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Background: For unclear reasons, minorities have been historically underrepresented in multiple 
sclerosis (MS) clinical trials. We hypothesized that different perceptions and preferences about 
research participation among racial and ethnic groups contribute to this imbalance.

Methods: Members of the MS Minority Research Engagement Partnership Network developed 
a Web-based survey in English and Spanish on research impressions, concerns, and preferences 
regarding study attributes among people with MS. Invitations to take the survey were distributed by 
network members and partner organizations.

Results: We included 2599 participants with MS (2111 White, 215 African American; 188 Hispanic). 
Consistently disliked study attributes included potential harms to health and confusing study 
information. Compared with White and non-Hispanic participants, respectively, African American 
(odds ratio [OR] = 2.05, P ≤ .001) and Hispanic (OR = 1.79, P = .003) participants were more 
concerned about being used by the research team. Hispanic participants were more concerned about 
research participation carrying risks to their legal status (OR = 1.70, P = .001). Hispanic (OR = 3.18, 
P ≤ .001) and African American (OR = 5.51, P ≤ .001) participants were more likely to prefer for the 
study to benefit their own racial/ethnic group. A top concern across all groups was not being fully 
informed about the research.

Conclusions: We found strong support for research across racial and ethnic groups; however, 
minority groups have specific concerns regarding mistrust, receiving poor-quality care, 
unemployment, health insurance, and legal status. Investigators wanting to recruit a diverse study 
population are advised to show how they have addressed these concerns and to communicate how 
the research will advance the science and literature and result in better care and/or other benefits to 
underrepresented communities. Int J MS Care. 2021;23:170-177. 

Multiple sclerosis (MS) is a chronic demy-
elinating disease of the central nervous 
system with onset typically occurring in 

early adulthood. Although in the United States MS 
was previously thought to be most prevalent in White 

people, recent studies of members of the military1 and 
Kaiser Permanente health system members2 suggest 
that African American individuals may actually be at 
increased risk for the disease. Clinical differences have 
also been reported among racial and ethnic groups; for 
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insights into how people with MS of different races and 
ethnicities perceive research participation, and to aid in 
the development of materials and programs to promote 
health literacy for increased minority participation in 
MS research, the MREPN conducted a targeted survey 
of people diagnosed as having MS.

Methods
Survey Development

Members of the MREPN, including clinicians, researchers, 
and individuals with MS from diverse backgrounds (African 
American, Hispanic, and non-Hispanic White), developed 
an initial list of topics for the survey by consulting the health 
literature24-26 on factors contributing to minority research dis-
parities. Additional topics were added based on network mem-
bers’ interests and experiences. The final topic set included 
overall attitudes toward research, sources of information about 
research, previous research experience, concerns about research 
participation, preferences for different research study charac-
teristics, and demographic and MS attributes.

Specific questions were developed to address each topic 
and were refined based on input from MREPN members. 
Most questions were developed in a close-ended format to 
simplify analysis, but open-response questions were included 
as well to capture additional information on certain topics, 
such as sources of research information and impressions of 
research participation. The survey team used monthly confer-
ence calls to discuss the survey as well as e-mail for sharing and 
reviewing edits to the survey and confirming consensus on the 
final version.

The final 35-question survey (Appendix S1, which is pub-
lished in the online version of this article at ijmsc.org) was 
translated into Spanish and reviewed by native Spanish speak-
ers. Both versions (English and Spanish) were programmed on 
the internet survey site SurveyGizmo.com. Testing for func-
tionality and understandability was performed by MREPN 
members and by five volunteers (laypeople, one of whom 
had MS) who had not been involved in the survey develop-
ment process.

Ethical Approval of Studies
The Copernicus Group Independent Review Board evalu-

ated the study and determined that the proposed activity did 
not meet the definition of research under US Department 
of Health and Human Services and US Food and Drug 
Administration regulations.

Survey Dissemination
All MREPN members with access to people with MS (eg, 

MS advocacy organizations and clinicians) participated in the 
survey dissemination process. Invitations to complete the sur-
vey were distributed by e-mail, social media, and in-clinic fly-
ers. Other MS advocacy organizations were also asked to help 
with disseminating the survey to their constituents through 
e-mail and social media. Survey responses were collected over 
an approximately 2-month period (May 16 through July 18, 
2017). Eligibility criteria included being at least 21 years old 
and having a diagnosis of MS.

