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Background: Many people refuse vaccination and it is important to understand why. Here we explore the
experiences of individuals from Gypsy, Roma, and Traveller groups in England to understand how and
why they decided to take up or to avoid COVID-19 vaccinations.
Methods: We used a participatory, qualitative design, including wide consultations, in-depth interviews
with 45 individuals from Gypsy, Roma, and Traveller, communities (32 female, 13 male), dialogue ses-
sions, and observations, in five locations across England between October 2021 and February 2022.
Findings: Vaccination decisions overall were affected by distrust of health services and government,
which stemmed from prior discrimination and barriers to healthcare which persisted or worsened during
the pandemic. We found the situation was not adequately characterised by the standard concept of ‘‘vac-
cine hesitancy”. Most participants had received at least one COVID-19 vaccine dose, usually motivated by
concerns for their own and others’ health. However, many participants felt coerced into vaccination by
medical professionals, employers, and government messaging. Some worried about vaccine safety, for
example possible impacts on fertility. Their concerns were inadequately addressed or even dismissed
by healthcare staff.
Interpretation: A standard "vaccine hesitancy" model is of limited use in understanding vaccine uptake in
these populations, where authorities and health services have been experienced as untrustworthy in the
past (with little improvement during the pandemic). Providing more information may improve vaccine
uptake somewhat; however, improved trustworthiness of health services for GRT communities is essen-
tial to increase vaccine coverage.
Funding: This paper reports on independent research commissioned and funded by the National Institute
for Health Research (NIHR) Policy Research Programme. The views expressed in this publication are those
of the authors and not necessarily those of the NHS, the NIHR, the Department of Health and Social Care
or its arm’s length bodies, and other Government Departments.
� 2023 The Authors. Published by Elsevier Ltd. This is an open access article under the CCBY license (http://

creativecommons.org/licenses/by/4.0/).
1. Background

Understanding vaccination decision making is crucial: vaccina-
tion can mitigate the impact of epidemics, and slow down infec-
tious disease transmission. The COVID-19 pandemic has
demonstrated the numerous complexities and power of achieving
mass vaccination in an emergency. The UK National Health Service
COVID-19 vaccination campaign was celebrated as an example of
an almost unequivocally successful response to the pandemic [1].
Nevertheless, a considerable proportion of the population remains
unvaccinated [1]. In this paper we explore the experiences of indi-
viduals from Gypsy, Roma, and Traveller (GRT) groups in England
to understand how they made decisions about COVID-19 vaccina-
tions. GRT communities are ‘‘priority communities” under the
Inclusion Health agenda because of existing health inequalities
and their unmet health needs [2]. Understanding their experiences
and views of COVID-19 vaccinations is vital to reduce dispropor-
tionate impacts of the pandemic on these communities, and poten-
tially help to illuminate reasons for other health disparities (e.g.
long-term illness and disability[3]) for these and other priority
groups. GRT communities are already disadvantaged and have
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poorer health outcomes than the general population, driven in part
by structural factors such as inadequate access to housing, work,
and education [3]. Traveller communities in England appear to
have lower recorded rates of childhood vaccination [4], although
accurate figures on immunisation uptake are not available because
Gypsy, Roma, or Traveller identity is often not captured in official
records [3].

In the UK, COVID-19 vaccination rates are low in minoritised
ethnic groups compared with people from a white ethnic back-
ground [5,6]. Differences in uptake of vaccines between ethnic
groups were more pronounced for first-dose COVID-19 vaccines
than for flu vaccines, with inequalities particularly pronounced in
those at greatest risk of severe COVID-19: older adults, those
who are clinically vulnerable, and among people living in the poor-
est neighbourhoods [7]. A rapid systematic review of COVID-19
vaccination uptake in people from minority ethnic groups in the
UK found that barriers included pre-existing mistrust of formal
services, misinformation, inaccessible communication, lacking
information on vaccine safety, and logistical issues [5].

