was designed to examine the impact of shared medical appointments and coached care on
clinical outcomes, self-management and psychosocial wellbeing among Latino patients with
T2DM. Latinos were recruited from a federally qualified health center, which provides
comprehensive health services to medically underserved populations. The principal
investigator of the study was also a primary care provider in the clinic. Eligibility criteria for
the study included individuals over 18 years of age, uncontrolled diabetes (glycosylated
hemoglobin >8.0), absence of diabetes complications (e.g. renal failure or amputation),
communication deficits (vision or speech impairment), and willingness to attend six monthly
meetings lasting 1-1.5 hours.

Participants were asked: (a) what motivated you to participate in the current research study?
and (b) are there any reasons that made you reluctant to participate in the current research
study? They were asked to explain their responses to determine factors in the decision-
making process (e.g. language, ethnicity concordance) and to ascertain values that impacted
decision-making processes to research participation. All interviews were conducted in
Spanish by a single interviewer (JAH).

Data analyses

NVivo (version 10; QSR International, MA, USA)19 was used to organize transcript coding
for easy retrieval. As with all qualitative data software, it is important to emphasize that
actual coding/analysis is done by the research team. SPSS (version 22.0; IBM Corp.,
Armonk, NY, USA)20 was used to calculate descriptive statistics of demographic data,
frequencies of themes and inter-coder reliability. Due to the scarcity of data about perceived
barriers and facilitators for participating in research for Spanish-speaking Latinos with
T2DM, transcribed interviews were analyzed through conventional content analysis using
inductive code generation.2! Each transcript was independently coded by two coders (JAH
and LSE). Coders resolved coding disagreements through discussion. Codes were collapsed
into higher-level themes organized around two related topics, facilitators and barriers to
research participation and elements of the decision-making process.

Eur J Cardiovasc Nurs. Author manuscript; available in PMC 2021 May 04.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Hildebrand et al.

Results

Page 4

Twenty-five Spanish-speaking participants ranging in age from 31 to 66 years (M 50.8, SD
9.40) provided responses to the two open-ended questions. Nineteen (76%) were women and
16% completed high school. Four (28%) were employed and only 12% reported that their
financial income was enough to make ends meet.

Three primary themes emerged from the transcribed interviews: (a) lowering barriers to
access health-related expertise; (b) language concordance with the research team; and (c) the
importance of trusting relationships. Illustrative quotes are presented in Table 1.

Lowering barriers to access health-related expertise

This feasibility study incorporated health coaching intervention into shared medical
appointments for Spanish-speaking Latino adults with T2DM. In general, participants
wanted to learn how to take better care of themselves to improve their diabetes. The
combination of diabetes education with provider access was central to the decision-making
process. Access to the provider facilitated open discussions regarding health and myths
about diabetes. Participants also felt that the process to access clinical records (e.g.
laboratory results) was simplified.

Some participants expressed that they were reluctant to participate in research not because
they did not see the value, but because it was logistically difficult for them to complete the
study procedures. To alleviate some of these barriers, the day and time of the study was
based on participants’ input during the recruitment phase. Two groups met on the weekend
to accommodate individuals working full time or for transportation purposes. A weekday
group was scheduled for weekend workers or those assisting family members at flea markets
where independent vendors sell discounted goods to the public. Family members (e.g.
spouse, siblings or adult children) were encouraged to participate in the activities. Although
childcare was not provided, participants were advised that coloring books and crayons
would be available. Moreover, childcare was defined in the context of each participant. It
was not always the child—parent dyad who required childcare, rather it was a child—caregiver
dyad. The child was either an extended family member (i.e. grandchild, niece or nephew) or
the participant was hired to care for the child. Socioeconomic barriers were identified as
obstacles to research participation. Although only four participants were employed, others
would choose to work if the opportunity arose. These jobs included day laborer, babysitting,
house cleaning or selling seasonal foods (i.e. tamales). There was no cost to participate in
the study, yet enrollees identified financial constraints as a barrier. On further probing, they
clarified that they would not be able to achieve goals, such as preparing healthy foods that
they knew they could not afford. Transportation was also asserted as a barrier.

