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Abstract 

Background  Although underserved populations— including those from ethnic minority communities and those 
living in poverty—have worse health and poorer healthcare experiences, most primary care research does not fairly 
reflect these groups. Patient and public involvement (PPI) is usually embedded within research studies in the United 
Kingdom (UK), but often fails to represent underserved populations. This study worked with patient and public con-
tributors and local community leaders, situated in a socio-economically deprived and ethnically diverse urban area, 
to explore under-representation in primary healthcare research.

Methods  We undertook a focus group with a purposive sample of 6 members of a Patient and Public Involve-
ment Group (PPIG), and interviews with 4 community leaders (representing Black, South Asian, Roma and socio-
economically deprived communities). An iterative analysis process based on template analysis was used. Focus group 
1 was rapidly analysed, and a template created. Findings were presented in focus group 2, and the template further 
developed. The Cultural Trauma concept was than applied to the template to give a wider theoretical lens. In-depth 
analysis of focus groups and interviews was then performed based on the template.

Results  Wider societal and historical influences have degraded trust in academic and healthcare institutions 
within underserved populations. Along with more practical considerations, trust underpins personal motivations 
to engage with research. Researchers need to invest time and resources in prolonged, mutually beneficial engage-
ment with communities of importance to their research, including sharing power and influence over research priori-
ties. Researcher reflexivity regarding differential power and cultural competencies are crucial. Utilising participatory 
methodologies including co-production demonstrates a commitment to inclusive study design.

Conclusions  Re-framing evidence-based medicine to be more useful and relevant to underserved populations 
with the highest burden of ill health is urgently needed. Lack of representation in primary healthcare research reflects 
wider societal inequalities, to which Cultural Trauma provides a useful lens. However, there are actions that researchers 
can take to widen representation. This will ultimately help achieve the goal of increased health equity by enhancing 
scientific rigour and research generalizability.
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Plain English summary 

The problem  People living in poverty, and people from ethnic minority communities may be referred to as ‘under-
served’. Underserved communities benefit less from health services, and along with other factors, this leads to health 
inequalities. Primary care research does not include enough people from these communities. This makes the health 
inequalities  worse.

What we did  This study looks at why people from underserved communities are not included in research. It 
also looks at what might help. We had focus group discussions with members of a Patient and Public Involvement 
Group (PPIG). These are individuals who do not have research expertise, but use their lived experience as patients 
to influence the research process. This group was formed in 2017, from areas where more people live with social 
disadvantage. We also interviewed local community leaders. Interviews and focus groups ask open questions, so are 
a good way to explore what people think about an issue. We found a useful theory about how cultural history affects 
what people can do. We used this to help us to understand how our findings could improve and widen participation 
in research within underserved communities.

What we found  We found that trust is very important. There needs to be trust between people and organisations. 
There are also practical reasons people from underserved communities might not be able to get involved in research. 
Researchers need to be aware of these things, and work with people from these communities throughout all stages 
of research. Long term relationships need to develop between institutions and people doing research. Understanding 
each other’s culture and history makes it easier to work together.

Background
Research suggests that people from underserved popu-
lations, including persons living in poverty and people 
from ethnic minority communities, have greater risk of 
poor health, and poorer experiences of using health ser-
vices [1–3] with the two characteristics combining to cre-
ate compounded inequity. This was clearly demonstrated 
during the COVID-19 pandemic, where the impact on 
minority populations was disproportionate [4]. The 
majority of primary  healthcare research does not have 
adequate representation from people of these communi-
ties [3, 5].

‘Evidence based medicine’ across a range of common 
health conditions is derived from studies which com-
monly exclude certain populations within their design, 
thereby potentially perpetuating health inequalities 
[6, 7]. The UK National Institute for Health and Care 
Research (NIHR) produced NIHR-INCLUDE guid-
ance [8] to improve inclusion of underserved groups 
in research. The importance of building trust with 
communities already subjected to structural and insti-
tutional discrimination is highlighted, but there is a 
dearth of research about how to build trust and mutual 
understanding to inform inclusive research practise. 
Many studies describe how they have addressed this 
issue in their own studies, but fewer have resulted 
in explicit learning which can be applied by other 