Explanations and analyses of why certain people are less likely
to vaccinate against COVID-19 have largely been framed as ‘vac-
cine hesitancy’ [8–11]. This term is commonly understood in terms
of the World Health Organization’s ‘‘3C” model, which conceptu-
alises vaccine uptake as determined by a combination of confidence
in the vaccine, complacency about the illness, and convenience of
access [8].

The concept of vaccine hesitancy emphasises the importance of
individual behaviour and individual attitudes, and does not explic-
itly take into account key factors including social inequalities, dis-
crimination, socio-demographic factors or historical influences
[6,8,9]. The United Kingdom’s Scientific Advisory Group for Emer-
gencies’ report on factors influencing COVID-19 vaccine uptake
among minority ethnic groups [10] emphasised the need to under-
stand beliefs, needs and barriers to vaccine uptake, and stated that
structural and institutional racism and discrimination undermined
trust. Several proposals have been made to add another C for ‘‘con-
text” to the 3C vaccine hesitancy model [6,11], in order to account
for these socio-historic dynamics. However, context is still often
overlooked, and little vaccine-related research examines decisions
to vaccinate in relation to racism and discrimination [11]. A recent
systematic review of global interventions to overcome vaccine hesi-
tancy shows that most interventions still focus on building confi-
dence in vaccines by providing health education [12]. The model
assumes that someonewho is hesitant to be vaccinated has a deficit
of knowledge, which can be addressed by supplying information via
authorities and health services. The underlying assumption appears
to be that these sources will be trusted to give accurate and helpful
information. In this individualistic approach, the information/edu-
cation interventions are not designed to address wider structural
or contextual factors affecting vaccine uptake.

The under-emphasised contextual factors, however, may be
crucial. For instance, histories of marginalisation and experiences
of discrimination can erode trust in health systems and health pro-
viders, and consequently diminish confidence and trust in vaccines
in general – regardless of the specifics of the vaccine in question
[6,13–16]. Confidence in vaccines comprises trust in the vaccine
itself, trust in the provider, and trust in policy-makers [14]. People
with lower trust in governments are less willing to vaccinate [17].
The 3C vaccine hesitancy model does not make explicit the need to
examine political and historical dimensions of trust; and conse-
quences of historical abuse may instead be conceptualised as
located within individuals – for example, categorised as ‘‘conspir-
acy mentality” [13]. Vaccination campaigns based on the 3C vac-
cine hesitancy model may focus on establishing trust in a vaccine
by evidencing its safety, when historical injustices perpetrated by
medical institutions and professionals – such as those experienced
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by African-American communities as part of the Tuskegee syphilis
experiments [18] – have previously led to deep-seated and wide-
spread mistrust in medical institutions unlikely to be rapidly
reversed by messaging about the harmlessness of a specific vaccine
[19].

Gypsies, Roma, and Travellers (GRT) are frequently written
about together for strategic purposes, but this can mask the
heterogeneity of cultures and histories that are contained within
this umbrella grouping. These groups are diverse, fluid, and over-
lapping in nature, therefore a clearcut definition is often mislead-
ing. A common thread, however, is nomadic lifestyle, nomadic
ancestry or culture [20], as well as a shared experience of contem-
porary and historical marginalisation and discrimination. In parts
of Europe, Romani people were enslaved for more than 500 years
[21]. Under German National Socialism, family genealogies of
Roma and Sinti were created and used to justify the deportation
and destruction of the Romani population. Romani children were
studied and subsequently deported to extermination camps [22].
In Eastern Europe, in Slovakia, Hungary and Czechia, Romani
women were coercively sterilised from the 1970s to the 1990s
[23]. Reports of coerced sterilisations of Romani women in Czechia
have been reported as recently as 2004 [24].