Participants elucidated cultural beliefs as barriers to learning. One example was an emotion
referred to by participants as ‘fatal” or an overreaction to an event such as the initial
diagnosis of diabetes. Fatalism is a cultural belief that life events are beyond one’s control
and is conceptualized as negative beliefs and attitudes regarding health-seeking behaviors,
screening practices and illness.22 Other cultural barriers included the belief that fright
(susto) triggered diabetes, medications would harm the liver and kidneys, or out-of-control
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diabetes may be due to witchcraft. Participants acknowledged that believing these myths was
harmful because individuals would not seek any help. However, participants associated
diabetes education as an integral intervention to dispel these cultural beliefs.

Language concordance

Language concordance was critical for these Spanish-speaking participants. Twenty-three
(92%) of the participants were monolingual Spanish speakers. They expressed more
satisfaction when they could speak directly to staff and felt better understood when the
individual was bilingual. Participants identified the use of interpreters as a barrier to
language concordance. They felt that interpreters could not fully explain all their feelings
and symptoms. They felt lost in translation when a combination of Spanish and English was
used to give them instructions.

Trusting relationships

Trust (confianza) was an overarching theme that influenced participants to enroll in the
study. Relationships (personalimo) were associated with friendliness (simpdtico) and caring.
Some of the participants knew the investigator as their provider and felt comfortable
enrolling in the study. Other participants enrolled because their provider recommended the
study as an opportunity to learn more about diabetes and improve their health. Each
participant was scheduled an appointment with the investigator to explain the study, sign the
consent and complete prescreening forms. Participants described this face-to-face interaction
as individualized and more welcoming. The salient effect of this strategy added a personal
touch to the recruitment phase of the study.

Participants identified a hurried attitude as a barrier to developing a trusting relationship.
One participant explained that a hurried individual does not take the time to listen and tends
to be self-centered. Participants found it challenging to build any type of relationship with
such a hurried individual.

Conclusion

Recruitment of Latinos remains a challenging effort for investigators, but this may not be
due to lack of interest in participation. A number of people saw value in participation. The
study aimed to identify facilitators and barriers to explore decision-making processes and
ascertain values that influenced their decisions. Decision-making is a multifactorial process.
Based on interview responses, participants were willing to enroll in the study because it
fulfilled a need that was important to them. The study offered an educational and supportive
intervention to improve glycemic control and ultimately their health. The availability of the
provider as part of the study added value because it removed barriers to access.

However, logistical and cultural barriers make it hard to participate and should be addressed.
Logistical facilitators included bilingual/bicultural staff, convenient location, schedule and
ease of bringing family members and children to the study. It is important to note that
participants were queried on the best time to schedule the program, which gave them a sense
of participating in the planning process. Recruitment of Latino participants obligates
researchers to recognize the complexity of ethnic beliefs and norms in social and economic

Eur J Cardiovasc Nurs. Author manuscript; available in PMC 2021 May 04.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Hildebrand et al.

Page 6

contexts. However, Latino is a general term that encompasses a group of subcultures spread
across the USA, each with distinct traditions. This is further complicated when assimilation
involves cultural variations. It is unreasonable to define a set of interventions that is

applicable to all subcultures, but it is prudent to clarify practices unique to the participants.

This study has some limitations, and the results should be interpreted with the understanding
that Latinos comprise a heterogeneous population with diverse beliefs. One limitation is that
participants in this sample were already enrolled in a research study, so each was motivated
to participate. Information from non-enrollees was not captured, which would highlight
more barriers to research participation. Despite these limitations, our findings provide
researchers and clinicians with a better understanding of the facilitators and barriers to
research participation in a sample of Spanish-speaking Latinos with T2DM to reduce
atherosclerotic CVD complications and vascular events.

In conclusion, although the primary motivation to enroll in the study was based on learning,
there was a consensus among the participants that language concordance with the research
team was crucial. Along the line of transparent communication was an overarching theme of
trust, much of which was associated with the provider who recommended the study. Future
studies must consider collaborative studies that include research and clinical personnel
together as an effective strategy to attract more Latino participants. However, the take-home
message is that many Latinos may have a genuine motivation to ‘share their stories and help
others understand their struggles’ and that investigators should lower barriers to allow this to
happen.

Funding
This research received no specific grant from any funding agency in the public, commercial, or not-for-profit
sectors.

References

1. Colby SL and Ortman JM. Projections of the Size and Composition of the U.S. Population: 2014 to
2060: populaion estimates and projections U.S. Census Bureau. www.census.gov/content/dam/
Census/library/publications/2015/demo/p25-1143.pdf (accessed 19 May 2018).

