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Abstract
Objectives: Lack of ethnic diversity in trials may contribute to health disparities and to inequity in health outcomes. The primary objec-
tive was to investigate the experiences and perspectives of ethnically diverse populations about how to improve ethnic diversity in trials.

Study Design and Setting: Qualitative data were collected via 16 focus groups with participants from 21 ethnically diverse commu-
nities in Australia. Data collection took place between August and September 2022 in community-based settings in six capital cities: Syd-
ney, Melbourne, Perth, Adelaide, Brisbane, and Darwin, and one rural town: Bordertown (South Australia).

Results: One hundred and fifty-eight purposively sampled adults (aged 18e85, 49% women) participated in groups speaking Tamil,
Greek, Punjabi, Italian, Mandarin, Cantonese, Karin, Vietnamese, Nepalese, and Arabic; or English-language groups (comprising Fijian,
Filipino, African, and two multicultural groups). Only 10 participants had previously taken part in medical research including three in trials.
There was support for medical research, including trials; however, most participants had never been invited to participate. To increase ethnic
diversity in trial populations, participants recommended recruitment via partnering with communities, translating trial materials and making
them culturally accessible using audiovisual ways, promoting retention by minimizing participant burden, establishing trust and rapport
between participants and researchers, and sharing individual results. Participants were reluctant to join studies on taboo topics in their com-
munities (eg, sexual health) or in which physical specimens (eg, blood) were needed. Participants said these barriers could be mitigated by
communicating about the topic in more culturally cognizant and safe ways, explaining how data would be securely stored, and reinforcing
the benefit of medical research to humanity.

Conclusion: Participants recognized the principal benefits of trials and other medical research, were prepared to take part, and offered
suggestions on recruitment, consent, data collection mechanisms, and retention to enable this to occur. Researchers should consider these
community insights when designing and conducting trials; and government, regulators, funders, and publishers should allow for greater
innovation and flexibility in their processes to enable ethnic diversity in trials to improve. � 2024 The Authors. Published by Elsevier
Inc. This is an open access article under the CC BY license (http://creativecommons.org/licenses/by/4.0/).
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Plain language summary

Between August and September 2022, members of the research team based in Australia held discussions with 158
members of the Australian public who volunteered to speak to us about their expectations and past experiences of med-
ical research. Volunteers were from communities that speak languages other than English, including Tamil, Greek, Pun-
jabi, Italian, Mandarin, Cantonese, Karin, Vietnamese, Nepalese, and Arabic, as well as English language speakers
from Fijian, Filipino, and African communities in Australia. These are important conversations to have and share with
other researchers because people from culturally, ethnically, and linguistically diverse communities have often not been
effectively included in trials. The information we learned from volunteers, such as how best to recruit people from their
communities into research studies, could be used to create more inclusive trials in the future, which may lead to
improved health outcomes for people from ethnically diverse backgrounds.
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1. Introduction

When participants in randomized controlled trials (here-
after trials) are not representative of the ethnic diversities of
patients in the clinical setting, then diverse communities
may not benefit from the latest scientific advances; differ-
ences in the metabolism, clinical effectiveness, and adverse
effects of new drugs are often unclear; and innovative ways
to ensure treatment accessibility and acceptability across
diverse populations remain unexplored [1e4]. For example,
angiotensin-converting enzyme (ACE) inhibitors are less
effective in African-Americans for the treatment of hyper-
tension [5]; some drug treatments for hepatitis C have var-
iable impact across ethnic groups [6]; and despite increased
dementia risk among Black, Asian, Hispanic, and Native
American patients, 91.5% of the donanemab drug trial par-
ticipants were White [7].

In Australia, where this study was conducted, 30% of the
population are ethnically diverse but this diversity is not re-
flected in current trial populations: for example, 10 of the
15 dementia trials published between 2016 and 2018 re-
ported no ethnicity-related data at all [8] and ethnic diver-
sity is not consistently collected in public resources such as
trial registries [9]. Low English proficiency (Australia’s
official language), lack of translated multilingual materials,
and limited resources to support such translations are
commonly cited barriers to trial participation [10,11]. How-
ever, there are increasingly calls [12,13] to go beyond just
trial participant’s linguistic proficiency and consider how
sites (eg, clinician time) and sponsors (eg, trial protocols)
facilitate the inclusion of ethnically diverse groups [12].

