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Naina Patel3, Pamela Peggy Campbell‑Morris7 and Aaisha Tasneem Farooqi8 

Abstract 

Background:  It is recognised that Black, Asian and Minority Ethnic (BAME) populations are generally underrepre‑
sented in research studies. The key objective of this work was to develop an evidence based, practical toolkit to help 
researchers maximise recruitment of BAME groups in research.

Methods:  Development of the toolkit was an iterative process overseen by an expert steering group. Key steps 
included a detailed literature review, feedback from focus groups (including researchers and BAME community mem‑
bers) and further workshops and communication with participants to review the draft and final versions.

Results:  Poor recruitment of BAME populations in research is due to complex reasons, these include factors such as 
inadequate attention to recruitment strategies and planning, poor engagement with communities and individuals 
due to issues such as cultural competency of researchers, historical poor experience of participating in research, and 
lack of links with community networks. Other factors include language issues, relevant expertise in research team and 
a lack of adequate resources that might be required in recruitment of BAME populations.

Conclusions:  A toolkit was developed with key sections providing guidance on planning research and ensuring 
adequate engagement of communities and individuals. Together with sections suggesting how the research team 
can address training needs and adopt best practice. Researchers highlighted the issue of funding and how best to 
address BAME recruitment in grant applications, so a section on preparing a grant application was also included. The 
final toolkit document is practical, and includes examples of best practice and ‘top tips’ for researchers.
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Introduction
The UK population shows an increasing number of 
people from Black, Asian and Minority Ethnic (BAME) 
populations (see Fig.  1) and it is suggested that these 

communities will make up a fifth of Britain’s population 
by 2051 compared with 8% in 2001 [1].

Despite reporting poorer health outcomes [2], ethnic 
minorities are under-represented in health and social 
care research. Consequently, the need for more relevant 
research data to inform health care planning and practice 
has been highlighted in a number of reports and recom-
mendations [3, 4]. Previous reviews have shown that the 
reasons for under-representation of BAME groups in 
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research are complex [5] and include barriers such as: the 
use of language and lack of ability to speak English [6–
14]; socio-cultural barriers which result in unfair access 
to services and health inequalities [15]; a lack of under-
standing of the concept of research [16], and; practical 
issues such as lack of transport causing additional costs 
to participants [14–17], and inaccurate / unregistered 
housing [9].

A number of authors have highlighted the impor-
tance of cultural competence as important in conducting 
research amongst minority communities [8]. A culturally 
competent researcher will actively develop and practice 
appropriate, relevant, and sensitive strategies/skills in 
working with individuals from different cultures [16]. 
Using modalities that are consistent with the life expe-
riences and cultural values of the participants will build 

Fig. 1  Changes in Minority Ethnic Groups in the UK (ONS 2011)
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trust and rapport which is an important component for 
research with minority communities.

Brown et  al. [17] conducted a systematic review and 
found no trials that tested interventions for enhanc-
ing recruitment of BAME groups, that there is still a 
need to test different recruitment strategies and evalu-
ate their effectiveness. Similarly, Burlew et  al. [18] sug-
gest that more research on effective strategies to promote 
inclusion in clinical trials and research more broadly is 
needed. More research is thus needed to develop cul-
turally sensitive research methods, materials and data 
collection instruments. Hussain-Gambles et  al. [15] 
argue that current research methods and designs often 
result in BAME groups not being given a choice to par-
ticipate – language and cultural barriers can present 
unfair access to research for almost the same reasons as 
why they may have unfair access to services. However, 
despite the difficulties, there are many examples of excel-
lent practice in this area (including high quality research) 
which have resulted in real changes in health care deliv-
ery, and from which we can learn. This paper discusses 
the development of a toolkit for increasing the partici-
pation of BAME communities in health and social care 
research, incorporating good practice guidelines, as a 
way to promote high quality health research with BAME 
communities.

Objectives
The aim of this project was to develop a toolkit to capture 
best practice and provide researchers with a framework 
on how to improve the participation of BAME groups in 
health and social care research. In order to achieve this, 
a project group which included researchers and lay rep-
resentatives was established (the authors). In a series of 
meetings and events we explored the enablers and bar-
riers for BAME groups participating in research both 
via a literature review and by capturing the viewpoints 
of wider groups of both researchers and members of the 
BAME community of Leicester in the UK.

Methods
The methods employed in this process were qualitative in 
nature and involved a four-stage process:

Stage one: literature review – an iterative process
An extensive literature review was undertaken to iden-
tify the barriers and enablers for recruiting people from 
BAME communities in research. A number of strategies 
were applied to obtain the literature within this body of 
research. Using key words (such as: ethnicity, culture, 
BAME, research, research engagement and research par-
ticipation, health research) numerous library searches 
were conducted for books and journal articles; electronic 

databases were searched (namely the use of Athens) to 
find electronic journals; general internet searches were 
conducted (Google and Google Scholar) and recom-
mendations were suggested of possible useful sources of 
information (books, journal articles, reports and confer-
ence presentations) from colleagues and established net-
works [19].

Searches were an iterative process, designed to keep up 
to date with newly published material published from the 
years 2000–2018. Searches were not limited to the UK in 
order to maximise the retrieved material. The majority of 
articles retrieved were based on US studies, with some 
based in European countries. However, it is possible to 
draw parallels with research from different countries [19].

Very few articles were ‘research based’ with the major-
ity focusing on recruitment and access into services. 
However, the information and guidance provided in 
these papers could be understood within the context of 
research and provided useful insight to help the authors 
with the aim of this project. In total, 54 articles were 
retrieved from which 39 papers were included in the 
review. A thematic analysis was applied to identify the 
key issues for consideration when conducting health 
related research with BAME communities [20]. Firstly, 
familiarity of the data was gained by reading through the 
chosen articles in order to form initial ideas regarding 
overarching themes and patterns within the dataset. As 
more understanding was gained of the data, codes were 
continually developed and refined, and then organised by 
grouping into broader themes and subthemes. A report 
was then produced.

