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An examination of how to engage migrants in the research process:

Building trust through an ‘insider’ perspective

Introduction: Ensuring all members of society can equally participate in
research and the provision of services is a challenging goal. Increased migration
has been mirrored by media narratives of social threat, leaving many migrants

feeling differentiated and distrustful of mainstream society.

Objectives: We explore how migrant and ethnic minority populations can be
given the opportunity to participate in the research process. In this work, we
iteratively and jointly developed a range of engagement strategies that adopt an
‘insider’ approach; seeking to eliminate feelings of differentiation and ‘otherness’

by establishing mutual trust.

Design: Recruitment activities were carried out with 8 focus groups of first
generation South Asian migrants (the largest ethnic minority group in England).
Our analysis was grounded in the broad principles of action research with
reflective evaluation of our recruitment process using field observations and

relevant focus group data; asking whether we tackled barriers to engagement.

Results: Our findings show that ‘otherness’ can be reduced by establishing a
trustworthy researcher-community relationship, but also that this relationship is
complex, and needs to acknowledge residual mistrust. Alongside, researchers
need to enable opportunities for empowered interaction, with flexible strategies

to negotiate potential power divides.

Conclusions: We can successfully create opportunities for engagement but there
is no ‘one size fits all’. Engagement requires tailored approaches that embrace
flexibility, and position both engagement and non-engagement as positive and

empowered choices.

Keywords: engaging migrants; engaging ethnic minorities; research;

participation; insider perspective; recruitment, trust



Introduction

In the last three decades, the world has seen mass migration on a global scale, with
more than two thirds of international migrants settling in high income countries (United
Nations 2016). Unsurprisingly, many countries struggle to cope with the demographic,
economic and cultural challenges that this brings. Whilst diversity can enrich the host
society; infrastructure and public services become stretched often leading to societal
tensions (Swinford 2013).

The challenge of providing health care to migrant communities' is compounded
by health literacy (Zanchetta and Poureslami 2006), health and cultural beliefs,
communication difficulties, institutional resource availability and ethical conflicts
(Suphanchaimat et al. 2015, Mengesha et al. 2017). To ensure that needs are met and
services efficient, adaptable, accessible and equitable; it is imperative that all users are
involved in the health care and the health research process (WHO. 2006).

Literature on engaging populations from immigrant and ethnic minority
backgrounds reports a lack of participation in research (Redwood and Gill 2013,

George, Duran and Norris 2014). Enquiry on this topic (mainly conducted in the United

! Across Europe, there is lack of consensus about who is a migrant and when they make the
transition to just being a member of a distinct ethnic group (Mladovsky, P. (2009). "A
framework for analysing migrant health policies in Europe." Health Policy 93(1): 55-63.).
Consequently, terms such as ‘migrant’ and ‘ethnic minority’ are neither exclusive nor
synonymous, nor do they reflect the diverse conditions and needs, some unique some

overlapping, of the people they describe. In this article, we use both terms.



States) presents a conflicting picture. While some research indicates that racial and
ethnic minority groups are significantly less interested in participating as a ‘diagnosed
volunteer’ (Cobb, Singer and Davis 2014 p.4), other research suggests that under
representation of ethnic minorities in health research is not because of an unwillingness
to participate, but a function of access, with researchers failing to invite them (Wendler
et al. 2006). Compared to the white majority, minorities may be less aware of clinical
trials and less positive about the use of medical information for research (Brown and
Moyer 2010). Inclination to participate has also been linked to study type (for example
prevention trials versus treatment trials) (Robinson and Trochim 2007) and study
characteristics (i.e. site of the study and time commitments) (Wendler et al. 2006). In
England, public attitudes to health research report significantly lower levels of
confidence in participation among non-white compared to white respondents (Hunn
2013). Other work (Smart and Harrison 2016) finds no clear evidence that Black Asian
and Minority Ethnic (BAME) groups residing in the UK are less willing to engage in

research than the white majority.

Complexities of engaging migrant communities in research

The domain of health research is traditionally typified by a relational power differential
(Karnieli-Miller, Strier and Pessach 2009) resulting from asymmetries in information
and perceived expertise (Safo et al. 2016). This differential is expressed in how research
is conducted, reported and funded (Sullivan et al. 2001). For participants from minority
groups, these power disparities may be superimposed over a legacy of past mistreatment
(Brawley 1998) and colonial control (Minkler 2004); and influence the level of trust
they can place in researchers (Gollin et al. 2005). Trust is a multidimensional concept
based on positive expectations of respect and fidelity, competence and honesty,

transparency and confidentiality (Hall et al. 2001). Often within the research processes



this trust is implicitly assumed, rather than treated as a complex interaction, needing to
be earned and reciprocated (McDonald et al. 2008).