Statistical Methods
All analyses were conducted using the statistical software 

Stata 13 (StataCorp). Descriptive analyses were used to 
summarize demographic characteristics. The entire cohort 
carrying a diagnosis of MS was stratified by self-reported 

example, African American people with MS seem to 
have greater retinal damage,3 brain lesion volume,4,5 and 
disability progression rates6-9 than White individuals 
with MS, and Hispanic American people may have a 
more severe disease course10 and are more likely to pres-
ent with optic neuritis and transverse myelitis than are 
non-Hispanic individuals.11

Socioeconomic factors, lack of access to specialists, 
lack of education about MS treatments, and delays in 
diagnosis with more severe prognoses may contribute to 
disparities in health outcomes in the African American 
and Hispanic communities.10-13 The impact of MS in 
other communities is less well understood, but dis-
parities may also exist for other groups, such as Asians/
Asian Americans, people of Middle Eastern descent, and 
Native Americans.

As is the case with many other diseases,14-16 minor-
ity groups tend to be underrepresented in MS clinical 
research. This is true for industry-funded research, such 
as clinical trials for interferon beta,17 natalizumab,18 
and ocrelizumab,19 as well as for publicly funded MS 
studies.20 Even research studies focused specifically on 
minority concerns have faced difficulty enrolling par-
ticipants, such as patients with less education or lower 
socioeconomic status.21 The lack of diversity in research 
participation has a variety of undesirable effects, includ-
ing inequitable distribution of the benefits of research 
participation and imbalance in evidence regarding ben-
efits and harms of interventions among populations,22,23 
that help to perpetuate disparities in health care for 
minority groups.

The MS Minority Research Engagement Partnership 
Network (MREPN) is an inclusive and comprehensive 
program that brings together diverse stakeholder groups 
to identify and address the barriers to minority participa-
tion in MS research. It was formed by the Accelerated 
Cure Project in 2016 with funding support provided 
by a Eugene Washington PCORI Engagement Award 
from the Patient-Centered Outcomes Research Institute 
(PCORI). The MREPN comprises multiple stakehold-
ers representing people with MS, MS and minority 
advocacy organizations, MS clinicians and researchers, 
and biopharmaceutical industry representatives. The 
goals of this network are to promote greater research 
inclusion of diverse demographic groups of people with 
MS by better understanding the barriers and facilitators 
affecting minority participation in MS research and con-
ducting outreach efforts aimed at promoting minority 
engagement in MS research.

Although previous investigations have been per-
formed in other health conditions to identify factors 
affecting minority research participation, no such study 
had yet been performed specifically in MS. To provide 
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demographic covariates sex and year of birth. The third model 
included disease-specific covariates (time since MS diagnosis, 
MS care provider, and MS care center). Race and ethnic-
ity were used as the independent variables. The dependent 
variables were MS research impressions, MS research topics, 
sources of information, research study attributes, and concerns 
regarding study participation. Results are reported as odds 
ratios (ORs), and analyses were determined to be significant if 
they reached P < .05 for a more conservative approach. Each 
study dependent variable was modeled separately to minimize 
repeated-measures effect.

Results
We received 2631 responses to the study, which 

reduced to 2599 responses after removing ineligible 
responses (eg, the respondent did not meet the eligibility 
criteria or provided no information beyond the initial 
screening question). Ten of these responses were to the 
Spanish version of the survey; the remainder were to the 
English version.

Demographic (Table 1) and MS-specific (Table S1) 
characteristics were compared between self-reported 
racial and ethnic groups using nonparametric tests. Of 
the total participants in the study, 7.23% were Hispanic; 
8.27% were African American; 92.89% were residents 
of the United States, with the remainder from 40 other 
countries; 78.62% were women; 20.77% were men; and 

ethnicity (Hispanic, non-Hispanic, and unknown/undis-
closed ethnicity) and by self-reported race for the two largest 
groups: African American and White. Other racial groups 
(multiracial, Native Hawaiian, Asian, and American Indian) 
were not included in the analyses because of small sample size. 
Statistical analyses were performed on impressions regarding 
MS research, the importance of different MS research topics, 
places used as sources of information, trusted sources of infor-
mation, preferred research study activities, concerns regarding 
research study participation, and preferences regarding differ-
ent research study attributes.