2. Bayog ML and Waters CM. Cardiometabolic risks, lifestyle health behaviors and heart disease in
Filipino Americans. Eur J Cardiovasc Nurs 2017; 16: 522-529. [PubMed: 28756695]

3. Ma YY, Huang TJ, Lin MS, et al. Early detection of oral health status and cardiometabolic risk
factors among reproductive-aged women in rural areas: A cross-sectional study. Eur J Cardiovasc
Nurs 2017; 16: 484-491. [PubMed: 28756697]

4. Brown AF, Ettner SL, Piette J, et al. Socioeconomic position and health among persons with
diabetes mellitus: a conceptual framework and review of the literature. Epidemiol Rev 2004; 26:
63-77. [PubMed: 15234948]

5. Wagner J, Lacey K, Chyun D, et al. Development of a questionnaire to measure heart disease risk
knowledge in people with diabetes: the Heart Disease Fact Questionnaire. Patient Educ Couns 2005;
58: 82-87. [PubMed: 15950840]

6. Gary TL, Narayan KM, Gregg EW, et al. Racial/ethnic differences in the healthcare experience
(coverage, utilization, and satisfaction) of US adults with diabetes. Ethn Dis 2003; 13: 47-54.
[PubMed: 12723012]

7. Ski CF, Thompson DR, Fitzsimons D, et al. Why is ethnicity important in cardiovascular care? Eur J
Cardiovasc Nurs 2018; 17: 294-296. [PubMed: 29609481]

Eur J Cardiovasc Nurs. Author manuscript; available in PMC 2021 May 04.


http://www.census.gov/content/dam/Census/library/publications/2015/demo/p25-1143.pdf
http://www.census.gov/content/dam/Census/library/publications/2015/demo/p25-1143.pdf

1duosnue Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Hildebrand et al.

Page 7

8. Juckett G Caring for Latino patients. Am Fam Physician 2013; 87: 48-54. [PubMed: 23317025]
9. Caballero AE. Building cultural bridges: understanding ethnicity to improve acceptance of insulin
therapy in patients with type 2 diabetes. Ethn Dis 2006; 16: 559-568. [PubMed: 17682263]
10. US Department of Health & Human Services Office of Minority Health. Profile: Hispanic/Latino
Americans. www.minorityhealth.hhs.gov/omh/browse.aspx?Ivi=3&Ivlid=64 (accessed 27
November 2017).

11. Emdin CA, Rahimi K, Neal B, et al. Blood pressure lowering in type 2 diabetes: a systematic
review and meta-analysis. JAMA 2015; 313: 603-615. [PubMed: 25668264]

12. Brown SD, Lee K, Schoffman DE, et al. Minority recruitment into clinical trials: experimental
findings and practical implications. Contemp Clin Trials 2012; 33: 620-623. [PubMed: 22449836]

13. Ibrahim S and Sidani S. Strategies to recruit minority persons: a systematic review. J Immigr Minor
Health 2014; 16: 882-888. [PubMed: 23338906]

14. Cutts T, Langdon S, Meza FR, et al. Community health asset mapping partnership engages
Hispanic/Latino health seekers and providers. N C Med J 2016; 77: 160-167. [PubMed:
27154880]

15. Bonevski B, Randell M, Paul C, et al. Reaching the hard-to-reach: a systematic review of strategies
for improving health and medical research with socially disadvantaged groups. BMC Med Res
Methodol 2014; 14: 42. [PubMed: 24669751]

16. Reidy MC, Orpinas P and Davis M. Successful recruitment and retention of Latino study
participants. Health Promot Pract 2012; 13: 779-787. [PubMed: 21540195]

17. Whittemore R Culturally competent interventions for Hispanic adults with type 2 diabetes: a
systematic review. J Transcult Nurs 2007; 18: 157-166. [PubMed: 17416718]

18. Napoles AM, Gregorich SE, Santoyo-Olsson J, et al. Interpersonal processes of care and patient
satisfaction: do associations differ by race, ethnicity, and language? Health Serv Res 2009; 44:
1326-1344. [PubMed: 19490162]

19. Andrew C, Traynor V and lverson D. An integrative review: understanding driving retirement
decisions for individuals living with a dementia. J Adv Nurs 2015; 71: 2728-2740. [PubMed:
26224421]

20. Wagner WE. Using IBM® SPSS® Statistics for Research Methods and Social Science Statistics.
SAGE Publications; 2016.

21. Hsieh HF and Shannon SE. Three approaches to qualitative content analysis. Qual Health Res
2005; 15: 1277-1288. [PubMed: 16204405]

22. Espinosa de Los Monteros K and Gallo LC. Fatalism and cardio-metabolic dysfunction in
Mexican-American women. Int J Behav Med 2013; 20: 487-494. [PubMed: 23001764]

Eur J Cardiovasc Nurs. Author manuscript; available in PMC 2021 May 04.


http://www.minorityhealth.hhs.gov/omh/browse.aspx?lvl=3&lvlid=64

Page 8

Hildebrand et al.