researchers [9, 10]. One example is a toolkit developed 
by Farooqi et al. [11] to help researchers maximise eth-
nic minority recruitment to health research: The final 
toolkit recommendations were considering the com-
munities which the research needs to involve; effective 
patient and public involvement; effective recruitment; 
cultural competence of research procedures; and effec-
tive feedback. Recommendations were also made as the 
result of a systematic review by Bonevski et al. [12], who 
Identified barriers to involvement in health research for 
socio-economically disadvantaged groups, and strat-
egies to overcome these. Barriers included mistrust 
of research within some communities and reliance on 
technology to collect data. They then developed a set 
of strategies covering the entire research process from 
sampling to retention.

A recently published paper by Mitchell et al. 2023 [13] 
outlines steps to move from tokenism to citizen control 
in the research process, to increase representation in 
research:

1. Build trust and dialogue by exchange of ideas in a 
community setting, led by community members.
2. Include knowledge sharing about the topic of inter-
est with patients and communities, for example, pro-
ducing lay summaries of a literature review and bring-
ing in a topic expert for a ‘question and answer’ session.
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3. Support the development of research skills in com-
munities where it is desired (capacity building).
4. Co-create from the outset and at every stage of the 
research process to include generating and prioritis-
ing research questions relevant to the public.

Despite ample research evidence demonstrating that 
lack of engagement not only resides in under-represented 
communities but also in research teams and institutions 
[9], the lack of progress suggests the need for reflective 
research practice to find solutions to this challenge. We 
also suggest that the issue needs to be seen in the con-
text of wider societal issues. Local drivers for this work 
include clearly evidenced health inequalities across the 
city, and GP practises wishing to be ‘research active’ but 
finding that studies available to them are not suitably 
designed for their patient population.

The idea of Cultural Trauma as a mechanism to dis-
rupt health and create disparities is proposed by Subica 
and Link [10], drawing on Fundamental Cause theory 
which is a key concept within the Social Determinants 
of Health literature [10]. Subica and Link suggest that 
Cultural Trauma, the impact of a dominant oppressive 
group on the resources of another group, damages three 
health-protective cultural resources: modes, institutions, 
and lands, as the underlying cause for health inequali-
ties. Modes encompass “the languages, norms, customs, 
values, and artefacts” that create the internal and exter-
nal worlds of group members. Cultural Trauma disrupts 
healthy functioning as modes help people to self-regulate 
when faced with external stressors.

Institutions refers to the systems that define social and 
community life such as family, educational, religious, and 
health systems. These institutions protect against stress 
and support health when individuals have a positive sta-
tus within them. However, when institutions relegate 
individuals into lower statuses, this creates stress and 
leads to poorer health. It may be perpetuated through 
policies which promote inequality and deny access to 
flexible resources. Lands is used to describe material 
resources such as property, housing, food and transport, 
that are necessary to maintain health within the par-
ticular society within which a person lives. This can be 
through physical dislocation from native lands via force, 
genocide, or disease or discriminatory policies that strip 
groups of material resources.

Several papers addressing under-representation in 
research have been able to extrapolate experiences 
with a particular study to the wider research landscape, 
using theoretical concepts. For example, Rai and col-
leagues [14] reflect on what it would take to meaningfully 
attend to ethnicity and race in health research by draw-
ing on experiences in their own study. Their conclusions 

are strongly informed by a theoretical understanding of 
issues around race and ethnicity, for example using the 
phrase, ‘methodological whiteness’.

A paper about reducing social and racial inequali-
ties in obesity by Rosas and Stafford [15], discusses how 
to engage people from ethnic minority and socio-eco-
nomically disadvantaged groups in health research, and 
focusses on the importance of understanding underly-
ing mechanisms, as a building block for addressing the 
issue. A paper by Asare [16] discusses the concept of 
social determinants of health (SDH) framework (health 
and education, the built environment and social and 
community life) as an explanation for minority patients 
being less likely to partake in cancer research. This paper 
proposes a framework which nurses can use to identify 
where support is needed. Both SDH and Cultural Trauma 
use Fundamental Cause theory to explain current ine-
qualities, but Cultural Trauma draws together the collec-
tive impact of lost resources as a result of oppression. The 
emphasis in this theory is not on the impact of trauma 
on their psychological-wellbeing, but on the erosion of 
health-protective factors within their culture. We suggest 
that this can be further applied to under-representation 
of certain groups in health research, which may contrib-
ute further to health inequalities.