Stage two: focus groups
Focus groups were held in Leicester where researchers, 
service representatives, and lay members of the public 
from BAME communities were invited. They were pre-
sented with the key themes from the literature review 
and were asked to give their feedback and experiences 
of conducting and participating in health and social care 
research. Participants were invited to attend the focus 
groups via emails and letters, through community lead-
ers, charities, and word of mouth (see Additional file 1 for 
invitation to lay members, and Additional file 2 for invi-
tation to researchers). To encourage participation from 
lay members, a £20 voucher was provided for attendance.

The criteria for participation were that researchers 
and service providers had to be involved in research 
which included the BAME communities, and members 
of the public had to belong to a BAME community.. It 
was felt these invitees were most likely to have insights 
and experiences most relevant to this project. Some of 
the researchers were also service providers (such as GPs 
and therapists) who had or were intending to be involved 
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with research. All participants were over the age of 18. 
A total of 21 researchers from a range of study groups 
(including triallists, qualitative researchers, mental health 
and social care research) and 14 members of the pub-
lic, from several south Asian and Black/Afro-Caribbean 
communities, attended, although prior to the event an 
equal number of each group (approx. 40 of each group) 
were invited.

Four focus groups were conducted, which focused on:

1.	 The enablers and barriers for conducting research 
from the perspective of BAME community members 
(see Additional file 3 for Topic Guide).

2.	 The enablers and barriers for conducting research 
from the researchers’ perspective (see Addi-
tional file 4 for Topic Guide).

3.	 Key themes needing to be addressed in good practice 
guidelines - mixed group 1 (researchers and BAME 
community members).

4.	 Key themes needing to be addressed in good practice 
guidelines - mixed group 2 (researchers and BAME 
community members) (see Additional file 5 for Topic 
Guides).

As this was an opportunity to bring together members 
of the public with researchers, it was felt that mixing the 
groups would be an excellent opportunity to learn from 
both communities and generate debate/discussions.

All focus groups were audio recorded with consent and 
transcribed for analysis.

Analysis: A full transcript was provided for each focus 
group, and independently analysed by four members of 
the project steering group using the six phases of the-
matic analysis outlined by Braun and Clarke [20]: (i) 
Familiarisation with the data; (ii) Generation of initial 
codes; (iii) Search for themes; (iv) Review of themes; 
(v) Categorisation of themes and (vi) Production of the 
report. This was firstly done independently by members 
of the project steering group, who then did a cross com-
parison of their individual analysis. The final themes were 
agreed collectively amongst the group.

Stage three: development of the toolkit
Based on the themes from both the literature review and 
the focus groups, the research team developed six good 
practice guidelines that needed to be considered when 
conducting research with BAME communities. This was 
done via ‘round table’ discussions which consisted of six 
tables presenting one of each of the six proposed sections 
of the toolkit. Each table was a mixed group of research-
ers (including some who were also service providers) 
and lay community members. Equal time was given for 
participants to add their thoughts on the information 

provided. These were then collated, and any further rec-
ommendations and case examples were added to the final 
draft of the toolkit.

Stage four: validation process
The validation process involved two parts; firstly amongst 
the project team, and secondly, amongst the focus group 
members. Iterative discussions took place amongst the 
project team to fine tune the recommendations within 
each guideline of the toolkit. This involved each project 
team member individually reading through each guide-
line to ensure all data from the literature review and 
focus groups were incorporated and where possible, case 
examples were developed to support the recommenda-
tions. These were then circulated amongst the project 
team allowing each member to peer review the content.

Following this, all those who attended the focus groups 
were invited to a half-day follow up event in Leicester. 
Participants were presented with the toolkit and were 
asked to give their feedback, discussing whether the 
information included was reflective of their comments 
and experiences. This was done via ‘round table’ discus-
sions which consisted of six tables presenting one guide-
line of the toolkit. Equal time was given for participants 
to add their thoughts on the information provided. These 
were then collated and any further recommendations and 
case examples were added to the final draft of the toolkit.

Results
As can be seen from Table 1 below, the themes from the 
focus groups support the themes that derived from the 
literature review.

The themes from focus groups 1 and 2 with BAME 
community members (CM) and researchers (R) were 
particularly important for further understanding the bar-
riers and facilitators for BAME participation in research.

What prevents people from BAME communities 
from taking part in research?
Communication barriers
Focus groups revealed that there were mixed feelings 
about interpreters, challenges of interpreting and trans-
lating meaning and that the format of the informa-
tion being provided to community members must be 
appropriate.

It was felt that “the whole area of language is a major 
issue” (CM) and that language barriers were a key con-
cern surrounding the issue of health care. There may be 
a perception that communication is likely to be effective 
between all BAME members, but within this broad com-
munity, there are substantial cultural and language-based 
challenges especially because “dialect is equally as impor-
tant as the language” (CM).
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Whilst patients may understand English, some par-
ticipants highlighted the challenges of communicating 
to a patient in their second language as it is not always 
a direct translation, “it’s not that people do not under-
stand English, they do, but it comes out differently in 
their mother tongue” (CM). It was felt that “it isn’t dif-
ficult to identify a specific individual who can translate 
some of the information we give out” (R) however; “the 
issue is getting funding for such resources” (R). Nonethe-
less, there was a consensus that “everybody will engage 
more when you say it in their own language” (CM).

Cultural variations in the way that people communi-
cate, and how it is interpreted, were also highlighted:

“I can only speak for black people we gesticulate 
a lot [when] we talk [ …] …I know people talk 
with their hands and whatever and people get the 
wrong impression that they are angry you know 
and whatever some people speak with their hands” 
(CM).