Research volunteers express the need to be ‘socially comfortable’, respected and
appreciated (Morris and Balmer 2006 p.1005). This perception of being ‘valued’ by
researchers is especially important for migrant communities who may be rendered a
social threat by medial portrayals (Esses, Medianu and Lawson 2013) or feel
misidentified (Hendy et al. 2019); and who may already experience feeling of
differentiation and ‘otherness’ when navigating the healthcare system (Szczepura 2005,
Fang et al. 2015). Participants from minority groups need to identify with the research
process and consider the process is about them, for them and for people like them. Most
people feel comfortable in terms of voicing their opinion in groups they feel aligned to
(Greenwood, Ellmers and Holley 2014) and in spaces where they feel enabled (de
Freitas and Martin 2015). However, creating this shared ‘insider’ perspective of
common knowledge, identity and experiences (Ogilvie, Burgess-Pinto and Caufield
2008) can be challenging particularly if healthcare researchers belong to a majority
culture that is unable to interpret minority health behaviors and choices (Sullivan et al.
2001, Hendy et al. 2019).

‘Outsider’ researchers with reduced sensitivity to cultural norms and practices,
are liable to construct research models on individualistic tendencies that are at odds with
the collectivist orientations of the ethnic groups (Marshall and Batten 2004), resulting in
inappropriate application of research instruments, methodology and interventions
(Sullivan et al. 2001, Mikesell, Bromley and Khodyakov 2013, Bonevski et al. 2014);
and in emphasizing the need to fix what may be perceived as incorrect, rather than
capitalizing on community strengths and empowering people to come up with their own

solutions (Mikesell, Bromley and Khodyakov 2013).



Moreover, insider-outsider standpoints are not fixed, and researchers can find
themselves positioned in multiple ways, based on simultaneous commonalities and
differences in personal traits such as ethnicity, gender, age, language, education, social
class, religion and experiences (Ryan 2015). Successful engagement demands that
researchers negotiate as well as reflect on these standpoints throughout the research
process - from conception to recruitment to data collection and interpretation (Kerstetter
2012).

Here, we further our understanding of how migrant and ethnic minority
populations can be given the opportunity to participate in the research process, by
developing appropriate engagement strategies that address the potential issues outlined
above. We do this by reporting work done with the South Asian community in
England, detailing how we built trust through an ‘insider’ perspective. We reflect on
whether these methods were successful in providing migrant community members with

a context that allows them to freely and comfortably contribute to healthcare research.

Materials and Methods

Study Context

South Asians are the largest ethnic minority group (>3.5%) in England and Wales
(Office for National Statistics 2015). Migrants particularly from Pakistan, India and
Bangladesh have a disproportionately high prevalence of Viral Hepatitis B and C
(Uddin et al. 2010, Sweeney et al. 2015), contributing to the overall burden of liver
related morbidity and mortality in the UK (Williams et al. 2014). However engagement
with health services aimed at diagnosing and treating Viral Hepatitis has been less than
ideal (Greyson 2012). The wider study in which this work is embedded, funded by the

National Institute for Health Research (NIHR), aimed to develop and test a video



intervention to raise awareness of chronic Viral Hepatitis and promote screening among

the South Asian community in England, through participatory research.

Exploration of participation of South Asians in health research has previously
identified logistical concerns such as timing and location of research activity,
availability of childcare; fears such as trial drug side-effects affecting health; and
cultural concerns for e.g. ability to care for family, permissibility of trial drug
ingredients and (lack of) respect for cultural/religious sensitivities (particularly
regarding female modesty) (Hussain-Gambles, Atkin and Leese 2006, Rooney et al.
2011). An inability to speak and understand English, particularly among women, the
older age group and the socioeconomically disadvantaged, is noted to lead to difficulties
in comprehending research terms and processes and especially consent forms (Hussain-
Gambles, Atkin and Leese 2006). And lack of resources in providing translations of
research literature and gender appropriate staffing (Hussain-Gambles, Atkin and Leese
2004, Hussain-Gambles, Atkin and Leese 2006) stymie appropriate opportunities for

participation.