Working with patients from a Patient and Public 
Involvement Group (PPIG) based in a low socio-eco-
nomic area with an ethnically diverse population, and 
with local community groups that support underserved 
groups, this study aimed to explore how researchers and 
research institutions can address inequalities in research, 
from the perspective of underserved groups. Using Cul-
tural Trauma as a theoretical lens helps to contextualise 
our findings in the wider social context.

Methods
We collected data from a focus group with a PPIG, and 
interviews with community leaders from four voluntary 
care organisations serving Roma, South Asian, Black, 
and socio-economically deprived populations. This pro-
vides a rich understanding of the barriers and facilita-
tors of participation in research from patient and public 
perspectives.

Focus groups and interviews (setting and participants)
A focus group methodology was chosen to collect data 
from the PPIG group, as focus groups are a well-accepted 
method in social science and the group process allows 
participants to identify and clarify their views [17]. More-
over, this was a pre-existing group, who were already 
comfortable in communicating their views in a group set-
ting. This group was asked to participate as all members 
live in socio-economically deprived areas, and the group 
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has members from range of ethnic backgrounds and with 
a range of educational levels.

The decision to do group or individual interviews with 
community leaders was a pragmatic one, based on the 
busy schedules of community leaders. Potential partici-
pants were purposively sampled via community organi-
sations serving ethnic minority and socio-economically 
deprived populations.

All participants were contacted via email with a brief 
description of the research, and asked to contact the 
researcher (KF) if they would like to take part. They were 
then sent an information sheet with the opportunity to 
contact the researcher to ask questions, before returning 
a signed consent form.

The topic guide for the focus group (see appendix 1) 
was developed using NIHR-INCLUDE [8] recommenda-
tions, and stakeholder consultation.

Focus groups and interviews were facilitated by KF. 
KF is a female post-doctoral Research Associate, with 
over 20  years’ experience of qualitative health research, 
including conducting focus groups and interviews. KF is 
white British, and a practising Muslim.

In the first focus group, six participants were recruited, 
with informed consent, from the PPIG. The participants 
were two men and four women, age between 40 and 75. 
Three participants were White British, one Black Afri-
can and two South Asian. All live in socio-economically 
deprived neighbourhoods.

A focus group lasting 75 min was conducted in a Univer-
sity building, which was easily accessible by both car and 
public transport. It was audio-recorded, transcribed ver-
batim, and then identifying information was removed for 
analysis. KF took field notes to supplement the analysis.

For the interviews, 4 community leaders were recruited 
from 4 community organisations, to represent a vari-
ety of underserved communities (Roma, South Asian, 
Black, and socio-economically deprived). The aims of the 
research were discussed with the participants when invit-
ing them. All who were invited, agreed to take part. The 
participants were 3 women and 1 man, ranging from age 
40–70, and their ethnic backgrounds were Roma, South 
Asian, Black and White British.

Community leaders were presented with and asked to 
comment on the findings of the rapid analysis from the 
PPI focus group (see Table  1). Participants were also 
asked how academics and clinicians may be able to work 
with community groups to increase participation.

One group interview (three participants) and an addi-
tional single interview took place online, as this was 
preference of the community leaders. The group inter-
view participants were Black Caribbean, South Asian, 
and Roma, and provided leadership in organisations 
serving people from those backgrounds. The individual 

interviewee was White British, leading a community 
organisation within a socio-economically deprived area. 
The researcher (KF) and the participants were the only 
people in the interviews. The group interview was 69 min 
long, and the single interview was 40 min long. KF took 
field notes to supplement the analysis.

KF continually checked her understanding of what was 
being said in the focus groups and interviews with the 
participants, which was decided as preferable to shar-
ing the transcripts afterwards, which would have been 
extremely time consuming for the attendees to read 
through.

The focus group and interviews did not aim to reach 
data saturation, but to gather enough data from a variety 
of perspectives to provide conceptual depth.