Two questions were asked to identify places, people, and 
organizations used by participants to learn about research: 
“Where would you go for information if you wanted to learn 
about research or find a study?” and “Which of these would 
you trust as sources of information about MS research?” For 
these multiple-choice questions, where participants were 
allowed to select more than one choice, all the selected sources 
were later coded as “yes” for analysis purposes. Sources that 
remained unselected were coded as “no.”

For all analyses, the χ2 test was used to test for indepen-
dence between race/ethnicity and each answer choice. When 
independence was not met, answers were dichotomized 
and logistic regression was performed to test for association 
between race/ethnicity and that particular response. When 
associations were found, multivariate logistic regression 
analyses were conducted for each response that included 
three different sets of covariates. The first model included 
the following socioeconomic covariates: education, income, 
and residential area type. The second model included the 

Table 1. Demographic characteristics of the 2599 survey participants

Characteristic

Race Ethnicity

African 
American
(n = 215)

White
(n = 2111)

P 
value

Hispanic
(n = 188)

Non-Hispanic 
(n = 2369)

Unknown 
(n = 42)

P 
value

Age <.001 <.001
     ≤34 y 19 (8.83) 151 (7.15) 35 (18.61) 179 (7.55) 1 (0.04)
     35-55 y 125 (58.13) 911 (43.15) 101 (53.72) 1058 (44.66) 21 (0.88)
     ≥56 y 54 (25.11) 955 (45.23) 40 (21.27) 1024 (43.22) 12 (0.50)
     No answer 17 (7.90) 94 (4.45) 12 (6.38) 108 (4.55) 8 (0.33)
Sex .01 <.001
     Male 26 (12.09) 452 (21.41) 33 (17.55) 490 (20.68) 14 (33.33)
     Female 186 (86.51) 1643 (77.83) 151 (80.31) 1863 (78.64) 19 (45.23)
     Other/no answer 3 (1.39) 16 (0.75) 4 (2.12) 16 (0.67) 9 (21.42)
Educational level .6 <.001
     Less than HS diploma 1 (0.46) 13 (0.61) 2 (1.06) 15 (0.63) 0
     HS/trade school diploma 25 (11.62) 326 (15.44) 29 (15.42) 353 (14.90) 7 (16.66)
     Some college/associate/
     bachelor’s degree

127 (59.06) 1190 (56.37) 101 (53.72) 1335 (56.35) 21 (50.00)

     Graduate school/advanced degree 59 (27.44) 565 (26.76) 56 (29.78) 645 (27.22) 6 (14.28)
     No answer 3 (1.39) 17 (0.80) 0 21 (0.88) 8 (19.04)
Household income <.001 <.001
     <$50,000 102 (47.44) 714 (33.82) 78 (41.48) 820 (34.61) 14 (33.33)
     $50,001-$100,000 49 (22.79) 542 (25.67) 46 (24.46) 606 (25.58%) 2 (4.76)
     >$100,000 36 (16.74) 449 (21.26) 40 (21.27) 492 (20.76) 4 (9.52)
     No answer 28 (13.02) 406 (19.23) 24 (12.76) 451 (19.03) 22 (52.38)

Note: Data are given as number (percentage).
Abbreviation: HS, high school.



International Journal of MS Care
173

MS Research Perceptions in Minority Groups

Across all groups, MS organizations and MS websites/
blogs were the top two sources that people said they 
would go to for information about research studies. 
There was no significant difference in the use of the fol-
lowing sources of information across all ethnic and racial 
groups: medical clinics, MS organizations, websites or 
blogs about MS, social media websites, drug company 
websites, other people with MS, Google/internet search, 
or church/place of worship. However, the Hispanic 
group was more likely to select the answer choice “I 
wouldn’t know where or how to find this information” 
compared with the non-Hispanic group (unadjusted OR 
= 2.31, P = .01). This was significant after adjusting for 
socioeconomic and disease-specific covariates.