“if we decide to put something into Punjabi and 
into a Punjabi dialect that’s fine, we do get a big 
catchment area however, then we start to exclude 
people. Because put it into all Asian languages 
and all Asian dialect which I believe there is some-
thing like 317, then we start to exclude polish and 
then the eastern Europeans. There are so many 
cultural adaptions of each language, you couldn’t 
possibly meet everybody’s requirement. There has 
to be a better solution” (R).

Encouraging individuals from BAME communities to 
participate in research can be challenging. Communica-
tion and language-based challenges were considered as 
a key barrier to engagement. Additionally, the amount 
of written information presented to participants could 
also discourage them from taking part. Consequently, 
the language used in this information could be viewed 
as overly complicated:

“We send them out a letter or an email [...] and 
then if it have got 5-6 long sheets attached to that 
then there just going to look at it and pass it and 
they are just going to go zzzz” (R).
“If you got five sheets of paper and it’s got all this 
information on it with long words to participate 
would you bother? I would probably not bother” 
(R).
“One of the studies I am currently working on 
involves five sheets, and I took it home to read last 
April, and I had to read it 3-4 times with a bottle 
of red wine to be able to sit down and think what 
the hell is this going on, and that’s with English 

being my first language” (R).

It was felt that this approach needed to be simplified to 
be made more accessible. Using verbal communication 
may be more beneficial:

“...patient information sheets need to be very sim-
plistic not condescending or patronising, and not five 
sheets on A4 using language that a consultant would 
use with another consultant” (R ).
“...if somebody phoned me up and said hi you indi-
cated you wanted to take part, I’m just going to run 
through some information with you, stop me if there 
is something you do not understand. And you just go 
through a checklist, wouldn’t that be a better way?” 
(CM).

However, it was viewed that ethical requirements posed a 
challenge to communicating information in a more sim-
ple and streamlined way. Unfortunately, it was felt that 
ethics committees may hinder an adequate solution:

“...it’s about ethics applications, and I think that is a 
challenge that many researchers face, is how do you 
actually [...] adhere to ethical guideline and have 
everything in the kitchen sink included within that 
participation leaflet?” (R ).

“we need to be going to ethics committees and say 
this is what the public want [...] I know that might 
not go down very well” (R ).

It must be noted, however, that it is common practice for 
ethics committees to insist that research related docu-
ments show evidence of engagement and that those at 
the centre of research have fed into the design of these 
documents.

It is also important to pay attention to the terminology 
being used:

“You want people that speak our speak, grass root 
speak don’t come in with jargon, jargonistic things 
and so forth come and meet us at our level” (CM).

Developing and implementing more accessible meth-
ods could help reduce some of the barriers surrounding 
communication:

“We need a method in terms of using video clips so 
people can actually hear in different languages and 
to give to families so they understand what is going 
on, what the project might actually look like” (R ).

“…I said go on radio stations you have the station 
for Asians, you got stations for Caribbean… [if you 
get] that information to radio station that is another 
way of getting information out there”(CM).



Page 7 of 16Farooqi et al. BMC Medical Research Methodology           (2022) 22:17 	

Additionally, it was suggested that another method of 
recruiting participants from BAME groups might be 
advertising via GP surgeries:

“I think in [the] future when you are having these 
research groups if you maybe send notifications 
around to a few GPs so posters are put up there…
[…]… in the GP’s surgery so that people will get to 
know. Because if I was not a member of this Monday 
group, I would not have known about it. I mean I’m 
not working I can always attend, not cost me much. 
You know so I think you need to send notification to 
GP’s you know patients going in an out the surgery 
would get to know.”

Socio‑cultural factors
The focus groups revealed that just as people from BAME 
communities have unfair access to services, they have 
unfair access to research. Consequently, they are often 
excluded and thus do not know about research. Often, 
they are seen as ‘hard to reach’ with additional challenges 
creating further exclusions such as those associated with 
prejudice, racism and discrimination.

The data revealed a perception shared among some of 
the lay members that certain BAME groups (e.g. African-
Caribbean and Bangladeshi men) are over-represented 
in some services, but participate in a vast amount of 
research aimed at improving services and identifying 
issues:

“We know that afro-Caribbean people men […], 
their carers, represented here today, are over repre-
sented in the mental health section” (CM).

However, it was perceived that despite this, there is lit-
tle tangible evidence that the research findings are being 
communicated to the target population. Furthermore, 
there was the notion that the research might be more of a 
tick box exercise:

“…so the African Caribbean people are the most 
researched group of people and nothing tangible is 
happening, so the question I would ask is, how would 
someone convince me why should we continue to 
take part research? I’m not here to tick boxes” (CM).

Furthermore, it was suggested that “the problem with 
research is that there is a lack of communication between 
(researchers) and the public, so they do not know what it 
is all about” (CM). It was felt that this is largely because 
“they (participants) never get feedback so we don’t know 
nothing about what’s happened” (CM). Despite the lack of 
communication, community members felt that this was 
“nothing new. Just like we don’t know about services, we 
don’t know about research” (CM). Another community 

member further added “we are always the last thought, 
and I think it is in that way in research too” (CM). Some 
researchers expressed how quite often, the research team 
do not have the correct strategies in place to engage with 
BAME communities and consequently “we end up not 
involving them in the project. If we are going to include 
people, we need to do it properly and know of effective 
ways to engage with people” (R). It was felt that “there are 
engagement strategies out there but whether they are being 
used effectively, is the question [...] How are you (research-
ers) monitoring that they are being used effectively for 
that research?” (CM). Furthermore, it was suggested that 
“it’s important that you look at research companies with 
standards around people with life experience skills and 
they have lived the experience that we have all lived… 
often its middle class its white… they don’t understand” 
(CM).