Whilst there is no reported ethnic aversion to participating in research among the
Indian, Pakistani and Bangladeshi community, and motivations behind research
participation are likely to be identical to those of the white majority, mistrust and
alienation can arise from negative past experiences of perceived discrimination whilst
receiving healthcare (Hussain-Gambles, Atkin and Leese 2006). Researcher behaviour
can also be subject to stereotypical views concerning the health beliefs, outlook on
preventive health and over-arching male authority of ethnic minorities (Hussain-
Gambles, Atkin and Leese 2006), and ethnic groups being ‘unreliable’ (Sheikh et al.

2009). However, a main hurdle to engagement is thought to be a lack of awareness and



invitation to take part (Sheikh et al. 2009), particularly among older South Asian
women (Hussain-Gambles, Atkin and Leese 2006).

Keeping these concerns in perspective, we invited the first-generation South
Asian community in Greater London and South-East England to participate in cross
sectional focus groups that would inform the content and the delivery of the educational
video. Focus groups (FGs) do not rely on an ability to read or write, and have been
successfully previously utilized in the UK to assess ethnic minority health needs and
explore issues of a sensitive nature (Culley, Hudson and Rapport 2007).

The research team consisted of two clinicians (C1 an expert hepatologist and C2
a gastroenterology registrar); two health psychologists (HP1 and HP2) and a public
health graduate with a degree in medicine (PM). Three of the five researchers (C1, HP2

and PM) were first generation migrants from the Indian sub-continent.

Recruitment and Data Collection

We employed purposive sampling. Eligibility criteria included being at least 18
years of age; being born in India, Pakistan or Bangladesh and having fluency in English,
Urdu or Hindi. We aimed to include majority faith groups prevalent in South-Asia.
Ethical approval was provided by East of England - Cambridge Central Research Ethics

Committee, HRA, NHS (Reference No. 16/EE/0138).

Recruitment activities were mainly carried out by our three researchers of south
Asian ethnicity (PM, C1 and HP2) and progressed in stages. We initially identified,
through personal contacts and community websites, organizations and figures well
known to the community, who could act as our ‘links’. These included primary care
settings e.g. general practitioner (GP) surgeries (n=3); women’s centres (n=2); mosque

officials (n=2); leads at the local borough council (n=1) and individuals with established



social outreach (n=2). They were contacted by phone and email and then in person to
explain details of the project and how and why we needed their help. Each of these links
was provided with hard and electronic copies of English and/or Urdu versions of
participant information sheets? as well as flyers for potential focus group dates and a
point of contact (PM). Information sheets clearly explained the aims of the study, details
of what participation entailed, and assured participants of the voluntary, anonymous and

confidential nature of participation.

Community links arranged for us to present the planned research at their
associated sites and meet potential members, where we further elaborated on the
research process, finalized dates and addressed questions. Researchers proposed that the
FGs could be conducted separately for men and women, be run by a researcher of the
appropriate gender and could be conducted in an Urdu/Hindi/English/mix. Participants
were given a consent form and a demographic questionnaire to complete. For
participants not fluent in English, PM provided meaning-based verbal translation and
assisted in completing the questionnaire and consent. No payment or re-imbursements

were offered except light refreshments and thank-you card.

Based on the literature described, we felt the community would be more familiar
and comfortable in talking about health service use and engagement than research

participation. To avoid leading people to create opinion on what research participation

2 Hindi and Urdu, although differing in script, share the same basic vocabulary and grammatical
principles such that both are widely spoken and understood by people of the Indian
subcontinent. Additionally, the majority of Hindi speaking community is fluent in English

and so participant information sheets were not translated into Hindi.



was likely to mean for them, the FGs were aligned to our main topic of hepatitis and
testing. A focus group guide was used. The opening question enquired about general
health issues of importance in their community. The discussion was then moderated
towards viral hepatitis and the community’s knowledge about spread, treatment,
prevention, screening and associated dis/benefits. We avoided response and social bias
by not directly asking members about their opinions and attitude to research.
Participants were asked for suggestions that address the challenges associated with
testing. Iterative modifications to the guide were made as the work progressed.
Following the first FG, a Question & Answer session was included after each group, so
participants could raise queries.