Gypsy and Traveller communities in the UK share this common
history of marginalisation and discrimination. The 1968 Caravan
Sites Act mandated that UK councils provide authorised caravan
sites to address cycles of evictions caused by enclosure of common
land and lack of authorised stopping places. In practice, however,
Gypsy and Traveller site provision has remained inadequate, forc-
ing communities either to settle in houses or to keep moving by
evicting them from roadside stopping places [25]. The Police,
Crime, Sentencing and Courts Bill (2022) criminalises trespass
and has been criticised by Gypsy and Traveller advocacy groups
for impeding travelling lives and pushing people from these com-
munities into the criminal justice system, thereby compounding
existing inequalities [26]. Parliament debated and passed this bill
into law during 2021–2022, at the same time as the COVID-19 vac-
cine roll-out.

We conducted a participatory, qualitative study to understand
experiences of the pandemic among GRT communities in England,
including reasons for taking up, or not taking up, COVID-19 vacci-
nation in order to inform public health responses and ensure that
community voices are taken into account in planning and deliver-
ing services.
2. Methods

In this project, ‘‘Routes: new ways to talk about COVID-19 for
better health. A focus on Gypsy, Roma, and Traveller communities,
and migrant workers in precarious jobs”, we used a qualitative,
participatory design: the ‘‘DEPTH” approach. This is an interdisci-
plinary approach rooted in co-production, emphasising commu-
nity involvement, and collaboration with diverse stakeholders to
ensure academic rigour and quality (Fig. 1).

We integrated participation processes throughout the research,
with each stage informed by a range of academic and community
members’ views, allowing an interchange between existing theory
and literature, academic interpretation, and lay interpretation. The
analysis ultimately combines different expertise, skills, and knowl-
edge, creating synergies using techniques we developed iteratively
through previous work [27]. Throughout the project, we used in-
depth interviews and dialogue sessions to explore experiences of
and responses to COVID-19 in the context of our participants’
whole lives. We explored experiences of testing, contact tracing
and other aspects of the public health response [34,35]. Here we
report on the vaccine-related findings only.



Fig. 1. The Dialogue, Evidence, Participation and Translation for Health (DEPTH) approach.

Table 1
Participant characteristics.

Location
South East/East (n = 28, 60 %)
West Midlands (n = 7, 14 %)
South West (n = 10, 21 %)
North (n = 2, 4 %)

Gender
Female (n = 33, 70 %)
Male (n = 14, 30 %)

Age
18–29 (n = 17, 36 %)
30–39 (n = 14, 30 %)
40–49 (n = 9, 19 %)
50+ (n = 7, 15 %)

TOTAL N = 47
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2.1. Sample and sample size

Members of the research team used their existing contacts
within communities to identify participants. Other participants
were identified in the mapping phase. Where we were ‘outsiders’,
we worked with trusted networks to enter community spaces. We
conducted qualitative interviews and dialogue sessions which we
carried out in locations convenient to participants.These were con-
ducted in person to address known issues relating to digital exclu-
sion and to observe cultural sensitivities. We aimed for diversity in
our sample in terms of age, gender, type of living arrangement,
urban/rural, and identity (i.e. Gypsy, Roma, Traveller). We worked
in five geographical locations across England (North, South East/
East, South West, West Midlands, and London). Participants self-
identified their ethnicity – often into more than one category.