In addition to asking where people would look for 
information about research, we also asked which sources 
they would trust. Across all groups, MS organizations 
and one’s own doctor or nurse were the top two respons-
es to this question. The Hispanic group had higher 
odds of trusting community leaders compared with 
non-Hispanics (OR = 2.48, P = .01). This finding was 
significant after adjusting for demographic and disease-
specific covariates but lost significance after adjusting for 
socioeconomic variables.

The African American group had lower odds of 
trusting a university (OR = 0.60, P = .001) and higher 
odds of trusting newspapers/magazines (OR = 1.55, P 
= .01) and other people with MS (OR = 1.57, P= .002) 
as sources of information compared with White par-
ticipants. These results were significant after adjusting 
for socioeconomic, demographic, and disease-specif-
ic covariates.
Preferred Research Study Activities

When presented with a list of typical research study 
activities, participants of all ethnic backgrounds, as well 
as African American and White individuals, were likely 
to consider participating in research studies involving 
receiving drug treatments, receiving nondrug treat-
ments (such as physical therapy, yoga, or massage), 
having laboratory tests or imaging studies performed, 
taking surveys, and playing brain training games, with 
no difference (Figure S1). Participants of all ethnicities 
would consider participating in a study that required 
them to follow a special diet. Most of the listed activi-
ties received a positive response from 90% or more of 
the respondents.
Concerns Regarding Participation in Research
By Ethnicity

We asked respondents to characterize their level of 
concern regarding a variety of potential study-related 
risks or issues. Participants of all ethnicities consid-
ered not being fully informed about the study to be 
an important concern when considering participat-
ing in research, with no difference. Having personal 

39.57% of the total had participated in research stud-
ies previously.
Impressions Regarding Research in MS

One section of the survey asked about general opin-
ions about the value and benefits of research. Although 
most participants of all backgrounds agreed that medi-
cal research has led to better MS treatments and that 
more research involving patients with MS is needed, 
there were some differences among groups. For instance, 
Hispanic participants (OR = 1.49, P = .02) and partici-
pants of unknown/undisclosed ethnicity (OR = 2.57, P 
= .004), compared with non-Hispanic participants, had 
higher odds of agreeing with the following statement: 
“There is not much left to be learned about MS.” In 
Hispanic people, this remained significant after adjust-
ing for all the covariates.

African American participants were less likely to agree 
that medical research has led to better MS treatments 
(OR = 0.63, P = .002). This association continued 
to be significant after adjusting for demographic and 
MS-specific covariates but became stronger after adjust-
ing for socioeconomic factors (OR = 0.57, P ≤ .001).

We also characterized the open-text responses to 
the question “When you think about the term medical 
research what comes to mind?” to enhance our under-
standing of the respondents’ attitudes toward research. 
Overall, 46% of the responses gave a definition or 
description of research (eg, “test medicines, exams, and 
questions”); 42% of the responses were categorized as 
positive/interested (eg, “a cure for MS and new medica-
tions”); 6% were characterized by fear or distrust (eg, 
“money, pharmaceutical companies, and fake statistics”); 
and 4% had a tone of frustration (eg, “not enough of it 
in progressive MS”).
Importance of Different Topics in MS Research

We also surveyed participants’ views on the impor-
tance of certain MS research topics. All topics listed were 
thought to be important by at least 90% of the respon-
dents. African American and White participants had 
different views on different MS research topics. African 
American participants had higher odds of considering 
the following research topics to be important compared 
with White participants: diet and exercise (OR = 2.13, P 
≤ .001) and strategies to diagnose MS more quickly (OR 
= 2.18, P ≤ .001). These findings remained significant 
after adjusting for demographic, socioeconomic, and 
disease-specific covariates.
Sources of Information About Research

Participation in research is influenced by access to 
information about research opportunities. Therefore, 
we wanted to learn whether differences existed in the 
sources people would turn to for research information.
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analysis of this section, several participants were exclud-
ed due to incomplete responses. We attribute the incom-
pleteness to this being a lengthy section situated toward 
the end of the survey. We included 1953 participants, 
of whom 6.75% were Hispanic, 7.27% were African 
American, 92.31% were residents of the United States, 
77.57% were women, and 21.40% were men.