The US National Academies of Sciences, Engineering,
and Medicine [14] estimates trillions of dollars will be lost
by 2050 due to reduced life expectancy among populations
that are not sufficiently represented in trials. By contrast, it
was estimated that if 1% of health disparities were allevi-
ated in diabetes and heart disease by improved ethnic diver-
sity among trial participants, over the same time period
there would be economic gains of OUS$ 40 billion and
US$ 60 billion in these two diseases alone [14].
There is now growing expectation from governments
(eg, the Biden administration [15]), funders (eg, National
Institutes of Health [16], National Institute for Health and
Care Research [17], the Medical Research Future Fund
[18]), and journals (eg, Journal of the American Medical
Association [1]) that ethnic diversity is improved in trials
and quality representative data are generated. The current
trial landscape is undergoing major change with the US
Food and Drug Administration (FDA) soon mandating
late-stage trials must have a plan for recruiting a diverse
range of participants to secure FDA approval [19,20]. Fun-
ders such as the Australian Medical Research Future Fund
define ethnically diverse groups as a priority population for
targeted research funding to create equitable health out-
comes [18].

These shifts necessitate a stronger focus on how to
improve ethnic diversity in trials. Too often, ethnically
diverse populations are described as ‘‘hard to reach,’’ [21]
despite a literature [2,22e26] on how to improve participa-
tion. Drawing on the perspectives of ethnically diverse pop-
ulations themselves, we explored what steps they
recommend to improve diversity in trials.
2. Methods

2.1. Overview of project RECONSIDER

This work is part of the Reporting extension of Consol-
idated Standards of Reporting Trials and Standard Protocol
Items: Recommendations for Interventional Trials for In-
clusion, Diversity, Ethnicity and Race (RECONSIDER)
Study [27], which will provide methodological and report-
ing guidance to researchers on how to improve ethnic diver-
sity in trials. Established methods [28] for developing
RECONSIDER were followed, with the novel addition of
qualitative research.

The study is reported in line with the consolidated
criteria for reporting qualitative research (COREQ) [29].
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What is new?

Key findings
� 16 focus groups from 21 different ethnic commu-

nities indicated strong support for taking part in
medical research, including trials.

� To encourage participation, they want more inclu-
sive and engaging recruitment, consenting, and
retention approaches, as well as more transparency
on data collection, storage, and disposal, especially
for taboo subjects and/or where there has been a
history of discrimination.

What this adds to what is known?
� Government, regulators, funders, and publishers

are pushing for greater study diversity in medical
research, especially in trials, to improve
applicability.

� To date, there has been a paucity of research inves-
tigating the perspectives and preferences of ethni-
cally diverse peoples themselves about how
ethnic diversity can be improved in trials.

What is the implication and what should change
now?
� Researchers should consider these community in-

sights when designing and conducting trials.

� Government, regulators, funders, and publishers
should consider these insights and allow for greater
innovation and flexibility in their processes to
enable ethnic diversity in trials to improve.

2.2. Ethics

Ethical approval was obtained from the University of
Western Australia and governance from the National
Ageing Research Institute. All participants provided written
informed consent and received an AUD$20 gift voucher for
their participation. Data collection and analyses were
grounded in a postpositivist realist framework [30], which
theorizes that objective reality may be different from one’s
knowledge of it and therefore it is important to elicit partic-
ipants’ ways of knowing and seeing to establish the credi-
bility of one’s assumptions [30].

2.3. Study design and setting

Data were gathered in six Australian capital cities (Syd-
ney, Melbourne, Perth, Adelaide, Brisbane, and Darwin)
and one rural town (Bordertown, South Australia). A
maximum variation purposive sampling framework was de-
signed to capture participation from a spectrum of ethnically
diverse groups ranging from well-established economic
migrant communities (O30 years) through to emerging
newcomer communities (!10 years) of predominantly hu-
manitarian migrants. Ethnicitydan evolving and contested
definitiondrefers here to a shared identity based on charac-
teristics such as a common culture, history, and language and
ethnic diversity as groups of people from different ethnic
backgrounds [31]. Participants from 21 communities were
identified by engaging 10 ethno-specific health and care or-
ganizations, four of whomwe had previously partnered with.
These project partners advertised the study through their
normal communication channels (eg, phone, email, word-
of-mouth) and by posting translated fliers provided by the
research team. The sample was consistent with the number
of focus groups needed to typify the sampling framework. In-
clusion criteria were self-identifying as a person of one of the
target ethnicity groups (see Table 1), aged 18þ, able to con-
sent, and able to attend an in-person focus group. Recruit-
ment continued until data saturation was reached, that is,
when the study investigators and interviewers (B.B., P.F.)
judged no significant new themeswere emerging in the group
discussions and preliminary analyses of these transcripts.
Data collection occurred from August 21, 2022, to
September 26, 2022, in community centers.
2.4. Data collection and measurements