‘[suononnsui] awes ayy aw sjj81 isnl [1apinoid] Ing djay siow oy ¥se 03 JUBM | "UIINSUI LIBIS ISNW | MOU puR
210w 3s1019%3 ‘se|[110] Auew 0oy Buires dols 1snw | Teyl pue pajjosauodun [|1is si Sa1ageIp AW Jey pjol We | 'Spuodas Maj e 1o} Japinoid Aw aas | ‘o1uljo syi Ul

*++sBulyy 196104 aw saxew 31 "paysnJ aqg 03 1| J.uop |
SJom
10U S30p 3Ys asnedaq Aepinjes uo aw Burig ues Jaybnep Aw **aw oy Apnis ay 0 awil ayl pabueyd ays "suonisenb Aw palsamsue pue adiu AIA sem ays "

"a18y We | Aym s,1ey1 oS "saiaqelp Aw yim aw djay pjnom 11 asneaaq [Apnis ayi] papuswiwiosal Japinoid AN

"SOAI| UMO
118Y3 yum Asng 001 a1e A3y} INg ‘UOITBULIOJUI BY) MBIARI W d[ay Jaguuaw AjiLuey & 9ARY 0} PJO} SBM | “LUBY) pUBISISpUN JoU Op | INg peal 0} sisjydued 16 |

"W puelsIapuN []1M NOA asnedaq 1a1aq s ysiueds seads noA 1eyy Buimou **puelsiapun 10U op | 1eyl spJom sasn Japiaoad [owun)o] Aw-

“uoleWIOLUI BY} INOge SUoNsanb a1ow Xse ued | pue ysiueds ul 1 surejdxa Japiaoid AW usym aiow ules| | ‘JueLodwii si 81ed sa1agelp Aw Mous| |

*+*AJBSS308U SI 31 pUR 19390 YINW SI dW puBISIapuNn ued oym auoawos Buiaey ng ‘poob Asan si Japinoid [o1unjo] Aw- -

18410 yoea djay 01 Aem Ajuo ayi si 31 Ing ‘pred 186 1,uop | “Jom ued Jsyybnep Aw os “ uospueld Aw Jo a1ed ayel | 'HJom 01 Sey auQ

"Jyb1ly JO asnedaq SalaqgeIp aARY | 1Y} PO} SeM | “*"salagelp asned yulyy ajdoad yeus sya1jaq Auew 0s aJe a1ay L

*10J00p AW Se 0} aneY | pue salagelp

AARY | *"OU WYY []81 | “*" g3y 10 auId1paw eyl Jo SIy1 axel 03 aw [183 [Ajiwey ‘sioqubiau ‘spuaty] Asyp ‘suonsanb Jamsue ued [ays] ‘asay [1apinoid] BuineH

419518y JO 218D 932} 0} MOY MOU 0} SIUBM PUE Sa)aqgeIpald sey ays asneosq Jaisis Aw 1ybnouq |

1sNJ] 0] SIaliIeg

1snJy 03 siojeyl|jioeq

sdiysuoiyejaa bunsnay

90Uep.IoduUOod 0] Siallueyg

9Juep.Ioduod
0] s107e}| 1984

80UepPI02U0d abenbue]

§S3JJe 0] sisllieg

$S9JJ¢ 0] Sl0jell|1oe

asnaadxe pae[al-yijesy ssaooe 03 sialdieq Buliamo

suoneond

awiay

"suoljelonb aAleIUSSaIdal Ylm Sawiay L

‘Tal1qeL

Author Manuscript Author Manuscript Author Manuscript

Author Manuscript

available in PMC 2021 May 04.

Eur J Cardiovasc Nurs. Author manuscript



	Abstract
	Introduction
	Methods
	Data analyses

	Results
	Lowering barriers to access health-related expertise
	Language concordance
	Trusting relationships

	Conclusion
	References
	Table 1.