It was felt that normalising research in certain commu-
nities may be advantageous with regards to engagement. 
However, it was felt that communicating the findings 
more effectively was also a key requirement:

“…I would like to see […] normalising research […] 
and making it work for the groups that is not work-
ing for, the African Caribbean community, to see 
something tangible that has come out of research for 
this particular group” (CM).

Ultimately, as identified in the literature review, it is 
important to acknowledge the reasons as to why people 
may lack trust and the need to build rapport, with several 
researchers highlighting the impact of prejudice, racism 
and discrimination for such communities, and how this 
impacts on non-participation:

“[there are] bigger layers of disadvantages that are 
there… so I think that comes again from actually 
knowing the community and actually being honest 
with the community in terms of what you can and 
can’t do, deliver because you know what the gypsy 
travellers you are not going to eradicate a 1,000 
years of prejudice” (R).
“I think there is also with a lot of community mem-
bers they do face an element of racism as well, 
whether it from you know from a practice they have 
been to or you know somewhere out and about there 
is some result of racism they have experienced which 
hinders their whole experience and also makes them 
not want to go their GP practices, not want to get 
involved in certain research so its experiences that 
they have actually had” (R).

“…speaking of that there is also an element of posi-
tive discrimination when you are trying to engage 
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and that can make people feel equal...[…].. I suppose 
and so it depends on the whole approach it’s about 
listening, it’s about honesty and trust but, my point 
still goes back to we can do as much as we can to try 
and engage communities and the type of data which 
we gather from ethnographic research” (R).

Fear of the unknown, mistrust and stigma
The focus groups revealed that there was a general lack of 
awareness and knowledge about the concept of research, 
why it is important and what it involves. The distrust of 
research was also highlighted as well as the stigma of 
participation in research where a health condition is 
stigmatised.

Supporting the findings of the literature review, com-
munity members expressed that often, non-participation 
in research is due to a lack of trust with those conducting 
the research:

“…the main thing that is missing , […] that’s prevent-
ing people [from taking part in research] is trust, 
lack of trust as I’ve said to you, I think we have to 
be using people […] as a vehicle to take that message 
into their communities…[…]… people who people 
trust. These ladies who were brought here today will 
tell you I went to the group and [it] did not take no 
convincing them because they trust me” (CM).

Although it was expressed that having the researcher 
from the same background as the participants would be 
useful, participants felt that it is important to always give 
a choice for this:

“They would trust a person from another [commu-
nity] more than the person of their own. I don’t want 
them to know about me, what do they want to know 
but if, another person come from a different area you 
[are] more open and you let them know exactly how 
your feeling , what the problem is but, if you say… 
it’s a Jamaican person going to Jamaican house they 
may not want to be open” (CM).

One of the main reasons members of BAME communi-
ties do not come forward to take part in research may be 
due to the fear of others finding out (through researcher 
associations) in the community. This was echoed by 
another researcher, indicating the importance of demon-
strating sensitivity of issues within certain communities 
(cultural competence):

“ I’ve worked with groups of young women around 
maternal mental health in an Asian group and 
thought ok we will address the language but actu-
ally that was wrong because the person we got, she 
was in the community and, because nobody wanted 

to talk about it to somebody who was of that com-
munity, we needed to get somebody from far away to 
come in for the privacy because of the fear of chatter 
and people finding out in the local community about 
what was going on. So, it’s, you know, you think you 
have addressed one issue but actually it’s something 
else so this being culturally competent is really, 
really important” (R).

Just as there is a ‘fear of the unknown’ in services as 
reported in the literature review, it was also felt that this 
was true of research:

“I think it is down to fear, fear of the unknown as 
they don’t know what they are getting themselves 
into and, they don’t know what it involves and doing 
something different it is scary… so sometimes that 
would put them off getting involved in something like 
that. Generally, in my experience when you get them 
there and they understand the process they continue 
to come back and they are happy to get involved but 
the essential stage is the hard part to get them to 
come in in the first place” (R).

Researchers also felt that stigma was a key reason as to 
why some members of the community may not partici-
pate in research:

“…social barriers - what others think why have I 
been selected? Why not others? They are not sure 
whether to take part or not, what would the family 
think? If a person come into the country and was 
selected they should fit the purpose, fit my research 
purpose… would the family allow it? I would need 
to get it the consent of the family. This is what I came 
across when interviewing community participants 
from various communities - we came across a lot of 
ladies who did not want to take part because they 
had to ask their mother/ father to see if they were 
able to take part first” (R).

For some communities, there are health related issues 
that have a stigma associated to them. Just like a fam-
ily may refuse support from services due to the fear of 
becoming known, they may refuse participation research. 
As one community member pointed out: “you have 
to look at the topic you’re researching. If it is physical, 
nobody seems to mind but, if it is a mental problem, par-
ticipation becomes harder because a lot of ethnic groups… 
Chinese, Black, Asian, they don’t want to talk about it” 
(CM). Furthermore,

“Often particularly around mental health if there 
is a young girl who has a mental health condition 
it will be hidden. You can’t marry off a young Asian 
girl if they are known to have some form of mental 
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health issue and it’s like the cultural understanding 
of the researcher when they are doing their research, 
that it’s being done in the appropriate manner. So I 
think the communities themselves may not want to 
participate in certain research studies because of the 
fear of stigma, fear of what it says about their family 
and so there are quite a lot of cultural barriers as 
well as language issues, see it’s a balance” (R).