We spoke to key informants in formal interviews and informal
conversations (contacted via e-mail), including members of advo-
cacy organisations and individuals who work with or represent
GRT communities. Most interviews and dialogue sessions were
carried out by individuals either from a Traveller background (RS
and Serena Farrow), or with experience working with Romani com-
munities (CK). Interviews were conducted in English except for
four in Romanian. Interviews in English were transcribed by an
agency and spot checked for accuracy by the research team. We
engaged a professional translator, Alina Huzui, to transcribe inter-
views in Romanian and then translate them into English; this work
was spot checked by author CK who had conducted the interviews.
Dialogue sessions were conducted in English and Romani language
(via an interpreter). Some conversations involved occasional inter-
preting into and out of other languages ad hoc by participants to
assist other participants who spoke less English. We worked with
seven co-researchers who were from our focus communities and
external to the main research team. They undertook various tasks
according to their preference and availability. Tasks included:
helping to refine our approach, helping to recruit for interviews
and dialogue sessions, interviewing, and discussing and interpret-
ing findings. We also worked with a group of migrant workers as
part of the wider study and report findings from this elsewhere
[34].
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We carried out eight informal dialogue sessions in person (with
members of Gypsy, Roma, and Traveller communities), and online
(with academic researchers, civil society organisation staff, and
Department of Health and Social Care staff) and three formal dia-
logue sessions each with multiple participants from Gypsy, Roma,
and Traveller communities. We also conducted qualitative in-
depth interviews with 47 individuals from Gypsy, Roma, and Trav-
eller communities between October 2021 and February 2022. Dia-
logue sessions were varied in size, from two or three participants,
to larger groups; we used these to co-design the work, gain
insights, and co-interpret the findings. Table 1 shows characteris-
tics of interview participants. In interviews we asked about peo-
ple’s living and working environment and circumstances, and
how COVID-19 and COVID-19 prevention measures fit into their
lives. We also enquired about personal experiences of COVID-19
and of COVID-19 public health responses and services (testing,
contact tracing, vaccination), and how these experiences related
to previous interactions with healthcare services. This article
reports on experiences of COVID-19 vaccinations. Our sample
design, number, and location of participants represents a balance
between diversity, practical considerations, and the need for
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robust themes to be identifiable that are unlikely to be changed by
adding further data collection.

2.2. Ethics

We assured participants that their contributions were confiden-
tial and voluntary. Because of low levels of literacy we read infor-
mation sheets out loud before asking participants in formal
interviews and dialogue sessions to provide written informed con-
sent. We provided referral information for Gypsy, Roma, and Trav-
eller organisations to participants as needed. Formal interviews
were recorded and transcribed. For discussions that took place as
part of community dialogues and other conversations (e.g. during
mapping phase), we took fieldnotes (with verbal consent). Partici-
pants in formal interviews and dialogue sessions were compen-
sated £40 for their time and travel costs. Co-researchers were
paid a set rate based on UK NIHR guidelines and agreed in advance
[28]. The study was approved by the London School of Hygiene and
Tropical Medicine Research Ethics Committee (No. 26440).

2.3. Analysis

The analysis followed some of the principles of Charmaz’s con-
structionist grounded theory-building using iterative methods of
constant comparison that are particularly useful for studying lived
experience [29]. Some of the codes were developed a priori to
explore the thematic areas of interest. We identified other codes
inductively from the interview data. The codes were constantly
refined in discussions among the team, and by returning to the
original data. We drew on interview fieldnotes and discussed
emerging themes in analysis meetings with the research team,
and co-produced the analysis with co-researchers, and with groups
of participants in the second phase of Dialogues (see figure). These
dialogical co-production processes helped us to contextualise find-
ings and ensure they were meaningful to our participants and co-
researchers.

3. Findings

For Gypsy, Roma, and Traveller groups, the importance of con-
text was clear. Below we present four sub-themes of our first
theme, which relates to community members’ past experiences
with health systems and authorities. These help to contextualise
our second major theme, which is about participants’ reasons for
vaccinating or not vaccinating. We present these deliberations in
four sub-themes: reasons for getting vaccinated; feeling coerced;
fertility; and unaddressed concerns about the vaccine.

3.1. Past experiences relevant to vaccine uptake

3.1.1. Discrimination, marginalisation, and racism
Speaking about their wider experiences of healthcare, many

participants, both vaccinated and unvaccinated, told us about past
and present experiences of poor treatment. People spoke of conde-
scension and discrimination from healthcare staff, and of marginal-
isation and neglect from emergency services.