The top three study attributes were preferred across 
all ethnic and racial groups, with no significant differ-
ences: the research would benefit people with MS, the 
results of individual tests would be received during the 
study, and the study results would be received once the 
study was finalized (Figure 1). The top three most dis-
liked study attributes were potential harms to health, 
confusing study information, and study clinic being dif-
ficult to get to (Figure S3).

The preference regarding several study attributes dif-
fered across ethnic groups. Hispanic participants showed 
higher odds of liking for the study to benefit their own 
racial/ethnic group (3.18, P ≤ .001) compared with 
non-Hispanic participants, and this result was significant 
after adjusting for all the covariates. The undisclosed 
ethnicity group had higher odds of disliking to receive a 
placebo medication versus the actual drug (OR = 0.29, P 
= .001) and had lower odds of liking having their family 
support their study participation (OR = 0.33, P = .008) 
compared with participants who self-identified as non-
Hispanic. This finding was significant after adjusting for 
socioeconomic and MS-related covariates.

African American individuals had a higher level of 
preference for compensation for participation in the 
research study (OR = 1.65, P = .01) and for the study 
to be beneficial to their own ethnic/racial group (OR = 
5.51, P ≤ .001) compared with White participants. This 
result was significant after adjusting for socioeconomic 
and MS-specific covariates in the former and for demo-
graphic, socioeconomic, and disease-specific covariates 
in the latter. African American participants also exhib-
ited a greater dislike of the prospect for their health to 
be harmed as the result of participating in the research 
study (OR = 0.58, P = .02) compared with White par-
ticipants. This finding was significant after adjusting for 
socioeconomic variables but became nonsignificant after 
adjusting for demographic and disease-specific variables.

Discussion
To support an initiative to understand and address 

racial and ethnic imbalances in MS research participa-
tion, we conducted an exploratory internet-based survey 
of preferences and opinions among people with MS. In 
this study, we found similarities and differences across 
racial and ethnic groups regarding research impressions, 
topics in MS research, sources of information about 
research, preferred research study activities, concerns 

information being released without approval was also an 
important concern across all groups (Figure S2).

Both Hispanic participants (OR = 1.70, P = .001) 
and participants of unknown/undisclosed ethnic-
ity (OR = 2.16, P = .02) were more concerned about 
their research participation carrying risks to their job or 
legal status compared with non-Hispanic participants. 
In Hispanic individuals, this association remained 
significant even after considering socioeconomic and 
MS-specific characteristics.

Losing health insurance coverage was also concern-
ing to both Hispanic participants (OR = 1.53, P = .007) 
and participants of unknown/undisclosed ethnicity (OR 
= 2.67, P = .007) compared with non-Hispanic par-
ticipants. In Hispanic participants, this issue remained 
significant after including socioeconomic variables and 
was borderline after including demographic and disease-
specific covariates.

Both the Hispanic (OR = 1.79, P = .003) and the 
unknown/undisclosed ethnicity (OR = 4.76, P = .009) 
groups were more concerned about being used or taken 
advantage of by the research team compared with 
non-Hispanics. In Hispanic participants, this finding 
remained significant after adjusting for all three sets of 
covariates. In the unknown/undisclosed ethnicity group, 
this association remained after adjusting for demograph-
ic and MS-specific covariates but was lost after adjusting 
for socioeconomic covariates.

Receiving poor-quality medical care was more con-
cerning to Hispanic participants compared with non-
Hispanic participants (OR = 1.76, P = .001) even after 
adjusting for socioeconomic, demographic, and disease-
specific variables.
By Race

Both African American and White participants 
reported that not being fully informed about the study 
was a concern when participating in research, with no 
difference. African American participants were more 
concerned compared with White participants about 
their personal information being released without their 
approval (OR = 1.57, P = .003) and about being used 
or taken advantage of by the research team (OR = 2.05, 
P ≤ .001) independent of demographic, socioeconomic, 
and MS-specific characteristics. African American indi-
viduals also considered receiving poor-quality medical 
care a more important concern (OR = 1.45, P = .01) 
compared with White individuals. This finding was 
independent of socioeconomic and MS-specific variables 
and was borderline significant after adjusting for demo-
graphic characteristics.
Preferences Regarding Research Study Attributes