Qualitative data collection occurred via focus groups with
participants agedO18 years (groups ranged from 3 to 17 par-
ticipants). Guided by a realist framework [32], participants
were asked how they felt about participation in trials andmed-
ical research; what steps they recommended to improve
recruitment and retention processes; and the types of questions
that could be asked pertaining to culture and ethnicity, how
relevant such questions were in a medical research context,
and their level of comfort in discussing their cultural back-
ground and ethnicity with medical research staff (see
Supplement 1). Focus groups were in-person, facilitated by
experienced qualitative researchers: B.B. (woman) and P.F.
(man), with professional interpreting of all questions and re-
sponses to and from English for 11 focus groups conducted
in languages other than English. These languages were Tamil,
Greek, Punjabi, Italian, Mandarin, Cantonese, Karin, Hazara-
gi, Vietnamese, Nepalese, and Arabic. Two multicultural
groups and three separate groups for Fijian, Filipino, and Af-
rican participants, respectively, were conducted in English.
Participants were known to each other prior to the discussion
but not to the researchers or interpreters. Focus groups were
90 minutes duration each, audio recorded with notes taken
during the discussion, and recordings were professionally
transcribed.
2.5. Data analysis

Transcripts were imported into NVivo, version
12.6.0.959 (QSR International) and analyzed thematically



Table 1. Characteristics of 16 focus groups (n 5 158 participants)

No.
Group
size, N Location Ethnicity Language Age range Sex

Migrant
circumstance

Established (O30 years)
or emerging (!10 years)

communities

1 10 Darwin, NT Multicultural (Indian,
Filipino)

English 65þ 7W, 3M Economic
migrants

Emerging

2 15 Darwin, NT Multicultural (Indian,
Pakistani, Nepalese,

Filipino)

English 18e85 6W, 9M Economic
migrants

Emerging

3 8 Melbourne, VIC Tamil Tamil 65þ 2W, 6M Economic
migrants

Emerging

4 17 Melbourne, VIC Greek Greek 65þ 7W, 10M Economic
migrants

Established

5 9 Melbourne, VIC Sikh Punjabi 26e65,
1 over 65

3W, 6M Economic
migrants

Emerging

6 5 Perth, WA Italian Italian 80þ 3W, 2M Economic
migrants

Established

7 11 Perth, WA Chinese Mandarin 55e75 9W, 2M Economic
migrants

Established

8 10 Perth, WA Chinese Cantonese 55e75 7W, 3M Economic
migrants

Established

9 17 Brisbane, QLD Burmese Karin 55e80 5W, 12M Humanitarian
migrants

Emerging

10 9 Bordertown, SA Afghan Hazara Hazaragi 30e55 0W, 9M Humanitarian
migrants

Emerging

11 4 Bordertown, SA Fijian English 30e55 2W, 2M Economic
migrants

Emerging

12 3 Bordertown, SA Filipino English 30e55 2W, 1M Economic
migrants

Emerging

13 11 Adelaide, SA Vietnamese Vietnamese 30e80 6W, 5M Humanitarian
migrants

Established

14 9 Adelaide, SA Bhutanese Nepalese 30e80 3W, 6M Humanitarian
migrants

Emerging

15 4 Adelaide, SA African (Congolese,
Burundi, Zimbabwean)

English 18e55 1W, 3M Economic
and

Humanitarian
migrants

Emerging

16 16 Bankstown, NSW Syrian, Iraqi, Iranian Arabic 30e65 14W, 2M Humanitarian
migrants