Field observations of the interactions between researchers, community-link
workers and (potential) participants; were collected ethnographically, mainly by PM
(first author) who was of South Asian descent. There was no tool or pre-determined
format for recording instant physical notes because we thought this could indicate a
distance and a ‘data collection-oriented formality’ which could undermine the trust
which we needed to create. Hence the aim was to note sensitivities, keenness and
skepticism in conversations and interactions that could indicate a readiness or reluctance
to offer help or participate.

This was noted mentally and intuitively as the first author was embedded as part
of the cultural community of the sample, was aware of the context in which responses
were given, could identify with emotion and sentiment expressed, but at the same time
did not wish to influence responses and interactions. Observations and reflections were
later jotted as personal notes and memos — tempered with an analysis of potential
themes and sources of (dis)engagement (including at times exact phrases and tones of

conversation and at others brief impressions) for discussion with research team.

10



Analysis

Our analysis, grounded in the principles of action research (McNiff 2002), is mainly a
reflective evaluation of our recruitment process and whether we tackled barriers to
engaging migrant communities as highlighted in literature. The research team was de-
briefed after each field visit-both by email and through face-to-face meetings. Concerns
and interactions from the field experiences were raised and strategies for adapting a
methodology aimed at recruitment and engagement explored. For example, considerable
discussion time was given to the idea of how to provide (expected) benefit to
participants without altering the staged design of the project and resulted in offering the
Question and Answer sessions at the end of each FG. This formed the basis of our
research reflection exercise, when we revisited first author experiences in interacting
with people and clarified and queried research and recruitment decisions.

The team reviewed field experiences and FG data in tandem. FGs were audio
recorded digitally and transcribed verbatim. Transcripts were analyzed using NVivo 11,
progressing from a detailed, empirical reading of the data towards greater abstraction.
FG transcripts were read with the aim of picking out information that conveyed points
on engagement and disengagement as lower order themes. These were grouped together
to signify higher order themes summarising engagement behaviour. We followed an
interpretative textual strategy as evident from our combining findings from field
observations and FGs into one smooth thematically focused text.

Our processes were aligned to Lincoln and Guba’s (1985) criteria for
demonstrating rigour in qualitative research. The research team had native and migrant
members so personal biases could be kept to minimum, discussions could be challenged
and consensus reached. We included in our FG a later sample of younger south Asian

men to broaden representation. We carried out triangulation by supporting field
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observations with relevant FG data and the researchers’ own knowledge of migration
linked issues, including verbatim text where possible, and a comprehensive literature
review of the topic (Kelly et al. 2018). Further, we formed a patient and public

involvement panel with whom we shared theme development and received feedback.

Results

We ran 8 FGs, (min n=3, max n=11). A total of 26 men and 27 women in the age range
25 — 61+ years took part (see Table 1 & Table 2). Participants were of mainly Pakistani
and Indian origin, from different faiths, education and socioeconomic backgrounds; and
living in the UK for a number of years ranging from 1 to more than 50 years. Focus
groups ran for 40 to 75 minutes. Recruitment and focus groups spanned a period of 10-
12 weeks, except the final focus group which was arranged later after review of

collected data.

*Insert Table 1 and Table 2 here*

Based on our field observations and supplemented by relevant FG data, we
outline seven themes that address potential engagement/ disengagement issues and
facilitate an insider approach to participation (Table 3). For ease of understanding we
have presented themes sequentially, although many findings were iterative, overlapping,

and recursive.

*Insert Table 3 here*

Initial engagement strategies for building trust

Enlisting support from Community Links

Our first point of engagement was with individuals from a South Asian migrant

12



background, who were embedded, respected and trusted within the community. These
included health support workers, language teachers, religious figures, general
practitioners and social contacts of the recruiting researchers. We hoped an approach

mediated by these links, though time consuming would add to our credibility.

The community links had a wealth of service experience and community ‘know
how’. These ‘gatekeepers’ can be protective, selective and potentially wary of
researchers (Sanghera and Thapar-Bjorkert 2008). In our study some gatekeepers had
been approached before by researchers asking for access to the community. This had
resulted in both positive and negative experiences. The two women’s support workers
complained about the ‘attitude’ and pre-supposed ideas researchers had previously

expressed.

In the hope of dispelling residual negativity, we used the preliminary meetings
to explain the project and provide our motivations. We hoped that the presence of
researchers of similar migrant backgrounds would help break down barriers and power
differentials. We attempted to remain open to queries and clearly convey our scientific
and social premise for involving the local South Asian population; speaking to
community members in their preferred language and emphasizing that we were asking
for help in raising awareness of Viral Hepatitis for ‘their-our’ people. Community links
helped to either arrange focus groups at their sites, referred us to other sites or helped

publicise the study.