Finally, the survey showed a list of potential research 
study characteristics and asked respondents to indi-
cate how well they would like or dislike them. For the 
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including the absence of bilingual informational material 
and research staff.25 Effective communication positively 
influences the decision to participate in clinical trials 
in minorities.24 Unintended outcomes, such as harm 
due to study participation and adverse effects from the 
intervention under investigation, have also been reported 
to be barriers for research participation in minorities.25 
Similar to research in other areas of medicine, we found 
that altruism (research participation benefiting others in 
the community), low risk in participation, and individu-
al benefits to participation (such as receiving individual 
test results) are incentives or facilitators to participate in 
MS research across racial and ethnic groups.25

African American participants were less likely than 
White participants to agree that medical research had 
led to better treatment, which may reflect worse MS 
outcomes in general in this community and a desire 
for more effective treatments.3-9 Compared with non-
Hispanic participants, Hispanic participants indicated 
more concern about risks to their employment/legal 
status and their health insurance coverage. Hispanics 
were also more concerned about receiving poor-quality 
medical care and had more mistrust toward the medical 
team. Similarly, African American participants expressed 
more concern than White participants about having 
their personal information released without approval and 
receiving poor-quality medical care, and they showed 
more mistrust toward the medical team.

regarding participation in research, and preferred 
research study attributes. Herein we offer an analysis of 
these results and describe how investigators can recog-
nize these similarities and differences to more successful-
ly recruit diverse MS study populations while achieving 
faster study enrollment and better retention.

Overall, the sample revealed support for research, a 
belief in the need for additional research into MS, and 
willingness to participate in a variety of research activi-
ties, with greater than 85% of respondents being open to 
studies involving surveys, brain training games, nondrug 
treatments such as yoga, laboratory testing, and special 
diets. Research involving drug treatments was less attrac-
tive, but most respondents were still willing to consider 
it. Not being fully informed about the study was the 
greatest concern regarding participation in research 
across the entire cohort. Overall, 90% or more of the 
respondents liked research that would benefit people 
with MS, as well as receiving individual test results and/
or study results from the investigators. A similar major-
ity disliked the idea of their health being harmed due to 
participation, receiving information about the study that 
was confusing, or difficulty getting to the study location.

We found that the preferred MS research participa-
tion characteristics across racial and ethnic groups are 
similar to previously published data in other areas of 
medicine. A systematic review reported that perceived 
lack of access to information is a health barrier to health 
research participation among racial/ethnic groups, 
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Figure 1. Preferred research study attributes by ethnicity and race
Percentages shown for “I would like it very much” and “I would like it somewhat.” 
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internet connection and people who were on the dis-
tribution list of one of the participating organizations. 
These factors may have resulted in higher educational 
and income levels for this cohort compared with the 
general MS population and in an underrepresentation 
of minority group members in this study, the very prob-
lem we are working to address. Future studies on this 
topic would likely benefit from more closely working 
with health care providers who have a high percent-
age of patients with MS belonging to racial and ethnic 
minority groups. In addition, a variety of MS advocacy 
organizations (including members of the MREPN) have 
begun programming (eg, conferences, webinars) aimed 
at minority groups. Partnering with these organiza-
tions around these programs to recruit participants for 
research studies may also aid in the recruitment of a 
more diverse study population. This requires prioritiz-
ing time and flexibility in the recruitment schedule to 
develop the partnership and align with the schedule 
of the program.