Analysis‑ template analysis applying cultural trauma
Template analysis involves [18] the development of a 
coding ‘template’, which summarises themes identified by 
the researcher(s) as important in a data set, and organises 
them in a meaningful and useful manner. We used tem-
plate analysis to allow us to bring in wider social and cul-
tural factors to our understanding of our findings, and we 
achieved this by applying the Cultural Trauma concept. 
Figure 1 illustrates how we created the template.

The template for analysis was created by rapidly analys-
ing the focus group and interview transcripts to create 
initial templates (see Tables 1 and 2).

This was carried out by three members of the research 
team (KF, EL, JW). The themes were then applied to the 
three elements of Cultural Trauma (modes, institutions, 
lands), which helped to give a wider context to the find-
ings (by KF, IH, CM). It was important to develop the ini-
tial templates from the study findings, to ensure data was 
not forced into the theoretical concept.

A detailed analysis of the focus group and interviews 
was then carried out according to this final model (by 
IH, KF), using NVivo software. The final model was pre-
sented to the PPIG, who confirmed their views were ade-
quately represented and the model made sense to them.

Figure  2 shows how the themes were developed. The 
three elements of Cultural Trauma [10] are shown below 
in the photo on the pink Post-It notes, and key concepts 
from the background literature are shown on orange Post-
It notes. We then took the themes from our rapid analysis 
(shown on the small square Post-It notes) and arranged 
them with or between the three elements of Cultural 
Trauma. This process started to form a picture. There was a 
cluster of themes between cultural modes and institutions, 
indicating that the interaction between these two elements 
is important. Other themes formed a circle around them, 
indicating factors that were influential in creating this inter-
action, bringing us to the final model. Where these are 
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presented in the egg-shaped diagram in Fig. 3, the top half 
of the egg contains factors relating to institutions, and the 
bottom half shows factors related to communities.

An in-depth analysis based on this template deepened 
our understanding of how themes related to each other, 
and this is represented in Fig. 3.

Table 1  Template from focus group rapid analysis

Fig. 1  Analysis process
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Results
Trust and understanding
Our findings from the interviews were clustered around the 
Cultural Trauma elements of modes and institutions, show-
ing tensions between these, and the importance of trust and 

understanding. An exploration of themes clustered between 
‘Modes’ and ‘Institutions’ suggested that trust between 
under-served communities and institutions (in this case 
health and academic institutions) was of utmost importance 
regarding research participation and was often absent.

Table 2  Template from focus group and interviews rapid analysis

Fig. 2  Applying Cultural Trauma to the template
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Research happens within a wider social context. This 
context will influence the research process, and the 
research process cannot be understood without reference 
to the wider social context. Historical and societal issues 
will influence communities and therefore how individuals 
act. Institutions and their relationship with communities 
will be influenced by these same issues, and will influence 
how researchers act.

Trust and understanding is therefore for an over-arch-
ing theme, which relates to each of the subthemes: ‘Values 
and Cultural Competence’ and ‘Research priorities, design 
and recruitment’ which allow us to explore this issue from 
the point of view of the researcher and their institutions; 
and, ‘Historical and current social & community context’ 
and ‘Personal motivations’ in which we understand this 
from the point of view of under-served communities.

Values and cultural competence
Our findings suggest that values and cultural compe-
tence are crucial to building trust and understanding 
between academic institutions and under-served com-
munities. This was both true at a larger societal scale, 
and a more local and project specific level. At a larger 
scale for example, the need for decolonising of the cur-
riculum was mentioned, reflecting the feeling that con-
tributions from non-white academics, and other ways 
of knowing or cultural interpretations of health had 
been removed from our understanding of many sub-
jects taught today:

“All the contributions from those previous civilisa-
tions, they have contributed to what we know as 
knowledge today…So people like, different people, 
so everyone can see that their ancestors did some-
thing. It gives them confidence that we too, we can” 
(PPI contributor - PPIC)

This is an example of the ‘institutions’ aspect of cul-
tural trauma, where policies and denied access have 
impacted upon the current perceptions of under-served 
communities within academic institutions.