Emerging
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using inductive and deductive approaches [33]. Experi-
enced qualitative researchers R.M. and P.F. independently
coded 16 transcripts inductively to glean initial patterns
and themes [34]. Comparisons were made, differences
resolved by consensus, and an initial codebook developed
[34]. B.B. independently verified the coding schemata
and subsequent transcripts were coded using the codebook
with further refinements made [33,34]. Once coding was
completed, themes and patterns were organized iteratively
in several rounds, mapped to the interview schedule, dis-
cussed with the study investigators, and the RECONSIDER
Extension Group [30,33]. Data were analyzed from
September 2022 to August 2023.
3. Results

There were 158 participants (Table 1) representing 21
diverse communities (77 women [49%]). Seven main
themes were identified (see Supplement 2). These were
(1) perceptions and past participation in trials, (2) using in-
clusive recruitment strategies, (3) translating trial materials,
and (4) promoting retention via building rapport and feed-
back on the study results. Participants were reluctant to (5)
join study topics that were considered taboo in their com-
munities, (6) where physical specimens were needed, and
(7) where sensitive questions were asked about their culture
and ethnicity. Quotes illustrative of these results and repre-
sentative from all focus groups are included below.
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3.1. Perceptions and past participation in trials

Three (1.9%) of the 158 participants had previously
taken part in a trial, with one of these discontinuing because
of the paperwork. A further seven (4.4%) had participated
in medical research of any type (eg, surveys), and one
had attempted to join a trial but did not succeed. The
remainder of participants did not report any involvement
or invitation to participate in any kind of medical research
until this study.

Despite their limited participation, medical research was
perceived by participants to deliver opportunities to learn
about disease and treatment, to socialize with others, and
to advance clinical practice for the benefit of humanity:

Why we participate here, because it’s not only for our
body or the Afghan body, it’s a good e this research maybe
something find for all the human, for everyone.we under-
stand the value: the medical treatment, the health, and if
more like this research, we are ready to participate (Afghan
Hazara focus group, in Hazaragi).

3.2. Using inclusive recruitment strategies

Partnering with communities and facilitating access
were crucial to recruitment across all groups. Community
leaders, physicians, other healthcare professionals, and
government agencies were deemed trustworthy sources
for information and advertising in places such as language
schools, migrant organizations, schools, universities, and
religious institutions legitimized research and encouraged
participation.

The key thing is that you identify the community
leaders, and through them you will be able to access all
the different types of group organizations or community
groupsdand, that is probably the best way (Vietnamese
focus group, in Vietnamese).

Recruiting through online advertising was viewed unfa-
vorably, especially by older people: ‘‘Every email that
comes to me, I think more than 100 emails asking for this,
asking for that, scam, scam, scam’’ (Older multicultural
focus group, Indian and Filipino, in English). Participation
that required travel far from home and/or to locations inac-
cessible by public transport, even when transportation costs
were reimbursed, was also viewed negatively: ‘‘If you’re
far away, I won’t like to go.If it’s not easily accessible,
the place, I would say no’’ (Tamil focus group, in Tamil).
Overall, financial incentives were less important for partic-
ipation, but only Chinese and Filipino groups expressly
stated that money was not a motivating factor to participate
in research.

3.3. Translation of trial materials

Translation was viewed as particularly important for tri-
als so that participants could easily convey their symptoms
and any other issues they might encounter throughout the
study. Lack of linguistic translation was seen to diminish
the quality of consent and data quality as questions and in-
structions only offered in English were not fully under-
stood. The availability of translated materials and
translation services also had symbolic value, indicating to
participants that they were welcome and that their partici-
pation was appreciated.

If some study is looking forward to some diverse kind of
audience, then it should be advertised in multiple langua-
ges.If some study is targeting a multicultural community,
then why should it be in English? It should be in multiple
languages (Sikh focus group, in Punjabi).

Large amounts of written material deterred participation,
even when in a preferred language. Participants who had
taken part in medical research felt that the study informa-
tion was not always written clearly and simply, irrespective
of what language it was available in. Use of graphics and
videos to communicate information about the study and of-
fering verbal consent were recommended to make the pro-
cess more user-friendly, reduce the monotony of ‘‘too
much’’ text, and stop participants feeling overwhelmed.