3.1.2. Reduced care during the pandemic
Many told us they felt abandoned during the pandemic. For

instance, some described reduced visits from health and social care
workers to children with disabilities, or having to attend the acci-
dent and emergency department after failing to obtain appoint-
ments with General Practitioners (GPs), or their or their family
members’ health conditions worsening dangerously because of
delays getting appointments. One woman on a council Traveller
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site told us no health visitors came to check up on her newborn
baby, who was losing weight. She was worried and felt that she
was not being taken seriously by the doctors. The health staff told
her to weigh the baby herself. She left the site to buy scales, wor-
rying that she would be reprimanded for breaking lockdown rules.

3.1.3. Discrimination
People told us about obstructive GP receptionists who would

discriminate against them as soon as they recognised they were
from a GRT site: ‘‘Well, soon as you give your name over. You give
your name over and you give your address, then that’s it then.” One
woman, whose father had a stroke, said that his care was inade-
quate, that he had been left after a fall in hospital ‘‘in a pool of
his own blood”, with a broken knee. Participants said they would
avoid going to hospital for fear of discrimination, even if they
had severe COVID-19 symptoms.

‘‘[Even if] they [people from the community] couldn’t breathe
[. . .] they were very reluctant to get to go to hospital. [. . .] They’re
just, within a lot of hospital settings, obviously, I’m not speaking
about doctors because they’re [there] to save lives but there’s a
lot of discrimination, you know what I mean”.

3.1.4. Barriers to emergency care
Gypsy and Traveller communities who lived on designated

council-owned sites told us they had problems with ambulances
being unable to drive onto sites for urgent care. In several of the
sites we visited, we found high metal barriers at the entrance. Res-
idents told us the council had installed them to prevent caravans
moving onto the site without permission. However, these also
obstructed access for emergency services. A woman said one of
the reasons she did not want to risk vaccine side effects was
because she worried that if anything happened, the ambulance
would not be able to attend.

A woman from an English Traveller background told us that
years ago a person at the site died waiting for an ambulance, and
because of this, she had spent the pandemic worrying about the
barrier. A woman on a different council site spoke of trying to
obtain emergency care for her husband who had COVID-19. ‘‘We
had to have a gate codes broke off, because they refused to give
us the code”. Another resident of the same site told us that because
the locks had been broken for ambulances multiple times, the
council had taken measures against this as well: ‘‘But now what
they’ve done, there’s no way could you get that lock off. They’ve fit-
ted a box round it, so you can’t get into it. [. . .] you’d have a heart
attack and you’d be dead”.

Site access problems also affected post and deliveries. Another
woman who identified as an English Traveller told us she missed
several hospital appointments because of the actions of site war-
dens: ‘‘When there was a case of Covid on our site the postmen
were told by our own wardens [. . .] to not deliver letters.” On a dif-
ferent site, a woman told us about a courier who refused to bring a
package to her caravan: ‘‘He said, because the Gypsy site, we’re not
insured. [. . .] It’s racial discrimination”. Community members
deliberated about whether to vaccinate against COVID-19 against
this context of past and recent experiences of marginalisation
and discrimination.

3.2. Reasons for vaccinating or not vaccinating

3.2.1. Reasons for getting vaccinated
Despite these experiences and high levels of distrust, most par-

ticipants had received one or more doses of a COVID-19 vaccine.
Many participants spoke of their reluctance, while some said it
was to conform (e.g. ‘‘Basically I just done what they said.”), or
because vaccination was easy or convenient. Other key motiva-
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tions cited were concerns for their own health and for the health of
others.

One woman who identified as an English Traveller said she had
been vaccinated after having COVID-19: ‘‘I said I’d have anything
that could prevent me getting it again. And I went straight for
the first vaccination, and had it done the first chance I got”.
Another woman, who identified as a Gypsy Traveller said: ‘‘I think
it’s a good thing that they’re vaccinating people and because it just
gives people that bit of a, erm, security, doesn’t it?”.

Another woman who identified as a Gypsy Traveller said she
had received both vaccines because she was a carer and was ‘‘def-
initely going to have the booster” to protect her from more severe
symptoms. She knew it would not prevent infection because her
neighbour on the site had had COVID-19 after being vaccinated
but only had mild symptoms.