An observation was made in both focus groups and 
interviews that research teams are predominantly white 
and middle class. Where those being researched are 
from socio-economically deprived or ethnic minor-
ity backgrounds, this may reinforce established power 
dynamics. Diversifying research teams was seen as 
desirable, but it was acknowledged that people from 
underserved communities may be less likely to estab-
lish academic careers, creating a circular problem:

“if a community member doesn’t feel that they 
can go to university, or that that’s even an option 
for them, the last thing is… I don’t see that link 
between them contributing to research” (Commu-
nity Leader- CL)

This relates to both modes and institutions within Cul-
tural Trauma – historically, access to educational insti-
tutions has been explicitly denied to under-represented 

Fig. 3  The process of research involvement in underserved communities
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groups, and is currently denied implicitly. The process 
of this has also devalued the modes of under-served 
groups (e.g. languages and artefacts). Engaging with 
community leaders for research recruitment was sug-
gested as a solution to overcome this issue. In the light 
of Cultural Trauma, the mechanism behind this may be 
to increase positive regard of the institution towards 
the under-served group, and facilitate access to the 
under-served group.

However, the community leaders themselves rec-
ognised the limitations of this approach from their 
perspective, and the difficulties this can cause for com-
munity organisations:

“it is very difficult for us to keep being asked to par-
ticipate […] it’s just like, oh, can you get us so and so, 
can you get us so and so, can you get so and so? We’ll 
give you a little budget for it, and that’s it. And then 
we go out. And it costs a lot more of our time” (CL)

It was recognised that ‘helicoptering in’ could be very 
damaging. This issue relates to lands and can be seen as 
a result of indirectly discriminating policies impacting 
upon the distribution of flexible resources. Commu-
nity leaders unanimously wanted ongoing relationships 
between community organisations and Universities, 
which were not only transactional:

“To make it a good process, there should be some 
kind of good partnership going”(CL)

In the longer term, capacity building in communities 
was suggested as a way of breaking the cycle and ensur-
ing that people understand the role and value of health 
research:

“And that’s the education, it’s the awareness, it’s as 
much getting that out there to start that little pea 
on the roll until it becomes bigger and bigger and 
bigger and the information, but there’s so much 
information and education about services that 
needs to still happen” (PPIC)

This would impact upon the lands and institutions 
elements of Cultural Trauma, by redirecting resources 
and building positive regard within academic and 
health institutions, for the under-served group.

The values of the researcher and research team, and their 
cultural competence, are essential in enabling inclusive 
research. The first step in this process is to have research-
ers who genuinely see that engaging collaboratively with 
communities can enhance the research process:

“So it’s just this kind of how can we see people as 
humans that have the capacity to find the solutions 
and offer solutions for a lot of the things that are the 

problems? They might not have the confidence, they 
might not have the resources or the skills really to… 
But they know what they need and they just need a 
little bit of scaffolding and support to get there” (CL)

Where this is successfully achieved, it may impact 
upon modes, by valuing and highlighting the knowledge 
and skills present within under-served communities, and 
increase positive regard within institutions. This involves 
an awareness of the historical and cultural issues relating 
to specific communities. This awareness is necessary for 
understanding how certain elements of the research pro-
cess may be triggering for particular groups, relating to 
the modes element of Cultural Trauma, which acknowl-
edges that self-regulation against stress can be damaged:

“What might look very innocent for us, and it is 
about respecting them, might trigger some trauma 
for them” (CL)

This awareness was seen as something that would 
result from extended engagement with communities, and 
would not be achieved in a one-off training session:

“If we think of these things as an event as opposed to 
a process, we’ve got it wrong. It’s not going to be… It’s 
taken years to get to the point where we are, so we’re 
not going to turn the ship around overnight. So I 
think it is about continuing to make those networks, 
to make those connections, to make real the commu-
nity partnerships that universities are attempting 
to do now. But not to take your eye off the ball and 
think, well, we’ve done that now.”(CL).

This statement has implications for institutions, in how 
they may control or impact resources available to com-
munities, speaking to the ‘lands’ element of CT.