Getting to know the community in a non-research environment

Community links were willing to introduce us to prospective participants and provided
a useful context on how to establish trust but were cautious about giving guarantees. It

was suggested that we get to know people less formally at first, in a non-research
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environment through community events. We needed to be open and flexible, and share
our personal background, our ethnic origin and motivations. In deciding to employ
South Asian researchers with cultural and linguistic proficiency, we aimed to enable
engagement on informal ‘familiar’ terms and create ‘oneness’; a social concordance that

put potential participants at ease.

One support worker was particularly keen on having service users from the
organisation meet with all female members of the research team together, irrespective of
their ethnic origin. PM (South Asian) and C2 (White British) attended a local English
language lesson, getting to know women practising their conversation skills. At the end
of the session we explained the research project and handed out information sheets. We
noted that the women expressed feeling positive about seeing female researchers from

different ethnicities working together.

Reducing fears connected to participation

Explaining research process/consent to new participants

Early interactions highlighted that for many research participation was new, and they
had concerns regarding consent and the use of collected data. It was important that
ample time was taken to explain, in person, not just the study and its commitments, but
the research process as well as aims of consent. We encouraged people to take the time
to really consider participation, to discuss this with fellow community and family
members, and raise any queries for clarification. We aimed not to pressurize but to

actively encourage people to explore turning us down.

The utility of face-to-face explanations over lengthy study information sheets, in

recruiting ethnic minority groups has been acknowledged (MacNeill et al. 2013),

14



although this may be more a function of socioeconomic status than ethnicity (Rugkasa
and Canvin 2011). In our experience, information leaflets, even the translated ones were
only a supportive resource — to reinforce credibility. Most people were reliant on verbal

interaction with the research team.

I am not in favour of pamphlets (referring to information sheets) as some people can
read and write while others can't. If I receive a pamphlet, I will not show it to anyone and put it

in the bin right away. [Male, retired]

Reassuring data confidentiality

Similar to previous researchers working with BAME groups (Rugkasa and Canvin
2011), our community links pointed out that some women felt uneasy about being
recorded, based on a mistrust of authority and institutions. This appeared more salient
for those not fluent in English. We strongly emphasised that our recordings would only
use first names, that transcripts would be anonymised, recordings would remain with
research institutions and only be heard by the study team, some of whom they had met.
We stressed the voluntary nature of participation and encouraged people to withdraw
(now or at any point) if they felt uncomfortable. Although some women chose not to

participate, others were reassured:

I see, yes okay...its fine. Now that you are talking to us it feels right, I like it. You are
asking about the illness, nothing wrong that you are discussing...I find it very right. The

questions that you have asked me I find them correct. [Female, 40s]

Countering stigma linked to participation in disease specific research

Migrant and ethnic minority groups can experience higher disease related social stigma

(Loutfy et al. 2012, Sweeney et al. 2015) and many within the South Asian community
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may choose not to share disease diagnosis; as this can have negative implications for the
wider family, and reduce marital prospects, particularly for women (Rooney et al.
2011). A surprising finding we had not anticipated, was that illness related stigma could
also hinder people from participating, or even consider participating in disease-specific

research (Rooney et al. 2011). As one senior female community figure commented:

...you know how one thing leads to another in the community...oh so and so is going
for the test, maybe she has this illness. So if you can keep it on a very low level so that not

many people get to know. [Female, 60+yrs]

We actively addressed these concerns as they arose and highlighted the
confidential nature of screening. The focus groups discussed the illness largely in a non-
judgemental way and explored perceptions of burden and how these could be addressed
in a culturally considerate manner. Many participants noted feeling empowered by
knowledge of the illness. Some people shared their experiences of knowing someone in
the community with Viral Hepatitis and three participants gave a personal history of

having a hepatitis-like-illness.