Indeed, “it is not a process that is going to happen over-
night” (R) and, stigma was recognised by researchers as 
something that was familiar to White people in the 1950s 
whereby “if you had an unmarried girl and she became 
pregnant and she was gone about 4-5 months, she was sent 
away to live with an aunty or uncle and then came back 
once the child birth had happened. It was still happen-
ing in the 1980s, there was a big stigma around it in the 
1950s and some people would be sent to a mental asylum 
in this country as an unmarried mother” (R). Therefore, 
“we should not look at the Asian community and think 
they are wrong because that’s what we did. And it took 
the White community here 100s of years to get over that so 
we can’t expect the Asian community to blend in with the 
community instantly, it does not happen overnight” (R), 
indicating the emphasis should be on understanding and 
appreciating an individual’s beliefs and activities in terms 
of that individual’s own culture, and forming non-judg-
mental attitudes towards diverse cultural norms, values 
and practices.

Practical issues
Practical issues such as additional costs for interpret-
ers and translation, transportation costs and, lack of 
research funding were barriers for conducting research 
with BAME communities as evidenced strongly in the 
literature review. Researchers discussed the difficulties of 
“funders turn down your bid because it is so costly, trans-
lation and interpreters are not cheap” (R) whilst com-
munity members highlighted that “many older migrants, 
especially the women, do not drive and may not want 
to take public transport so you need to offer to get them 
there at least” (CM). Although there was a debate about 
the advantages and disadvantages of using interpret-
ers, funding applications must include costs for where 
certain languages are not spoken by the researcher. 
Where an interpreter is used there is often a translation 
cost for it to be transcribed, particularly in qualitative 
research. Furthermore, there is the need to apply trans-
lation-back translation to ensure that the interpretation 
is correct, which are additional costs. With effective PPI 
being the core message from community members, it 
was suggested that: “members of the community should 
be involved at the very beginning, even at the point of 

applying for the funding so that we can help and show the 
funders exactly what is needed for the community because 
we are from that community” (CM).

What helps/supports people to take part in research?
The focus groups revealed three main suggestions for 
supporting BAME people to take part in research: effec-
tive Patient and Public Involvement (PPI), having cul-
turally competent researchers and, providing effective 
feedback to research participants.

Effective patient and public involvement (PPI)
Effective PPI was a core message from the focus groups 
which involves having models/approaches that involve 
community members as part of the research team and 
process to: inform the research agenda; formulate appro-
priate questions; increase engagement and; help with 
interpretation and translation. Indeed, “the first stage 
would be to access the community and explain clearly 
what the research is about” (R) consequently finding 
“helpful individuals like myself who would gladly love to 
help. I mean, I work so it’s not if difficult for me to balance 
but, that does not mean to say I don’t want to come in and 
contribute” (CM). The lack of communication between 
researchers and BAME communities can make this ini-
tial step incredible difficult without effective engagement 
strategies, and therefore “you have got the find the appro-
priate people in whatever you are going to research” (CM). 
However questions were raised such as, “how many pub-
lic organisations have got a clear engagement strategy? 
Have they got marketing plans and communication plans? 
Do you actually know why you are engaging and what’s 
the end outcome you are looking for?” (R) illustrating the 
importance of effective recruitment and communication 
strategies with BAME communities. Collaborative work-
ing was highlighted as a method for engagement:

“I think it is also important to act in collaboration 
with the local partners as well, because a lot of the 
access to some of the BAME communities are the 
local partners who are out there collaborating with 
them, working with them” (R).

PPI however involves more than just engagement strat-
egies: “it is about involving people at the very beginning. 
Before you have even decided what that research project 
looks like, talk to people and find out what the best way 
to achieve what you are trying to achieve is” (CM), to help 
facilitate research which is of relevance to BAME com-
munities, as well as identifying topics of potential new 
research. The problems of being an ‘afterthought’ as men-
tioned earlier, were further explicated:

“The problems faced by people trying to help us 
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is because we are always the afterthought. You 
(researchers) identify the problem, suggest how to 
deal with it, and then try to engage us. Yes, some 
people are more experts than us but, you wouldn’t 
face half the hurdles if you asked us first. Like, I can 
tell you from my experience what could be a prob-
lem in your research, wouldn’t that help?” (CM).

“I could tell you the best way to ask your questions. 
What words to use to get the meaning right. It’s so 
frustrating you know, when you see something being 
translated wrong, even by professionals (interpret-
ers)” (CM).

Having community members as part of the research 
team could provide useful insights into whether the 
proposed research is relevant and high quality. It could 
also improve and defeat many of the challenges faced by 
researchers for, “they (BAME members) are the experts by 
experience after all” (R) and, can even help researchers to 
identify the problem:

“If you are well versed with a BAME community and 
you know them, and understand them well, often 
they can tell you what a problem might be, and what 
is worth researching. Sometimes, the best ideas, are 
the ones that comes from them” (R).

Culturally competent researchers
Conversations about the use of a bi-lingual researcher to 
defeat the challenges of having an additional interpreter 
– both in terms of costs and cultural misinterpretation, 
generated a debate about the importance of language 
over a skilled, and well trained researcher competent 
to engage with communities of various cultural back-
grounds. Having a bi-lingual researcher “may be possible 
in some studies but, wouldn’t be feasible for every single 
study” (R). Furthermore, a bi-lingual researcher may 
have some understanding of the culture of that com-
munity, “whether they are from the same background or 
not, it’s about making sure they know how to behave as 
a person” (CM). As mentioned earlier however, partici-
pants expressed that for some studies, a researcher from 
the same community may not be appropriate, especially 
where the subject is one which is considered taboo. 
Therefore “ticking the language box just isn’t enough, a 
researcher needs to be culturally aware – not just of the 
communities culture but they’re own too, and how that 
can impact on the research” (R). As highlighted by com-
munity members “it’s about respect and trust. If I’m going 
to share intimate details with you, I need to firstly know 
I can trust you. Communication is more than just verbal 
language. Like most interactions, it’s someone’s approach 

which gets attention, their ability to listen and be respect-
ful” (CM).

