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Abstract

Objective: People from ethnic minority backgrounds are less likely to attend co-
lonoscopy, following faecal immunochemical test screening, and are more likely to
be diagnosed with colorectal cancer at an advanced stage as a result. The aim of this
research was to explore the barriers and facilitators to attending colonoscopy,
perceived by ethnic minority groups living in the United Kingdom.

Methods: Semi-structured online and telephone interviews were conducted with
thirty men and women of Black-African (n = 5), Black-Caribbean (n = 5), South Asian
(n = 10) and White British (n = 10) descent. Participants were eligible for screening,
but had not necessarily been invited for colonoscopy. All interviews were conducted
in the participant's first language and were assessed using Framework-analysis, in line
with a conceptual framework developed from previous interviews with healthcare
professionals.

Results: Five thematic groups of barriers and facilitators were developed: ‘Locus of
control’, ‘Cultural attitudes and beliefs’, ‘Individual beliefs, knowledge and personal expe-
riences with colonoscopy and cancer’, ‘Reliance on family and friends’ and ‘Health concerns’.
Differences were observed, between ethnic groups, for: ‘Locus of control’, ‘Cultural
attitudes and beliefs’ and ‘Reliance on family and friends’. Black and South Asian par-
ticipants frequently described the decision to attend colonoscopy as lying with ‘God’
(Muslims, specifically), ‘the doctor’, or ‘family’ (Locus of control). Black and South Asian
participants also reported relying on friends and family for ‘language, transport and
emotional support’ (Reliance on family and friends). Black-African participants, spe-
cifically, described cancer as ‘socially taboo’ (Cultural attitudes and beliefs).
Conclusions: The results highlight several targets for culturally-tailored in-

terventions to make colonoscopy more equitable.
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1 | BACKGROUND

Colorectal cancer (CRC) is a leading cause of morbidity and mortality
in Europe.! Several large randomised controlled trials have shown
that regular faecal immunochemical test (FIT) screening, between the
ages of 45 and 80, can significantly reduce CRC-mortality among
people who complete the test. As a result, most European countries
have implemented FIT-based screening programmes for the early
detection of CRC.2

As with all screening, the extent to which the benefits of FIT are
realised, and the extent to which they are equitable, is highly
dependent on uptake of the test, as well as any necessary follow-up
investigations (colonoscopy being the gold standard for FIT
screening).* However, in a recent international survey of 35 FIT-
based screening programmes, Selby and colleagues (2021) found
that the mean proportion of participants, with a positive FIT result,
who attend colonoscopy, was 79%, with completion rates ranging
from 39% in the programme with the lowest level of colonoscopy
attendance, to 100% in the country with the highest.”

As with uptake of FIT, evidence suggests that attendance at
colonoscopy is lower among those from an ethnic minority back-
ground, compared with those of White British ethnicity.® Such dis-
parities may contribute toward ethnic inequalities in CRC outcomes
seen in the UK.” For example, Black and South Asian adults, living in
the UK, are more likely to have lymph node involvement at diagnosis
(compared with White adults),” and are less likely to be diagnosed
via screening (the diagnostic route associated with the best out-
comes for CRC).8

To date, the majority of qualitative research exploring non-
attendance at colonoscopy has been conducted with White,
English-speaking, adults.” The little research that has been conducted
with non-White populations has been conducted primarily in the
USA, with Black African Americans.” Key findings from a recent re-
view of the literature indicate that procedural costs, perceived threat
to masculinity and lack of insurance are among the most prevalent
barriers to colonoscopy. However, the findings from these studies are
not necessarily transferrable to the UK and other European coun-
tries, because of cultural differences between countries, differences
in healthcare delivery, and the fact that colonoscopy is often offered
as the primary screening test in the USA.”

The aim of this research, therefore, was to explore the perceived
barriers and facilitators of colonoscopy, among ethnic minority
groups (including native speakers of English and patients with limited
English proficiency) living in the United Kingdom (UK).

2 | METHODS

Setting. The study was conducted in the UK, where FIT-screening,
and colonoscopy (where required), are free at the point of use (FIT-
screening is offered through the National Health Service [NHS], as
part of an organised National Bowel Cancer Screening Programme,

with invitations delivered biennially, between the ages of 60 and 74

in England and Northern Ireland, 55-74 in Wales, and 50-74 in
Scotland).

According to the most recent census (a national survey of UK
households, undertaken by the Office of National Statistics), 9.3% of
the population in England and Wales identify as ‘Asian, Asian British
or Asian Welsh’ and 2.5% identify as ‘Black, Black British, Black
Welsh, African or Caribbean’ (the census defines ethnicity as “The
ethnic group that the person completing the census feels they belong
to [...] based on their culture, family background, identity or physical
appearance”),'° making these two of the most common ethnic minority
groups in the UK (data for and Wales Scotland and Ireland have not
yet been published, and so the ethnic composition for these regions is
not currently known; however, England and Wales account for 92% of
the UK population, and thus reflect the majority of the population).°

The overall attendance at colonoscopy, within the screening
programme, and across the population, is 80%.