Local endorsement and insider context

Local endorsement as opposed to passive recruitment are effective in increasing
research participation in collective communities (McLean and Campbell 2003). In our
experience, many participants were invited by someone known to and trusted by them.
Many participants encouraged other family and friends to participate, with this context
being reported as a significant reason they agreed to attend and subsequently found

participation to be useful:

This discussion that we’re having...If we’d have been invited by you, I wouldn’t have

16



come...Only, only because, say, for example, it’s a close friend associated with this I have
come. Otherwise I don’t care about this discussion to be honest...Definitely it was a very good

discussion actually, enjoyable discussion! [Male, 30s]

Facilitating participation from all

Overcoming opportunity costs

As outlined, family commitments and economic reasons are conflicts to research
participation among South Asian migrants. To mitigate this, we arranged focus group
sessions at times suited to people and at places familiar and convenient for them. For
example, we arranged sessions during school hours for mothers, or weekends for
working members; and in local community centres or at a local residence. On other
occasions, we ran sessions at times when people were already visiting recruiting sites

for social or religious purposes.

Addressing communication

Participants suggested that for those not fluent in their host country’s language, health
interactions and research participation are challenging with communication difficulties
more acutely experienced by recently arrived migrants

...lots of people feel shy because of the language. Yes, they feel shy and they don't try
to get information because they are not understood at the surgeries or not explained. Language
is a very important factor. [Female, 30s]

Additionally, if serious illness is not openly talked about, migrants may find it
challenging to participate in research exploring it (Lee, Sulaiman-Hill and Thompson
2014). Providing ‘cultural safety’ in language (Ogilvie, Burgess-Pinto and Caufield
2008), ensures minorities are not excluded and reduces feeling of otherness. The

expertise in Urdu and Hindi within the research team enabled us to recruit and conduct
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focus groups in these native languages, which was particularly salient while engaging
with women and older migrants:

Particularly those women who come from the villages...are extremely shy. Let alone
English, they hesitate in getting information even if it is given in their own language. [Female,
30s]

... And the very important thing that when you arrange a meeting with the older people,
make sure it is in Urdu and Punjabi...Sometimes, they feel hesitant that if they aren't fluent in
English, they would not speak. If you talk to people in their language, you will get more
information. [Male, 50s]

Participants stressed the importance of using accessible language and removing
medical jargon.

You have to go slow and steady. If you are a doctor, then you must have the skill to be
able to explain things to common man...Praise be to God, doctors are very learned, but many a
times they don’t come down to a level to which general public has knowledge or ability to
think, or to absorb. So, it’s not just enough to say to them...they have to absorb it and to be able
to explain its main points at home to family and children, or friends. [Female, 60+yrs]

Therefore, our FGs began with general questions and we kept the discussion as
non-medical as possible, at a pace that was easy for participants. For some women, this
was the first opportunity to comfortably speak to a medically trained professional (PM)

in the community and was positively appreciated:

...Like in the community people like you can come and help us. [Female, 40s]

Making research culturally compatible

Recruitment activities were carried out by researchers of a South Asian background and
we remained cognizant of cultural values and customs. This included gestures such as

greeting/addressing older members, and members of the opposite gender in a culturally
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appropriate way, suitably acknowledging the role and contribution of respected
community figures and presenting the work in a relevant manner. A few of our FGs
were held in the Islamic month of Ramadan and we made sure FG timings did not

interfere with worship routines.

Trust begins with familiarity (Dwyer and Buckle 2009), and having an ‘insider’
researcher was important. All groups except one (with younger more educated men-see
below) were moderated by culturally matched researchers. This allowed participants to
raise and discuss culture-linked issues with a common reference point. For instance,
during a discussion around raising awareness of disease transmission, a female
participant shared the frustration she experienced when trying to educate members of

the community

In our... in our ethnicity, if you try and explain to them...they are so strict to it. Oh, I
don't want to listen. You might be wrong. I'm always right. That's fine, but people are trying to
say something, that this is the right thing to do. They don't listen. They think, oh, well, I know

everything. [Female, 30s]

We noted participants felt reassured that their encounters were shared and
provided supporting comments such as “as you know”. This kinship and joint cultural
knowledge was important in creating a relaxed atmosphere and the ‘insider’ context we

were aiming for.