Historical and current social & community context
The significance of historical cultural factors and their 
impact on trust and understanding was striking dur-
ing the focus group with the PPIG. These are issues of 
race and class in general, which may have contributed 
to issues of stigma and ‘otherness’ that have embedded 
a culture in which willingness to participate in research 
is unlikely. Historical exclusion from and exploitation in 
health research caused disengagement and therefore a 
present lack of awareness. This is clearly embedded in the 
modes aspect of Cultural Trauma, and directly impacts 
upon how people relate to academic and health institu-
tions currently. In addition, community leaders spoke 
about specific scandals around research, such as the 
Tuskagee study in America involving Black men, as being 
very much in the forefronts of people’s minds when they 
were asked to participate in health research:
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“they’ve not been reassured that the current ethics 
and current standards make that kind of thing less 
likely to happen” (CL)

Not only do policies need to change to protect under-
served groups, but this needs to be demonstrated and 
communicated. More general health injustices also had 
an ongoing influence over people’s response to research, 
even if they occurred in other countries:

“If we’re talking about in Slovakia, they still sterilise 
women, so of course there’s going to be a mistrust of 
doctors here in the UK. It’s not that far removed for 
them” (CL)

Practical issues such as access to technology, and lit-
eracy levels, also impact upon individual capacity to take 
part, fitting with the lands element of Cultural Trauma. 
However, more time was spent discussing more abstract 
concepts, such as valuing health and awareness of 
research. which was felt to be lacking or very basic:

“yes, there is an awareness of research but I think only 
what they see on the television and that’s people with 
the pipettes and putting things in test tubes” (PPIC)

Not only do communities need an awareness of 
research, but more specifically, how it may affect, and 
therefore relate to them:

“I think most people, I mean, if you talk to them 
about research, they probably think that research is 
not something that affects them. Like you say, it’s like 
doctors and, you know, people who are educated, 
that’s something they’ll do, so it’s nothing got to do 
with them. So they won’t really be interested or want 
to join in” (PPIC).

This statement demonstrates the impact of denied 
access over time.

Personal motivations
The factors described above will influence people’s 
responses to research invitations. During the focus group 
with the PPIG, we explored what factors had motivated 
them to become involved in research. Most stated that 
they valued the opportunity to improve services, and 
understood that the patient perspective was necessary in 
addition to the expertise of the researchers:

“That expertise, we public and members of the pub-
lic, our common knowledge enhances their expertise. 
And if that common knowledge is not there from our 
perspective, that expertise is limited.” (PPIC)

This suggests that the people in the PPIG group had 
overcome CT to some degree, in order to realise the 
value of their perspective, and how it may have a positive 
impact. Contributing in this way gave them a feeling of 
doing something to improve society in general:

“I just thought if I could make one tiny, tiny, tiny bit 
of difference, then, you know, I’d feel better” (PPIC)

It may also be, in itself, a way of addressing Cultural 
Trauma. The statement above suggests that the PPIC is 
aware of the size of the problem faced by under-served 
communities in regard to health inequality. By contribut-
ing, they may be attempting to repair damage to the mode 
element, by learning to value their own contribution.

Research priorities, design and recruitment
The values and cultural competence of the research team 
was seen as manifesting in the research process. The 
PPIG, who are experienced in engaging with research-
ers, talked about knowing when they are part of a ‘tick 
box exercise’ as opposed to when engagement is genu-
ine. A ‘tick box exercise’, where engagement is super-
ficial and has no real influence on the research process, 
is an example of how institutions may continue to deny 
access, despite updated policies which aim to enhance 
participation.

There was a tension between valuing lived experience, 
and the risk of re-traumatising people through the dis-
cussion of difficult life events:

“Increasingly, I’m not approaching the people we 
work with, to say, share your lived experience, 
because it’s just I’ve seen it re-traumatise.” (CL)

Here we see the cumulative effect of Cultural Trauma, 
where past trauma and its impact on self-regulation 
against stress, prevents active participation in the here 
and now.

Awareness of the language needs of the people that 
researchers want to involve in research is essential, 
including literacy levels and different forms of communi-
cation. It was suggested that researchers need to be more 
creative in the way they undertake the information and 
consent process around research, relying less on tech-
nology, and more on traditional forms of communica-
tion, approaching communities in their own areas and 
environments:

“the people that you want really are not going to sit 
checking their emails. It’s more conversations, the 
traditional forms of communication that we need to 
fall back on.” (PPIC)
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This both suggests learning to value the modes of par-
ticular under-served groups, and also their institutions.