Study design and participants. Online and telephone interviews
were conducted with members of the British public, who: (1) were of
screening eligible age in England, Wales, Scotland and Northern
Ireland (i.e. aged 60-74 years), (2) had been invited to participate in
bowel cancer screening at least once, and 3) were of either a South
Asian, Black African, Black Caribbean or White British ethnic back-
ground (these ethnic groups were selected for inclusion in the
research, on the basis that they are the least likely to attend colo-
noscopy and receive a diagnosis through the bowel cancer screening
programme [with the exception of the White British group, which
was included to help disentangle ‘ethnic group-specific barriers’ to
colonoscopy from ‘universal barriers’]). Non-attendance at colonos-
copy was not a requirement for inclusion in the study, as previous
research has found that those who decline colonoscopy are unwilling
to participate in such interviews.!! Participants were subsequently
those who were characteristically unlikely to attend colonoscopy, as
opposed to those who have been invited for (and not attended) co-
lonoscopy. Key characteristics of participants (e.g. age, gender,
ethnicity first language, etc.) were determined through a short sur-
vey, administered at the beginning of the interview (Appendix A).

Sample size and recruitment strategy. To minimise language
barriers to participation, targeted recruitment strategies were
employed, with White British participants being recruited via Social
Media, and Black and South Asian participants being recruited
through Agroni: a multi-disciplinary research organisation with
extensive specialist knowledge and experience working with Britain's
ethnic minority group communities.*?

Participants recruited through Agroni were identified and
recruited by a team of professional recruiters, who visited community
centres, Mosques, Mandirs, and charities, with which they had existing
connections. Individuals who appeared to meet the eligibility criteria
were approached by the recruiters, who discussed the study with them
on a one-to-one basis (due to the sensitive nature of the topic; i.e.
cancer). Those who expressed an interest in taking part in the study
were given Agroni's contact details, and asked to call or email for
further information about the research. All but one person given

Agroni's contact details went on to complete an interview (i.e. 20/21).
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Twitter and Facebook were used to recruit participants via social
media. A digital flyer was used to provide details about the research
and invite participants to call or email the lead researcher (RK), if
interested in taking part.

A stratified sampling approach was used to ensure equal
numbers of male and female participants, as well as participants of
different ethnicities (the researchers had no prior relationship with
the participants). The recruitment strategy also aimed to sample
participants from across the UK, but was not stratified by region or
nationality.

On the basis that data saturation is achieved after 9-17 in-
terviews,*®> we aimed to recruit 10 participants from each ethnic
group (i.e. Black, South Asian and White British). Data saturation was
subsequently assessed by reviewing whether new codes were
developed following analysis of the 10th interview of each group.

Data collection. Interviews took place between July 2021 and
July 2022. To minimise barriers to disclosing culturally sensitive
information, interviews were concordant for gender, ethnicity and
the participant's first language. RK (White male) conducted all in-
terviews with White British participants, who identified as male
(n = 5). NG (White female), meanwhile, conducted all interviews
with White British participants, who identified as female (n = 5).
Finally, Agroni researchers conducted all interviews with Black and
South Asian participants, identifying as either male (n = 10) or fe-
male (n = 10). Zero participants identified as any other gender (e.g.
non-binary).

To ensure Agroni researchers understood the aims of the study,
and thus conducted the interviews appropriately, RK met with them
prior to data collection, to discuss the interview schedule and address
any questions about the research. No additional training was given to
Agroni researchers, as they were all experienced researchers with
prior experience conducting qualitative interviews.

Interviews lasted 36 min on average (range: 24—67 min) and
were conducted using a semi-structured interview guide, which was
developed by three members of the research team (RK, CvW and
KW), all of whom have PhDs in Psychology. The interview schedule
was developed using a conceptual framework, which was developed
through interviews with specialist screening practitioners in a pre-
vious study led by the research team.?* The interview schedule was
pilot tested with two individuals (one by RK, with an individual of
White British ethnicity; one by Agroni, with an individual of South
Asian ethnicity), prior to data collection, to ensure participant
comprehension of the questions (no changes were made to the
interview guide). Questions focussed on patients' perceived barriers
and facilitators to colonoscopy attendance, following participation in
a FIT-based screening programme for CRC (see Appendix B).

An audio recorder was used to record the interviews. The re-
cordings were anonymized, translated and transcribed verbatim by K
International: a UK-based translation and transcription services
provider.'® Following transcription, the audio files were deleted by K
International and the research team.