Providing effective feedback
Providing effective feedback was considered a current 
gap in research and one which can discourage people to 
participate:

“…most research which is been done on Black men-
tal health and particular through the men’s mental 
health …[…].. What’s interesting is what’s happened 
to all that research? Why has action not come out of 
it?” (CM).

Consequently, this leads to a loss of interest in research:

“…yes I said lost interest , there and then they have 
not got interest because there’s no feedback , there 
and then they are not coming around…so they say 
not for me… there and then because they do not 
understand the full ground of it, the outcome” (CM).

Proving effective feedback would increase momentum 
and show community members that they are valued for, 
“it is us who will gain, maybe, from the research right? You 
have to show people what you have done/achieved with 
the information we gave you and be honest about it too. 
Isn’t that how trust is built?” (CM). Consequently, “it will 
encourage people to take part in future studies because 
they will see the outcomes and even feel proud for helping 
to make that change” (CM).

The content of feedback needs to be relevant to the 
intended audience, and should be free from jargon in 
order to be understood by the general/lay public: “don’t 
make the same mistake, I don’t want a report sent to me 
that I can barely understand. Simplify it. Surely, it doesn’t 
take much to make a short video clip or even something I 
can listen to and, even share with other people” (CM).

Key themes that need to be addressed in good practice 
guidelines
Workshops 3 and 4 discussed key themes that needed to 
be addressed in good practice guidelines. Table  2 sum-
marises the themes that derived from the workshops and 
consequently formed the sections of the toolkit as will be 
discussed.

Discussion
Based on the themes of both the literature review and 
the focus groups, the research team developed six good 
practice guidelines that needed to be considered when 
conducting research with BAME communities. These 
include the five good practice guidelines as suggested 
by the researchers and BAME community members 
with the addition of one guideline by the research team 
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which involves providing researchers with ways to ensure 
that the project has the adequate resources required for 
research with BAME communities when applying for 
grant applications. Table  3 summarises each section of 
the toolkit.

The toolkit has been designed as a practical guide for 
researchers which include case study examples and 
‘top tips’ based on the experiences of researchers and 
BAME community members, as well as the literature. In 
summary:

Considering the communities which the research needs 
to involve
An important starting point for the research team is 
detailed consideration of who they want to include in 

their study, and why it is important for BAME com-
munities to be represented. Over the last 20 years, 
efforts have been made to ensure that research is 
more engaged, for example INVOLVE which pro-
motes PPI (Patient and Public Involvement) in health 
services research has made significant steps to ensure 
research is more inclusive and takes account of diver-
sity [21]. However the diverse ethnic population of the 
UK calls for a more appropriate and inclusive research 
methodology for active engagement with BAME citi-
zens and communities. Evidence shows that BAME 
groups are underrepresented in health and social care 
research and in clinical trials, and often feel that have 
both unfair access to services, and also unfair access to 

Table 2  Good practice guidelines (focus groups 3 and 4)

Good practice guideline Researchers and community members felt that…

1. Consider the communities which the research needs to involve Researchers need to ensure that their study has adequate representation of 
BAME groups, and that they are provided with the tools on how to achieve 
this.

2. Undertake effective patient and public involvement (PPI) in 
research

Researchers need to recognise the importance of PPI and have suggestions 
for how to achieve this

3. Conduct effective recruitment in BAME communities Researchers need to know about effective engagement strategies – what 
works and doesn’t work for people.

4. Ensure cultural competence in the conduct of the research The research team should respond respectfully and effectively to people of 
all cultures, ethnic backgrounds, religions and other diversity factors.

5. Provide effective feedback to research participants Researchers should disseminate their findings back to the community, and 
not just within the academic context.

Table 3  Good practice guidelines for increasing the participation of Black, Asian and Minority Ethnic Communities in Health and 
Social Care Research

Good practice guideline Description

1. Considering the communities which the research needs to involve This guideline is to support researchers to ensure that their study has 
adequate representation of BAME groups, and provide them with tools to 
how to achieve this.

2. Undertaking effective patient and public involvement (PPI) in 
research

This guideline is to help researchers recognise the importance of PPI and 
suggest ways to encourage this from BAME communities

3. Conducting effective recruitment in BAME communities This guideline helps researchers to address a number of questions when 
considering how to conduct effective recruitment that is appropriate to 
their particular study.

4. Ensuring cultural competence in the conduct of your research This guideline suggests ways that the research team can respond respect‑
fully and effectively to people of all cultures, ethnic backgrounds, religions 
and other diversity factors that recognises, affirms and values the worth 
of individuals, families and communicates, and protects and preserves the 
dignity of each.

5. Providing effective feedback to research participants This guideline provides researchers with ways to disseminate their findings 
back to the community, highlighting the ethical and moral responsibility 
they have to disseminate research findings to the community who partici‑
pated in the research findings, and not just within the academic context.

6. Recognising the importance of recruiting BAME communities in 
research: preparing a grant application

This guidelines provides researchers with ways to ensure that the project 
has the adequate resources required for research with BAME communities 
when applying for grant applications.
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research [15]. Consequently, they often feel excluded 
and therefore less aware of current research [11].

Recruitment methods need to be relevant and appro-
priate to the community from which participants will be 
recruited. BAME groups are considered “hard to reach”, 
with additional challenges creating further exclusions 
such as those associated with prejudice, racism and dis-
crimination [22]. It is therefore important to consider 
which recruitment strategies will be used to target the 
correct demographics, and ensure a good representation 
of BAME groups.