3.2.2. Feeling coerced
Given the context against which community members made

decisions, it is important to note that many participants said they
felt coerced into getting vaccinated. This pressure came from dif-
ferent sources including medical professionals, employers, family,
and government.

While some people did get vaccinated after receiving an NHS
invitation, others described reminders from health services as per-
sistent and off-putting pressure rather than persuasive. A woman
from a council Traveller site said: ‘‘They kept trying to push me
to get vaccinated while I was pregnant. Um, which is something
that I personally completely disagree with. [. . .] I’ve had like the
20,000 phone calls, the letters [. . .] I told them once I don’t need
it, and now they’re sending me letters and letters and letters all
the time, they’re going to come out and come, come see me, like
come round. But I said no, and then, then you have to keep, I feel
like if someone says no, it’s no. [. . .] I don’t think it’s fair for anyone
to be pushed into having something they don’t want to”.

A Romanian Romani woman told us she did not answer calls
from the GP when they were about the vaccination: ‘‘I mind my
own business and that’s all”. A woman from the Irish Traveller
community told us she had gone to the GP for a different reason,
but the appointment quickly became dominated by the doctor try-
ing to persuade her to have the vaccine: ‘‘I feel like she was forcing
me into it. [. . .] It was like, oh I can book you in now, and I said, no,
and she was like, oh, well, call me and I’ll book you in then, I’ll be
there, and I said, no. And like I told her why [concerns about fertil-
ity] and she was like, no, that’s not true, and everything. But she
never said like, oh think about it and come back. It was, you need
to have it done and that’s that”.

People also reported feeling pressured by employers. Several
people from Romani communities had either already left their jobs
or were anticipating losing their jobs because they did not wish to
be vaccinated. A Romani man who worked in a care home told us
how he finally resigned after trying to defend his position: ‘‘When
the nurses came into the care home to vaccinate everyone I was
the only person that didn’t want it. I actually went and sat in the
lounge with everyone else, with the residents and I said, no, I’m
not getting it. And then boss was like, oh, come on, you’re a con-
spiracy, I’m, I’m not a conspiracy theorist, I just don’t want to get
it, right, because I don’t think, I don’t think the vaccine has been
out for long enough for us to know the long term effects.’ [. . .]: I
got really angry. Not long after that, I quit my job. I walked out”.

Outside the workplace, participants felt that although the vac-
cine was presented as a choice, life for the unvaccinated was
restricted: ‘‘they’re not saying you’ve got to have it done, but you
got to, you’ve got to have it done: if you don’t, you’re not allowed
to do this, this, this, and this. So they’re coercing you into having
it”. Increased restrictions on the lives of unvaccinated people were
seen as a mechanism to ‘‘bully” people into being vaccinated: ‘‘they
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are bullying people to get it done [. . .] If you don’t have it, you don’t
have no freedom”. A large number of participants said they only
agreed to be vaccinated because they wanted to travel abroad to
see family members or to go on holiday. Individuals who reported
feeling pressured to be vaccinated often also said they felt that the
vaccine and COVID-19 legislation were forms of government con-
trol. Some participants said they thought that the government used
inflated COVID-19 death statistics and exaggerated its severity to
scare people into having the vaccination.

3.2.3. Fertility
Some women participants said they worried the vaccine might

affect women’s fertility: ‘‘I don’t know, I’ve seen some things on the
internet where it says that it stops you from having children [. . .] or
something like that. So I’m a bit concerned about that one”.