Participants were given the option to participate in either an

online or telephone interview. Participants who opted to participate

in an online interview were given a choice of MS Teams or Zoom. All
participants opting for an online interview opted to participate via
MS Teams. The interviews were conducted remotely, from the re-
searchers' and participants' homes. No one was present during the
interviews, besides the researcher and the participant.

Informed consent. Informed consent was obtained from partic-
ipants, before the interviews commenced. For White British partici-
pants, an information sheet and consent form were provided, via
email, to those expressing an interest in taking part. A mutually
convenient date for interview was then agreed, for those who
returned a completed consent form (via post or email). The purpose
of the study, the right to withdraw from the study, and the right to
skip any questions, were repeated at the beginning of the interview,
along with the participant's decision to proceed with the interview.

For South Asian, Black African and Black Caribbean participants,
Agroni researchers explained the purpose of the study to potential
participants, in their first language, over the phone. For those inter-
ested in taking part, Agroni Researchers subsequently read through
the information sheet and consent form (again, over the phone).
Those who were interested in participating, after providing verbal
consent, were offered an interview on a mutually agreeable date. As
with the White British interviews, the purpose of the study, the right
to withdraw from the study, and the right to skip any questions, were
repeated at the beginning of the interview, along with the partici-
pant's decision to proceed with the interview.

Data analysis. Transcripts were analysed using framework
analysis.2® This method is well-suited for generating knowledge
relevant for health and clinical practice,!” allowing for in-depth un-
derstanding within individual cases, as well as analyses of key themes
across the data-set. While this is a flexible method, not aligned with a
particular epistemological, philosophical, or theoretical approach, this
study adopted an interpretivist approach, which recognises the
importance of situating the researcher in the context of that which is
being studied,’® to offer an interpretive understanding of the
meaning participants ascribe to their own experiences.'’ A detailed
overview of the analysis process is provided below:

2.1 | Initial development of codes (stages 1-4)

Stage 1: Transcription. Translation and transcription of the interviews
was carried out (verbatim) by K International.

Stage 2: Familiarisation with the interview data. Transcripts were
read and re-read, and typed reflections of initial thoughts and ob-
servations were captured in the page margins by two researchers (RK
and NG).

Stage 3: Coding. Codes were developed to help describe and
classify the data in relation to the research question (i.e. segments of
text were assigned codes that reflected the issues discussed within
those segments; e.g. ‘Importance of female healthcare professionals’).
Two researchers (RK and NG) initially independently developed ideas
for codes using the same sample of transcripts (n = 6; 20%). Codes

were generated inductively (i.e., from the data) and deductively,
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according to a framework previously developed from interviews with
specialist screening practitioners, led by the research team (i.e., codes
were used/adapted from a list of previously curated codes, as and
when relevant to the data; see Appendix C).**

Stage 4: Development of a working analytical framework. Rese-
archers (RK and NG) met to compare their independently generated
ideas for new and revised codes and, through discussion, consensually
agreed on a working analytical framework that could be applied to
further transcripts (i.e., a ‘revised’ set of codes and the meaning of
each).

2.2 | Application of codes (Stage 5)

Stage 5: Applying the analytical framework. One researcher (NG) then
coded the remaining transcripts using the revised codes. Where a
new transcript was judged to contain text that could not be satis-
factorily coded using the existing codes, new codes were created, or
existing codes updated to more accurately reflect the data they
represented. Any new codes were discussed and agreed with RK,
before NG subsequently revisited previously coded transcripts to

apply the new codes (if/where relevant).

2.3 | Use of coded material to develop themes
(Stages 6 and 7)

Stage 6: Charting data into the framework matrix. The data were
charted into a matrix, to provide a summary of the transcript material
assigned to each code per participant (some cells were blank where
no material existed in a transcript for a particular code; see: https://
osf.io/pvk3wy/). The charted framework matrix was then reviewed by
three researchers (RK, NG and ET) to develop themes (all stages of
coding and data analysis were carried out in Microsoft Excel).

Stage 7: Interpreting the data. Themes were developed to delin-
eate key messages in the data, relevant to the research aims. Data
interpretation involved making comparisons between the barriers
and facilitators reported by participants, according to their ethnicity
and religion. Theme development was iterative and involved all re-
searchers, who reached a consensus through discussion on the final
content and organisation of themes.

Data saturation. Data saturation was assessed for each ethnic
group, using a data saturation matrix (see: https://osf.io/pvk3w/). No
new codes were developed after the 8th interview with White British
participants, or the 9th interview with South Asian participants, and
only one new code was developed during the tenth and final inter-
view with Black participants.