It is important to find out where these communities 
reside and which community organisations and facilities 
they use, as these may be valuable sources of information 
and ‘ways-in’ to the community in question. Community 
centres, religious buildings, health centres, GP surger-
ies, even shops and supermarkets may be relevant. Key 
contacts within communities, who are familiar with the 
culture and language, can also assist in recruiting partici-
pants, as well as those who have a track record of doing 
effective work within communities [23].

There is great diversity within BAME communities, 
and it is therefore important to consider differences 
within and across ethnic groups. Researchers must con-
sider the makeup of qualitative groups in terms of gender, 
age, religion and cultural background. Separation should 
be considered in some instances, for example of gender 
groups for some communities where respondents are 
older, or when researching sensitive issues [9].

Issues of language and past cultural barriers to par-
ticipation in research must be considered, and briefings 
on research objectives with participants is important to 
reduce misunderstandings and potential suspicions of 
the purpose of the research and enhance recruitment.

Undertaking effective patient and public involvement (PPI) 
in research
Patient and Public involvement (PPI) involves having 
models or approaches that involve community members 
as part of the research team. In other words, research 
should be conducted with, or by, members of the public 
rather than ‘to’ or ‘about’ or ‘for them’ [24]. Any research 
study focusing on health concerns will be assessed for the 
strength of its PPI.

It is important to involve community members as part 
of the research team at all stages of the research, includ-
ing the initial planning stages, so they can share ideas 
of what research is relevant to their community, and 
identify topics of potential new research. This can help 
with supporting research that reflects the public inter-
est and priorities, as well as being an efficient use of 
resources [25]. PPI can help to clarify whether the pro-
posed research is feasible, acceptable, and accessible to 

potential participants from BAME communities. They 
can also share ideas of what is the best way to achieve 
project aims, and to help identify or foresee any potential 
challenges or problems and how to overcome them [26].

This process can also be carried out to inform the 
research agenda, make changes or adapt recruitment 
strategies, formulate appropriate questions, increase 
engagement and help with interpretation and translation. 
PPI can therefore contribute to the quality of research in 
many ways and can support the project team to develop 
effective communication strategies and trust and rapport 
with potential participants [27].

Recruitment of potential PPI members from BAME 
communities should be undertaken using a variety of 
methods to ensure barriers arising out of literacy and lan-
guage are addressed, and to maximise reach of interested 
participants. It is also important to consider payment 
and reimbursement of expenses. Reciprocal arrange-
ments with community and voluntary sector groups for 
their time should also be considered, such as, undertak-
ing education sessions for their groups on health topics 
or presenting information about your research [28]. This 
will also support people to feel valued and demote the 
notion of participation being a ‘tick box’ exercise.

Conducting effective recruitment in BAME communities
Effective engagement strategies are required to access the 
community, and clear inclusion criteria should be iden-
tified, for instance in terms of age and gender, and pur-
posive sampling can be carried out to meet the research 
aims. Researchers who act as liaison workers or link 
workers with BAME communities often enable better 
participation and engagement with a study and its dis-
semination, and help instil greater confidence in the 
study [29]. Working with local partners who have access 
to BAME communities is also beneficial. Other methods 
to recruit participants include engaging with commu-
nity, voluntary and faith-based organisations, linking to 
existing patient groups, giving talks on local, community 
radio stations, using social media and engaging with rel-
evant community workers [30].

It is important to explain to potential participants why 
the research is important and how it will benefit the indi-
vidual and the community, and the difference it could 
make in the local and wider context. Good communi-
cation between potential participants and the research 
team is essential, and enables trust to be maintained [29].

Processes to effectively recruit participants from 
BAME communities must also take into account commu-
nication and language-based barriers, particularly when 
developing research materials. There may be cultural var-
iations in the way that people communicate, and how it 
is interpreted [9]. It is also important to remember that 
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communicating to a patient in their second language is 
not always a direct translation, a word or meaning may 
not have the same meaning when translated, therefore 
appropriate language must be used. There is a need to 
consider cultural as well as linguistic aspects, and for 
participants’ wider contexts to be understood, to avoid 
unintentionally causing harm or offence to participants 
[12]. The use of interpreters has been debated, for exam-
ple they can undermine the richness of qualitative data 
unless intense preparation and training is provided, and 
using family members as translators may omit, add, con-
dense or substitute information [6]. Therefore, bi-lingual 
researchers for data collection and analysis is recom-
mended [31].

Additionally, the amount of written information pre-
sented to participants could also discourage them from 
taking part. Written materials should be communicated 
in an easy-to-read format [32] and alternatives to writ-
ten materials such as, DVDs or audio-consent should be 
considered. This may help to overcome language barriers, 
including lower levels of literacy, and increases engage-
ment [33].

Practical issues must be considered, such as trans-
portation costs for participants, and costs for inter-
preters and translators. Real time translation (i.e. an 
interviewer translates the questionnaire face-to-face 
with the respondent) is likely to produce much better 
response rates than pre-translated questionnaires. It also 
reduces misunderstandings, suspicions of the purpose of 
the research and literacy issues [13].

Ensuring cultural competence in the conduct of your 
research
Cultural competence is defined as having the necessary 
self-awareness, cultural knowledge, and skills to foster 
culturally effective and ethical communications, interac-
tions, and relationships with people of various cultural 
backgrounds [34]. Some researchers [35] suggest that the 
concept of multicultural competence is flawed, as we all 
have our own “cultural baggage”. However, based on our 
findings, training for cultural competence in research 
should focus on a process of self-evaluation and reflec-
tion to ensure that the sub-conscious prejudices and 
stereotypes we may hold towards communities do not 
impact on the research process, and will help research-
ers understand the differences of the BAME groups and 
interact with them in a more culturally sensitive manner 
[36].