In many Asian communities, single gender gatherings are more likely to lead to
comfortable interaction, forming and sharing opinions and debate, particularly when it
comes to socially sensitive topics (Culley, Hudson and Rapport 2007). Where
appropriate, we provided gender separation especially respecting the older Muslim

participants. We anticipated that women would be more inclined towards interactions
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with female researchers

Some ladies should be coming, because we cannot tell the men...so better to talk to
ladies...However much we can share with you, we cannot share with a male...there should be

ladies for ladies. [Female, 40s]

South Asian women do not always feel that they have a voice in their
community, so the presence of women (PM, HP2) from their ethnic migrant
background, who also needed to ‘negotiate’ British society was imperative in bringing
familiarity to an otherwise odd and rather formal social situation. We made an
exception to building this rapport within our final focus group. We realised we needed
to capture the views of younger, educated first-generation men - whose contribution had
thus far been scarce. This group was acculturated to Western norms so although
recruitment was done through Indian ‘links’, the group was run by a white British
researcher. Our awareness of the lack of input from this group came late in the project
work, and team member availabilities meant we had to use a white British researcher or
risk the work not being done. On reflection, we felt this was the correct decision as the

interactions were open and went well.

Reciprocating participation

Stressing all/any contribution will be of value

At times community members can refrain from coming forward thinking they have
nothing significant to offer to a research discussion (de Freitas and Martin 2015). In our
introductory meetings, some people expressed the concern that due to their limited

knowledge of hepatitis, their participation would be ‘of little use’.

I don’t have any understanding...That what is it. [Female, 30s]
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We gave constant feedback that ‘correct’ answers or ‘knowledge’ was not
needed or expected. All and any contribution would be of value. We reiterated our
commitment to highlighting due credit and acknowledging all forms of contribution in

any publications and disseminations.

Requiting participation

Reciprocity is imperative, and the team supported the community in running a health
session on a topic unrelated to viral hepatitis, demonstrating our commitment to
partnering with the community and increasing knowledge. It brought in a significantly
larger number of the local community and provided new contacts for recruitment in

later phases of the project.

Some community members expected that participation would aid and educate

them about Viral Hepatitis and they would be immediately tested for the disease.

Do you do the testings, or we have to make an appointment? [Male, 60+yrs]

Although we had clearly communicated that this was not part of the current
phase of the study, we felt that it was crucial for participants to feel they had gained by
participating. To meet these expectations, we offered participants informal question and
answers sessions at the end of the focus groups, and signposted websites providing

further information.

Giving accurate representation and voice to participants

Conveying meaning-based translations in transcripts

Focus groups were translated and transcribed into English through professional

companies. PM verified the transcripts against audio recordings, to check meanings
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were context based rather than literal translations. This was done to ensure participant

comments were represented as they had intended them to be understood.

Empowering participants to share perceptions on engagement in health based

interactions

Research has shown that socioeconomic status and life struggles can influence
awareness of and participation in research (van der Velde, Williamson and Ogilvie
2009). Our recruitment activities aimed to benefit people from varying educational

backgrounds and length of residency in the UK.

30,40,50 years we have been living here. I think, like you said before that the NHS has

funds, but those funds aren't spent on our community. [Male, 50s]

Some suggested that racism and discrimination were factors that undermined

their inclination to engage.

Yeah, but the only thing, in the British society, the discrimination - the Asian got it,

don’t worry about it. [Male, 60+yrs]

Others suggested that lack of participation in research stemmed from fear within

the community and reluctance to think about health issues.

I don't know there is some kind of fear, I think, we have as a community, we don't go
into these things. we are just so busy with our own lives...And we are just gonna be thinking it
is the end of the world if we do something else. You are lucky that we have 9-10 people sitting

here today. [Male, 50s]

These voices affirm that attitudes to engagement are complex and influenced by
multiple lived (healthcare) experiences. They reflect the success of our trust building in

helping community members to speak about these concerns.
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Aiming for long-term relationships

Community members suggested that previous researchers had failed to acknowledge
community participation and failed to provide an update on project outcomes. To avoid
this ‘in and out’ approach we invited community links to project meetings and to a
patient and public involvement panel to discuss progress, to obtain input on further
phases of the study and to create a long-term relationship. We aimed to build a sense of
positive engagement, personal investment and empowerment. Focus group discussions
informed the content of the research instruments for the following phases. We have
since returned to the community with the completed educational film (the wider aim of

the work) to collect insight and feedback on whether our intervention is ‘fit for

purpose’.

Discussion

This study furthers our understanding of how migrant and ethnic minority populations
can be offered the opportunity to participate in the research process, by developing

appropriate engagement strategies through building an ‘insider’ perspective. Here, we
discuss how successful these ‘insider’ methods were in providing a context that allows

migrants to freely and comfortably contribute to healthcare research.