A key part of moving away from the ‘helicoptering 
in’ approach, was to ensure that people participating in 
research had feedback regarding the study findings, and 
impact of their input on the research process:

“I don’t think people would mind if they didn’t go 
ahead or there were some problems. But as long as 
they got feedback so they feel appreciated, they feel 
that next time they want to do more to help, be 
involved”. (PPIC).

The fact that this is not seen as common practise is yet 
more evidence of denied access to institutions. Long term 
relationships with communities were seen as the ideal 
model, in which this would happen naturally:

“if you’re doing this kind of research, you’re going to 
have to come back to the community and it should 
be an iterative process. And that isn’t always the 
model. And I understand it’s resources and time and 
time is currency. However, I do feel that when you 
invest, and if you’re really committed into finding 
and gathering quality data, then you need to invest 
that time in trying to get an understanding of the 
community.” (CL).

This CL directly refers to the flexible resources alluded 
to in lands. ‘Resources and time and time is currency’ 
acknowledges that academic and health institutions often 
choose not to invest limited resources in under-served 
communities. There was a more general message coming 
through, that the necessary actions would come from a 
mind-set which genuinely valued and respected people’s 
experience, the factors encompassed by the modes aspect 
of Cultural Trauma:

“no matter who you come across in life, even the 
guys that live on the street, when you interact with 
that person, you enrich one another consciously and 
unconsciously. You learn from that person, that per-
son learns from you. Whether you accept it or not, 
consciously and unconsciously.” (PPIC).

Reimbursement of community member’s time was 
problematic. Community leaders and PPI members noted 
issues with delays in reimbursement, and the limitations 
of offering vouchers, which have negative connotations 
within some communities, such as being associated with 
being in need, or on a low income. This falls within the 
lands elements of Cultural Trauma, but also overlaps 
with modes in that there are implications for particular 
communities of means of payments, in relation to their 
values and customs. These issues cause inconvenience 

and undermine the relationship between researchers and 
communities:

“no-one should have to wait six to eight weeks to be 
paid for something. And that’s what we always say, 
well, because of the paperwork or… But that’s not 
fair, we wouldn’t wait six to eight weeks to be paid on 
a salary, so why should we allow freelancers or com-
munity connectors or organisations, expect them to 
do that?” (CL)

While paying community organisations for their input 
was recognised as important, the amount given was often 
insufficient to cover the actual time and resources of the 
community group in engaging with the research, put-
ting further stress on the flexible resources covered in 
the lands element of Cultural Trauma. Community lead-
ers made it clear that any genuine engagement means 
involvement from the earliest stages, and in on ongoing 
relationship:

“We’d like to be part of shaping and implementing 
as well and be part of… To make it a good process, 
there should be some kind of good partnership going 
on with the university and communities” (CL)

Discussion
Summary of findings
The ability for research to be inclusive depends upon trust 
between academic and health institutions and the commu-
nities that research hopes to engage. The impact of Cultural 
Trauma was evident in the four subthemes, demonstrating 
the wider context in which this trust needs to be established. 
The concept of Cultural Trauma aids us in understanding 
how the lack of representation of under-served communi-
ties in research relates to wider aspects of these communi-
ty’s experiences. We are able to see how damage to modes, 
institutions and lands directly impacts upon the current 
situation, from the point of view of researchers and their 
institutions, and under-served communities.

The barriers to involvement in research by people from 
underserved communities that we found in our focus 
groups support those present in other studies, particu-
larly in Bonevski et al.’s systematic review [12]. Further, we 
found that the socio-cultural context was extremely influ-
ential in how particular groups may respond to research, 
and that it is important that researchers be aware of this. 
Similarly, Rosas and Stafford [15] emphasised the impor-
tance of understanding underlying mechanisms, and 
Farooqi et  al. [11] emphasised the importance of cul-
tural competence of research teams, in addition to the 
more practical strategies needed. Our findings also sug-
gested that the predominantly ‘white’ nature of research 
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teams was itself a barrier to inclusive research, a problem 
described by Rai et al. [14] as ‘methodological whiteness’.