For some studies, recruiting a researcher from the 
same background as the participants may improve 
recruitment and the overall research experience. How-
ever, a researcher from the same community may not be 
appropriate, especially where the subject is one which 

is considered taboo [37]. As evidenced by the literature 
review and the focus groups with members of BAME 
communities, it is not one’s ethnic identity that matters 
most, but the researcher’s ability to practice within the 
context of a person’s cultural norms and background [8].

Good communication is also important, as well as the 
researchers ability to listen and be respectful. Partici-
pants are more likely to open up when trust and rapport 
is built with the research team [29]. Involving partici-
pants early on in the planning stages of research is also 
important, so they know what is required of them, and 
they are more likely to participate in future [27].

There are situations which recognise the importance of 
people being of the same gender and age when engaging 
with women and elderly people in particular. Hoopman, 
et al. [9] found that the gender of the researcher is impor-
tant and argues that women are generally more accepta-
ble because in many cultures (as is the case for Moroccan 
people) it is more acceptable for a woman to interview a 
man rather than the other way around. Employing older 
and mature researchers should also be considered, due 
to the sensitivities and complexities of health research. 
However, as highlighted by their research, the personal 
qualities of the researcher should outweigh other attrib-
utes [8].

Effective PPI in the planning stages of a research 
project will support the team to consider such issues 
beforehand.

Providing effective feedback to research participants
It is important that feedback to participants, communi-
ties, and to those who may have a role in implementing 
findings should be part of the dissemination strategy. 
This will keep people interested, and will encourage them 
to participate in future research studies. Providing effec-
tive feedback increases momentum and show community 
members that they are valued for [13]. Feedback should 
be considered at the project planning stage and should 
ideally have input from the PPI group [7]. Considering 
this early on ensures that there is dedicated funding/ 
resources within the project.

It is important that feedback is both relevant and 
accessible. There are different ways to provide feed-
back, and strategies should consider both verbal and 
non-verbal communication [33]. The language used 
needs to avoid academic terminology and should be 
free from jargon to be understood by the general/ lay 
public [38]. Often it is assumed that English is not 
the preferred language however; research now needs 
to accommodate second generation BAME commu-
nities where English may be the preferred language, 
even though it is not the first language traditionally 
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associated with those communities [39]. Short video 
clips is an effective way to feedback to participants 
[33].

Research findings can sometimes take many years 
to influence health services, and this needs to be 
explained to the participants who may be expecting 
immediate changes as a result of the research [40]. Any 
changes to the study protocol or changes to the time 
scale (or even if the study is to be terminated) should 
be fed back to the participants with appropriate and 
honest explanations [38]. The time scale when feed-
back is best provided may vary depending on the type 
of study and should be considered when applying for a 
grant, and in the study protocol.

Recognising the importance of recruiting BAME 
communities in research: preparing a grant application
Most funding bodies now recognise the importance 
of ensuring research studies are fit for purpose, and 
will give due recognition to studies which have care-
fully considered a recruitment strategy which includes 
addressing barriers or obstacles. In particular, the 2017 
NHS England research plan is subject to the Equal-
ity Act 2010 and emphasises the importance and duty 
the NHS has in promoting research to reduce health 
inequalities [41]. Whilst much of the research evi-
dence on barriers to participation by BAME communi-
ties is present in the literature, we have attempted to 
develop a practical toolkit for researchers grounded on 
this evidence, but which addresses the real concerns of 
individuals and communities and reflects some of the 
issues researchers perceive as difficulties.

Pilot study data (e.g. illustrating recruitment difficul-
ties or highlighting good ways to recruit) is also a pow-
erful way to influence research funding bodies [14]. A 
strong proposal for PPI within the project structure is 
also important [24]. Effective involvement and engage-
ment with BAME communities may involve extra costs 
which should be identified, such as relating to cultural 
awareness training, translations and interpretations, 
and costs of PPI. It is therefore important to consider 
how to make the bid as cost effective as possible. For 
example, making use of other resources to support 
the research, such as, any local expertise in BAME 
research, support from organisations whose remit is to 
promote research or reduce health inequalities, such 
as, the CRNs (Clinical Research Networks), CLAHRCs 
(Collaborative Leadership in Applied Health Research 
and Care), CCGs (Clinical Commissioning Groups), 
and organisations which support research training.

Conclusions/summary
We have attempted to develop a practical toolkit for 
researchers grounded on the evidence in terms of barri-
ers to BAME participation in research, which addresses 
the real concerns of individuals and communities and 
reflects some of the issues researchers perceive as dif-
ficulties. The suggestions, strategies, and tips in the 
toolkit we believe will help researchers avoid some of 
the pitfalls in representing BAME groups in research. 
The toolkit should help researchers develop more rel-
evant research questions, consider engagement of 
BAME groups in a more structured way, and pro-
vide tips on better participation and dissemination of 
research findings. Additionally, the toolkit should also 
be useful in the preparation of grant applications, and 
will provide researchers with a ‘framework’ for their 
proposed study.

The development of a toolkit is only a first step. It 
needs to be implemented and its benefits evaluated. 
Implementation itself needs to be purposeful and sys-
tematic, ideally as part of the development and plan-
ning of research projects as well research training 
programmes (for example for new researchers). Such a 
programme has been started in the East Midlands CRN 
area and nationally in supporting COVID- 19 research 
projects.

Organisations who fund research have a responsibility 
to ensure the research they fund is inclusive and repre-
sentative of the populations they aim to serve. Support-
ing adoption and implementation of the toolkit could be 
an important way funders discharge this responsibility.

The toolkit needs to evolve and develop with the 
experience of researchers and potential participants in 
research, with improvements made to the toolkit where 
necessary. Ultimately, the aim must be to improve the 
representation of BAME groups, helping to ensure 
health and social care research is relevant to all our 
communities.
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