Also, make it more interesting. Like, instead of having
50 words of all these long questions, just do some graphics
and sort of stuff just to keep people entertained, so they
have fun at the same time.just see something different
(Multicultural focus groupdIndian, Pakistani, Nepalese,
and Filipino, in English).
3.4. Promoting retention

Enabling participation outside usual business hours,
providing clear explanations for the reasons for (burden-
some) repeat measures, spacing follow-up times to no more
than once per month, and providing information about the
study’s progress and preliminary findings were identified
as ways to retain participants. Participants also wanted to
establish a positive rapport with the research team, be
treated courteously, and have their questions answered
kindly and patiently: ‘‘The person who is conducting the
study must be very pleasant and very tolerant, and must
be able to answer the questions, rather than expect us to
listen to everything’’ (Tamil focus group, in Tamil).
3.5. Overcoming taboo topics

Topics of interest were COVID-19, diabetes, high blood
pressure, heart disease, dementia, Parkinson’s disease, and
Alzheimer’s disease. Mental health, sexual health, family
violence, and sexual violence deterred participation due
to the negative stigma associated with them in many com-
munities. The latter topics were seen to bring families and
communities into disrepute and emotionally trigger partic-
ipants who emigrated from conflict zones or had significant
prior exposure to violence.

To overcome these barriers, participants suggested re-
searchers emphasize the confidentiality of the study, recruit
through trusted sources in communities, and collect data
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individually rather than in group settings. If group-based in-
terventions and/or data collection were essential, then it
was suggested that clustering participants by sex and age
could mitigate some discomfort:

It also depends on the grouping.Big boys, small boys, I
mean old men and that, it makes them feel that they fear
you know how to speak and all those things. So even if
you do research, you don’t group all of them together.-
when the kids are there, or youth are there, they feel nod
this is not the right time for them to hear this. We don’t
want them to know (African focus groupdCongolese,
Burundi, and Zimbabwean, in English).

African participants also highlighted the importance of
involving researchers from their own cultural and ethnic
group to improve participant’s sense of comfort and trust
as such interlocutors could navigate sensitive topics in
culturally safe and appropriate ways.

If you ask them direct questions, sometimes it’s difficult
for them to answer.they still refer to parts of the body in a
different way, because in our culture it’s just as you said, a
taboo for you to go straight and mention it.in our culture,
when you say it, it doesn’t show respect. So, depends on
how you present the questions, and how you ask them (Af-
rican focus groupdCongolese, Burundi, and Zimbabwean,
in English).
3.6. Providing physical specimens

Requirements to provide blood, stool, and other physical
samples were seen as invasive and negatively affected
participation. However, the use of discrete sampling
methods such as self-testing kits could partially ameliorate
this hesitancy:

They give you the sample where you can test yourself,
right, and you send it back.they do not intrude to you in
any other ways, so they do it in a nice and sophisticated
manner (Greek focus group, in Greek).

Explaining the necessity of taking samples and how the
samples would be confidentially used, safely stored, and
disposed of enhanced the study’s transparency and ad-
dressed community concerns.

If you want to do a health check or any blood tests, take
our blood, we need to know the purpose of the research and
which organization did organize this and then who’s the
person in chargedwhere is the blood going to? (Chinese
focus group, in Mandarin).
3.7. Asking sensitive questions about culture and
ethnicity

Opinion was divided about what questions should be
asked about culture and ethnicity. Asking about country
of birth, languages spoken, proficiency in the dominant lan-
guage spoken in the country of residence, and religious
practices were acceptable to those who connected culture
and ethnicity to dietary and lifestyle factors, susceptibility
to disease, and beliefs and attitudes about medicines and
treatments.

Health and our culture are interrelated, illness and the
culture interrelated. For instance, for Chinese, we eat tripe
and maybe we eat too much and that this may cause health
issues, so health and culture are interrelated (Chinese focus
group, in Cantonese).

The opposing group queried the relevance of such ques-
tions, construing them as discriminatory or tokenistic efforts:

American, Canada, and Nepaldwhen you pour into one
glass it won’t separate, it’s all one. So, today we became as
one here, so.don’t ask every individual what sort of back-
ground, where it is, and what sort of conditions, I think it is
not really, you know, relevant (Bhutanese focus group, in
Nepalese).

Participants said discrimination based on ethnicity was
still prevalent in Australia, including in healthcare settings.
Consequently, for some, it felt dangerous to discuss cultural
background and ethnicity: ‘‘Australians don’t like Arabs’’
(Arabic focus group, in Arabic) and ‘‘Refugees are discrim-
inated against’’ (Bhutanese focus group, in Nepalese).