Unvaccinated participants said they wanted better information
to help them make their decision, including dialogue with health
professionals about side effects and fertility. One woman said she
had been invited to represent the Gypsy and Traveller community
at a health forum on COVID-19. She herself was unvaccinated and
at the health forum shared concerns that had been brought to her
by friends and family but was given short shrift:

‘‘One of the questions that girls here, up here asked me is: can it
affect me being able to have kids or anything like that in the
future if I have the vaccine? Um, so I asked that, and I got this
email back explaining about how women have babies, and I
was like: We know! Like: we know how women breed! We
know how women fall pregnant! [. . .] I did send back an email
[. . .] Like, the women in my community have asked me to ask
them a question, and I’m glad it was me that you spoke to like
that and not them, because sometimes people are scared to ask
questions, they’re scared to speak up. [. . .] And the other per-
son’s question was, can I catch COVID-19 through my eyeballs,
so should I be wearing goggles? And yeah, they got answered
quite politely, and then I asked about fertility and got spoken
to like an idiot.”
There were several similar stories. A woman who identified as
an English Traveller told us her adult children had been vaccinated,
but that they had been told the booster could cause infertility. Our
interviewee felt she could not convince her children without infor-
mation but did not receive it when she turned to a nurse for advice:
‘‘And I asked the other day, when I went in to the nurse, have you
got anything that actually says this doesn’t happen? And she said,
no”. Consequently she could not persuade her daughter to have the
vaccine because she felt she did not have enough information. Note
that there is clear information online that the vaccines do not affect
fertility [30]. However, it is not clear whether or not our partici-
pants had access to this information at the time they were raising
their concerns.

3.2.4. Unaddressed concerns about the vaccine
Participants repeated worries circulating in the general popula-

tion as reasons they had not been vaccinated, despite the mounting
pressure: the feeling that the vaccines were developed too quickly,
worries about side effects, and worries about vaccine contents.
They also mentioned that the vaccine does not prevent COVID-19
infection. Some also expressed a sense that being fit and strong
would provide enough protection. Language barriers were also
mentioned. For example, a Romani migrant worker said: ‘‘We
don’t, we don’t get much information. And if we do in letter or text,
we can’t understand it”.

Unsatisfactory answers to concerns about the vaccine had wider
repercussions for the community. Those asking pro-actively for
information were often those advising peers or family on whether
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to have the vaccination or not. The health forum representative, for
instance, said that she could not, in good conscience, advise other
women on the site where she lived to get the COVID-19 vaccine. In
one discussion with a group of Romani Slovaks, several women
said that they were now so unconvinced by the vaccines that they
would no longer let their children have routine immunisations. The
information gap left by health professionals and official sources
was readily plugged by other, often less reliable sources, e.g. word
of mouth, religious texts, or social media.
4. Interpretation

Concerns amongGRT communities about COVID-19 vaccines are
mirrored in other communities [11,31]. Others have argued that
these concerns in other communities are part of a larger picture,
in which there is a lack of trust in health care systems and the wider
government [32]. We have shown that ignoring broader trustwor-
thiness of institutions by focusing on building trust in communi-
ties/individuals for specific purposes means that key components
of vaccine ‘‘hesitancy” are missed. Health system trustworthiness
is linked to the trustworthiness of public authorities more generally
andmay or may not be affected by individuals’ knowledge and edu-
cation. Our study highlights how authorities and health services
have been experienced as untrustworthy in the past for some of
our participants from GRT communities – they were accustomed
to experiencing discrimination within health services and this
affected both their willingness to trust the motives of people pro-
moting vaccines, and their beliefs about vaccine safety. At the same
time, assumptions from public health and vaccine promotors about
certain groups not beingwilling to vaccinatemay create what those
groups experience as additional pressure, which may be counter-
productive. Discourses and presumptions about the ways that cer-
tain groups approach vaccination matter because they can affect
how marginalised groups engage with vaccination [31] and repro-
duce structural discrimination.

Community trust in institutions is important – revelations that
senior UK government officials including the Prime Minister broke
COVID-19 lockdown rules [33] may well have an impact on public
trust in government, particularly while the same government is in
power. Also, more insidiously, these types of revelations may also
create scepticism and potentially make people less willing to take
direction from government agencies in future emergencies.