Taken as a whole, our findings emphasise the impor-
tance of seeing the research process within a wider context, 
and we found Cultural Trauma to be a useful framework 
for understanding the issue. The  Cultural Trauma con-
cept  suggests damage to three health-protective cultural 
resources: modes, institutions, and lands, as resulting in 
Cultural Trauma, an underlying cause of health inequali-
ties [10]. In this paper, we have demonstrated how this 
can be further applied to under-representation of cer-
tain groups in health research, by using the model as a 
lens by which to understand our data. This enables us to 
see the circular impact created by under-representation 
of underserved groups in research, which further exacer-
bates health inequalities. The concept of Cultural Trauma 
helps to frame the under-representation of certain groups 
in research in relation to broader societal issues, without 
which it cannot be properly understood.

Strengths and limitations
In the focus groups and interviews we engaged directly 
with people from socio-economically deprived areas, and 
from a variety of ethnic backgrounds. We also engaged 
with community leaders who had a wider view of the rel-
evant issues.

While all of the participants involved in the focus group 
were from socio-economically deprived backgrounds, half 
were White British, and therefore could be seen as forming 
part of the ‘dominant group’ by other people in the group 
that were from ethnic minority backgrounds. This could have 
influenced what people felt able to say in the group. However, 
the effect may have been somewhat mitigated by it being a 
pre-established group, who had many conversations about 
class, race and inequality, and therefore are likely to have been 
more comfortable expressing their views with each-other.

This study was undertaken in a single urban setting, 
but with people from socio-economically deprived and 
ethnic minority backgrounds which makes a contribu-
tion to a growing body of literature in this area. However, 
we need to acknowledge that those who participated are 
likely to be among the most literate and health aware 
within their communities.

The lead researcher (KF) who facilitated the focus 
groups, is well known to the PPIG (and present at most 
of their meetings), and this may have influenced the 
responses they felt able to give. However, the group has 
an established ethos of challenging the idea but not the 
person, and the group appeared comfortable with disa-
greeing with her. This relationship may also have influ-
enced the data as some things may have been implicitly 
assumed and so not verbalised.

Conclusions
Lack of representation in primary healthcare research is 
part of wider societal inequity but there are actions that 
researchers can take to improve inclusivity in primary 
healthcare research, thereby improving the quality of 
data and making evidence-based practise more accurate 
and valuable within all communities. This could contrib-
ute significantly to the reduction of health inequalities.

Whilst the NIHR-INCLUDE Roadmap [8] provides 
a good structure for an inclusive research process, pro-
longed engagement between academic institutions and 
communities over time and across multiple research pro-
jects, and individual researcher reflexivity with respect 
to differential power and cultural competencies are also 
crucial to widening participation in research.

Study data collection is the end point of a long process 
of prioritisation, design and funding procurement, and 
change needs to occur at all points in that process for real 
change to happen. If the organisations which currently 
‘own’ research, wish research to be representative of the 
UK population, those organisations need to be willing to 
disrupt their philosophies and processes.

Recommendations
Research institutions and those who represent them 
should:

•	 Take responsibility for lack of diverse representation 
in primary healthcare research.

•	 Build trust and understanding with communities by:

o	 Developing cultural competence
o	 Diversifying research teams
o	 Engaging with community leaders

•	 Invest time and money in long-term reciprocal rela-
tionships.

•	 Recognize untapped potential within communities 
and build capacity for engaging in research.

•	 Ensure that research is not ‘exclusive by design’, for 
example, considerations around language, digital 
exclusion of ways of recruiting.

It is also essential to embed PPI which represents 
and includes those from underserved communities 
throughout the research cycle, and strategies need 
to be in place to ensure this happens in a genuine 
way rather than a ‘tick-box exercise’. Utilising par-
ticipatory methodologies demonstrates a commit-
ment to inclusive study design from the outset.
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Appendix
Focus group topic guide PPI group

1. Why do you think health research is important?
2. Do you think that most people understand the 

importance of health research?
3. What motivated you to get involved?
4. What my motivate others in your area/community?
5. What are the barriers to people getting involved in 

health research?
Prompts: different ethnic backgrounds, levels of edu-

cation, struggling financially.
1. What things can researchers do, to encourage/

make it easier for people to get involved?
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