Even among participants who were comfortable discus-
sing their cultural and ethnic background, questions relating
to educational attainment, visa status, political affiliations,
and clan, tribe, or caste identity were generally considered
unacceptable and lacking relevance in the context of med-
ical research. To convince participants to answer such ques-
tions, clear justifications for their inclusion and good
rapport with researchers were seen as essential.
4. Discussion

This study shows that ethnically diverse communities
are prepared to take part in trials and other kinds of medical
research but want more inclusive and engaging recruitment,
consenting, and retention approaches, as well as more
transparency on data collection, storage, and disposal, espe-
cially for taboo subjects and/or where there has been a his-
tory of discrimination.

However, many ethnically diverse communities are
seldom invited to participate despite literature on strategies
and approaches to improve the representativeness of trial
participants [2,22e26]. This finding was also noted by Gar-
za et al. [35] in the United States and Low et al. in Australia
[8]. This is a missed opportunity and a methodological defi-
ciency, as the benefits of medical research are clearly
recognized by these populations and there is preparedness
to take part. The onus is therefore on researchers to think
more expansively and creatively about where and how to
recruit such populations [26]. Preferred gatekeepers and
settings mentioned by participants accord with previous
findings [24,36e40] but pre-recruitment, at the design
stage, researchers must engage with end users and critically
reflect on the inclusivity of their eligibility criteria and
recruitment pathways [26].
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Ethics and consent processes must move beyond the cur-
rent written form [41,42]. Jargon- and text-heavy materials,
available primarily in English, deter participation and intro-
duce ethical problems when impenetrable participant infor-
mation and consent forms serve to manage institutional risk
at the expense of participants’ genuine informed consent
[43,44]. To better match trial populations to real-world
end users, more dynamic and engaging consent processes
are needed, especially given the rapid proliferation of dig-
ital trials [41,42]. Alongside, the ethics committee them-
selves must facilitate greater innovation and flexibility in
their processes to allow this to occur.

Retention is a persistent challenge in trials but remains a
neglected aspect of research design [25]. Many of the tech-
niques outlined by the focus group participants align with
other participant-centric approaches [24,37,45]. Fundamen-
tally, these techniques underscore that good rapport with
the research team gives participants opportunities to learn,
socialize, and feel listened todintangible outcomes that are
more valued by participants than just financial reimburse-
ments [35].

Finally, stigma around certain research topics [46,47],
trepidation to provide physical samples [23,48], and reluc-
tance to disclose cultural and ethnic information for fear of
being discriminated [31,49] are well-known barriers to
participation in medical research. These anxieties are
rooted in cultural norms and in past and current discrimina-
tory environments, including healthcare systems, which
many ethnically diverse populations navigate daily. Though
no single study can overcome the legacies of marginaliza-
tion and disenfranchisement, progressive research practices
can play a role in redressing these historical injustices
[23,46]. As other studies have highlighted, the focus group
participants also emphasized research transparency around
data collection, storage, and disposal; clear justifications
for why intrusive questions may be asked or invasive data
collection methods applied; and a sensitive approach to
mitigating potential discomfort as ways to overcome these
barriers [23,46].
4.1. Limitations

While a sampling framework was applied to guide
recruitment, quotas were not adopted to achieve balanced
recruitment by age, sex, and other intersecting factors.
Therefore, some groups were less represented in this
research than others (eg, younger people), and we do not
know who declined to participate. Similarly, findings were
not analyzed by sex, although there may be specific factors
related to sex [22] that influence research participation in
ethnically diverse communities. In addition, the use of in-
terpreters did render some discussions staccato and not
free-flowing but facilitation by researchers experienced in
working with different linguistic groups partially amelio-
rated this limitation. Linguistic variances also made it diffi-
cult for us to return transcripts to participants for checking
and to provide feedback on the findings. Finally, focus
groups were only conducted in Australia, which is a limita-
tion given the global reach of the RECONSIDER Guide-
lines [27], and so our study’s implications should be
tempered with respect to other regions.
5. Conclusions

Government, regulators, funders, and publishers are
pushing for greater study diversity in medical research,
especially in trials, to improve applicability. Our partici-
pants also recognized the benefits of medical research and
were prepared to take part, offering suggestions on recruit-
ment, consent, data collection mechanisms, and retention to
enable this to occur.
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