Instead of only considering individual and community ‘‘dis-
trust” and aiming to improve ‘‘trust in vaccines”, it is also impor-
tant to examine collective concerns about the health system
itself. The array of negative interactions our participants described
having experienced before and during the pandemic at the hands
of health services and public authorities, give context to their
beliefs that the vaccine was being deployed to give authorities
more control, for example. Yet such concerns, rather than being
treated as a warning sign about overall trust in health services, risk
being dismissed as ‘‘conspiracy theories” and ignored. For GRT
communities in England, there are many ways in which govern-
ment authorities are increasing powers that disrupt and control
lives, including the Police, Crime, Sentencing and Courts Bill
(2022). From the perspective of public health authorities, this leg-
islation may not seem relevant to health security. However, in the
context of participants’ lived experience there are clear parallels:
for instance vaccination status and the Police, Crime, Sentencing
and Courts Bill (2022) both restrict or restricted families from
engaging in traditional forms of travel. In the context of the Bill,
participants were sure that authorities were not acting in their best
interests. Our findings highlight how we must attend to these col-
lectively expressed concerns and the wider context – otherwise we
will miss important reasons why people are reluctant to be vacci-
3896
nated and in doing so reproduce existing health inequalities and
injustices.

How, then, could more trust be built between health systems
and marginalised communities? Our study suggests that creating
an unpleasant environment for unvaccinated people can have the
unintended consequence of creating more concern about the pur-
pose of the vaccine. If public health practitioners engage with com-
munities in ways that respect and address local and culturally
specific concerns, they may improve vaccination rates by demon-
strating trustworthiness through being collaborative and respon-
sive as much as by addressing specific vaccination queries.
However, information and messaging on a single issue may not
improve trust or vaccine uptake if broader health services are
experienced as racist or uncaring. Community concerns about fer-
tility are a good example: while there was clear information online
that the vaccines do not affect fertility [30], such messaging may
not have been trusted or may not have been accessible. Experts
recommend community engagement as a way to overcome dis-
trust and thereby increase vaccine uptake [10]. Our findings sug-
gest that community engagement that aims to convey
information in a top-down fashion to a marginalised group is unli-
kely to be fruitful. Instead, effective engagement requires a genuine
two-way dialogue [27]. By engaging in dialogue, people have the
opportunity to express concerns and be heard. They can come up
with ideas about how best to present information, design services,
and thereby gain ownership over the process, which may make
them more likely to engage and to engage others [15,27]. To
improve trust in vaccines and healthcare services, it is important
to improve trustworthiness of those services, including ensuring
there are mechanisms for listening to and addressing concerns in
general – including outside the immediate context of the pandemic
and vaccinations. Even with a fully responsive healthcare system, it
will be increasingly difficult to build good community relations
with GRT groups when their ways of life are threatened by old
and new legislation.

While we attempted to engage the most diverse range of partic-
ipants possible, we do not claim to provide information on all GRT
community needs and experiences relating to COVID-19. However,
it seems likely that similar issues will also apply elsewhere, includ-
ing outside GRT communities, and in particular for other minori-
tised groups.
5. Conclusion

This study challenges the received wisdom that the best way to
increase uptake of vaccination is via interventions that focus
mainly on informing and educating populations about vaccines.
Our findings suggest that especially among marginalised minority
groups, the socio-historical context in which people make deci-
sions about vaccinations may be crucial, and deserves much
greater attention than it is currently given. There is a danger that
efforts to increase vaccination uptake may not only be unsuccess-
ful but may even exacerbate existing inequalities by stereotyping
certain communities as particularly in need of vaccine promotion
efforts, or by putting unacceptable pressure on individuals from
those communities to take up the vaccine. In order to improve vac-
cine uptake, more trustworthiness is needed from healthcare ser-
vices including provision of adequate services outside of
emergencies. This includes working to eliminate discrimination
against already marginalised communities, and acknowledging
current and past injustices.
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