In summary, this study revealed that people with MS 
belonging to different races and ethnicities agree about 
the importance of MS research and are interested in 
participating in research studies. They are interested in 
learning about research opportunities and would most 
trust information that is provided by their health care 
providers and MS organizations. Barriers that deter 
minority group members from participating in studies 
include mistrust, concerns about receiving poor-quality 
medical care, and risks to insurance coverage or legal sta-
tus. Researchers who are interested in recruiting diverse 
study cohorts may want to specifically address these con-
cerns, for example, by clearly explaining the protections 
that are in place to protect the rights and well-being of 
study participants. Researchers can also make their study 
more attractive to minority groups by highlighting how 

These responses seem to reflect a higher level of 
distrust among minority groups, as has been reported 
in other studies,26 as well as greater concern about pos-
sible downsides of research participation. Of particular 
importance, there is a legacy of mistrust for African 
American individuals due to the Tuskegee Study,27 
lack of research integrity, and the history of racism and 
discrimination against this community. These barriers 
have been identified in other studies evaluating attitudes 
on medical research participation,25 with the present 
findings highlighting that this is similar in MS research 
participation. To address these concerns, researchers are 
advised to be as forthcoming and transparent as possible 
about key details of their study, such as how participants 
will be treated, the care they will receive, and the protec-
tions that are in place to preserve participants’ rights, 
confidentiality, and well-being.

One factor that generated a higher preference level 
among minority groups was the potential for research 
to benefit the respondent’s racial/ethnic group. African 
American individuals may experience mistrust toward 
research due to the belief that the research may not ben-
efit their communities.25 This may reflect a recognition 
among minority group members of inequities in health 
outcomes and a desire for research to be conducted that 
could reduce these inequities.

This study adds to the growing body of knowl-
edge about underrepresentation of minority groups in 
research studies, and the reasons that may underlie this 
phenomenon. Our contribution is adding the perspec-
tives of people with MS, a chronic and disabling neuro-
logic disease that takes a greater toll on African American 
and Hispanic individuals. To our knowledge, this is the 
first study to compare research experiences, attitudes, 
and concerns across multiple racial and ethnic groups 
to determine barriers to and facilitators of research 
engagement. We also asked about information sources 
that would be consulted and/or trusted for information 
about research opportunities to assist researchers inter-
ested in reaching out to potential study participants.

The survey involved both structured and semistruc-
tured open responses to various questions, providing 
responses easily analyzed with standard methods in addi-
tion to more personalized responses to specific questions. 
Questions were developed by a network composed of 
multiple stakeholders, including people with MS from 
racial and ethnic minority groups, and reflected concepts 
obtained from existing literature as well as the personal 
experiences of the survey development team members.

A limitation of this study was the reliance on a con-
venience sample that was primarily recruited through 
e-mail invitations sent out by MS organizations. This 
biased the sample toward participants who had an 

PRACTICE POINTS
•	Historically, minorities have had specific 

concerns regarding participation in research, 
such as risks to employment, legal status, and 
mistrust of the research team.

•	Researchers and clinicians should address these 
concerns to recruit a diverse study sample but 
should also be aware that people in all groups 
recognize the value of research and are willing 
to participate in studies.

•	Involving people with MS belonging to diverse 
groups in activities such as patient-focused drug 
development or community-based participatory 
research could have even more profound effects 
on overall research engagement.
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and its impact on the willingness to participate in medical research 
studies. J Natl Med Assoc. 2000;92:563-572.

their study will benefit specific communities. For exam-
ple, studies of MS treatments could state as an explicit 
goal the comparison of outcomes in different racial or 
ethnic groups.

Researchers are advised to build relationships with 
individuals and organizations in the communities they 
wish to engage in a study. These partners can provide 
important perspectives on the needs, interests, and 
concerns of their community as well as assist with study 
design, communications, and recruitment strategies. 
Involving people with MS belonging to diverse groups 
in activities such as patient-focused drug development or 
community-based participatory research could have even 
more profound effects on overall engagement, leading to 
greater trust, mutual respect, and, ultimately, the devel-
opment of evidence benefiting all groups.

The present findings highlight just one aspect of 
minority representation in MS research: patients’ per-
spectives and the factors that influence their decisions to 
participate in research. Two other groups are also impor-
tant to focus on as influencers of study participation: 
researchers who design studies and recruit participants 
and clinicians who are viewed by their patients as trusted 
sources of information and could serve as conduits of 
information about research opportunities. Research 
into their experiences and perspectives would help to 
round out our understanding of the factors affecting MS 
research diversity and could point the way to new strate-
gies for correcting this longstanding imbalance. o
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