Firstly, our findings highlight that a fundamental step in reducing feelings of
otherness within minority groups is establishing a trustworthy researcher-community
relationship. This is a complex and progressive endeavour, facilitated not just by the
support of trusted community link-figures but by researcher attitudes, integrity,
congruence and responsiveness to community needs and preferences, all of which help
achieve a connectedness above and beyond tokenistic racial matching (Fryer et al.

2016). Shared experiences provide an ‘acceptance’ and gateway that would otherwise
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be less likely (Dwyer and Buckle 2009). As others note, commitment is reliant on
informal referrals (Rugkasa and Canvin 2011) and public interaction by researchers, the
endorsement of which goes some way in reducing power differentials, particularly
around sensitive health concerns (Waheed et al. 2015). The importance of remaining
non-judgmental while engaging with sensitive issues is key to creating trust. The
position of our recruiting researchers in being ‘inside enough’ (due to common
ethnicity, gender and more importantly shared immigrant background) and yet having
some professional distance allowed participants to share views frankly. This
combination of a connection combined with professionalism, creates less fear of
judgement or gossip, issues associated with totally immersed community insiders
(Ryan, Kofman and Aaron 2011). Having insider knowledge of the cultural context of
the research cannot be underestimated, nevertheless, having non-South Asian White
British members on the team brought outsider ‘objectivity’ to the research process, and

particularly the analysis which was continually overseen by HP1.

Secondly, our findings illustrate how trust alone is not sufficient. Residual
discrimination and misgivings need to be acknowledged and tackled if researchers want
to truly engage, particularly when researching a condition that may be stigmatized in the
community and carries negative social consequences. Researchers must provide suitable
opportunities for participation and ensure that participants feel empowered. To mitigate
this, our encounters re-affirm the importance of the boundary-spanning role played by
bicultural researchers (Ogilvie, Burgess-Pinto and Caufield 2008, Lee, Sulaiman-Hill
and Thompson 2014). Boundary —spanning, in terms of belonging to host country but
also in sharing cultural and migrant backgrounds makes communication less
intimidating and more empathetic, particularly for women participants. Bicultural

researchers consequently aid potential participants to negotiate power divides, raise
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queries and understand the premise of the research.

Thirdly, our results show that engagement strategies need to be premediated
(considered prior to the research process), reactive (considered during the research and
on completion of the study) and adaptable. The importance of remaining flexible and
nimble by adapting research to the community’s wishes when engaging with minority
groups is highly relevant (Shelton and Rianon 2004). Each of the outlined themes is a
crucial ingredient in achieving the goal of engagement. The specifics of the approach

taken will depend on the context of the research question and its target community.

Efforts were made to keep consent as informed and unhurried as possible, but
we are limited in saying if the presence of an ‘insider’ researcher proved to be a
facilitator of informed decision making or whether it harnessed a ‘blind trust’, causing a
level of obligation (Hussain-Gambles 2004). Reassuringly, not everyone we
approached participated. Further research needs to be done to explore the role that
elaborate study materials and written versus verbal consent play in encouraging or
discouraging research participation among minority ethnic groups.

While we were successful in getting women to participate and articulate
opinions, we were unable to recruit a large number of participants giving a personal
history of hepatitis. This only points out the extra work that even ‘insiders’ would be
required to do to combat participation related stigma and persuade people to come
forward.

Additionally, we must point out that engaging participants in a longer clinical
trial, with multiple follow ups, would require more intensive and ongoing groundwork.
We would further caution researchers not to use our findings as a recipe for success or

to assume minority groups are a single broad ethnic group. There is no one size fits all,
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the research needs to consider the country of origin, migration status, acculturation into
the host society, religion, educational levels, socio-economic position and the cultural
values and norms that exists within differential groups. There is diversity of interest
both within and between ethnic communities, and it is likely that other BAME groups
and those with immigrant parents but themselves born and raised in the UK may view
research participation differently and so require very different and tailored approaches

(Waheed et al. 2015).

Conclusion

The openness and flexibility of the research team, paying careful attention to
community priorities and sensitivities, to acknowledge differences and positively
address these was vital to engagement. We remained transparent in our communication
(McLean and Campbell 2003) particularly about exactly what participants were not
signing up for and offered suitable return on participant contribution. We stressed our
main goal of raising awareness within the wider community through participant
suggestions. Overall, the feedback from participants and the community leaders was

unanimously positive.
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