Transparency. This study has been reported in accordance with
the Consolidated Criteria for Reporting Qualitative Research
(COREQ) guidelines (Appendix D).2° A database of the coded text,
along with an audit trail, is available from Open Science Framework,

for full transparency (see: https://osf.io/pvk3w/).

Ethics. The study was approved by University College London's
Joint Research Office (reference: 5299/003) on the 19th of May
2021. NHS Research Ethics Committee approval was not required for
the research, as participants were members of the public, not patients.

3 | RESULTS
3.1 | Participant characteristics and data collection

In total, 15 men and 15 women participated in the study (none of
whom dropped-out or withdrew from the research). Participants
were of a range of ethnicities, including White British (n = 10), South
Asian (Pakistani, n = 2; Indian, n = 4; Bangladeshi n = 4) and Black
African and Caribbean (Black African, n = 5; Black Caribbean, n = 5).
The majority of participants were from London (n = 18), with just
under half being from other regions (n = 12). Participants were
interviewed in a range of languages, including English (n = 15), Somali
(n = 5), Bengali (n = 4), Punjabi (n = 3), Urdu (n = 3) and Guajarati
(n = 1). Participants were also from a range of religions, including
Islam (n = 11), Christianity (n = 8), Sikhism (n = 3) and Hinduism
(n = 1). All had been invited for bowel cancer screening (n = 30),
although less than half had ever taken part (n = 13). Twelve discussed
having had at least one colonoscopy during their lifetime. Aggregate
participant characteristics are summarised in Table 1; individual-level

characteristics are reported in the appendix (see Appendix E).

3.2 | Description of themes

Five key themes were developed, namely: (1) Locus of control, (2)
Cultural attitudes and beliefs, (3) Individual beliefs, knowledge and per-
sonal experiences with colonoscopy and cancer, (4) Reliance on family and
friends and (5) Health concerns. A detailed overview for each, and their
constituent subthemes, follows. Example quotes for all subthemes
are presented in Table 2. A summary of the themes, subthemes and
codes developed is presented in Table 3.

1. Theme one. Locus of control: the role (or influence) of others in
the decision making process was a central theme of the research,
with individuals frequently discussing the extent to which it is
others, not themselves, who are in control over the decision to
attend colonoscopy.

1.1 (The role of) The medical professional, the patient and the pa-

tient's family in the decision making process

There appeared to be differences, between ethnic groups,
regarding where control over the decision-making process lie. Black
and South Asian participants frequently indicated that it was the
medical professional's role to advise them what they should do to
protect their health, and that it was not for the individual to chal-

lenge the doctor's advice.
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TABLE 1 Sample characteristics.
Age (years)
Mean
Gender (n)
Male
Female
Region (n)
London
Birmingham
Leicester
Oldham
Nottingham
Gateshead
Surbiton
Wiltshire
Clacton-on-Sea
Horsham
Glasgow
Ethnic group (n)
White British
Black African (Black)
Black Caribbean (Black)
Bangladeshi (South Asian)
Indian (South Asian)
Pakistani (South Asian)
First language/language the interview was conducted in (n)
English
Somali
Bengali
Punjabi
Urdu
Guajarati
Religion (n)
Islam
Christianity
Sikhism
None
Missing
Jehovah's Witnesses
Hinduism
Previously invited for bowel cancer screening (n)
Yes

No

66.1

15
15

18

N

10

N DM B~ O,

N W A~ w,

11

B W W W o0

30

TABLE 1 (Continued)

Previously participated in bowel cancer screening (n)
Yes 13
No 17
Previously received colonoscopy (n)
Yes 12

No 18

In addition to discussing it as being primarily the doctor's deci-
sion, South Asian participants frequently reported that the family
held an important role in the decision-making process, and that they
would follow the advice of their partners and children. Black par-
ticipants also highlighted that they would discuss it with their family,
but argued it was not the family's decision to make.

White British participants, meanwhile, predominantly discussed
making the decision independently of others, and going online for
information and advice to help them make their decision. This pro-
cess was, for example, discussed by one patient, who had recently

attended colonoscopy.

1.2. (The influence of) God and religion

South Asian and Black African adults, who were of Muslim faith,
also frequently discussed God, saying they would “trust in God” and
attend the appointment. Paradoxically, other South Asian and Black
African participants, also of Muslim Faith, indicated they would not
g0, as “No one can change the decision of God, not the doctor, nor
any other physician”.

White British adults, and those who were not of Muslim faith,
meanwhile, did not discuss God, despite many of them being of
Christian faith.

2. Theme two. Cultural attitudes and beliefs

Cultural attitudes and beliefs (religious and non-religious) were
also frequently discussed by participants, and included a broad range
of cultural taboos, and the importance of having a female healthcare

professional perform the examination.

2.1. Cultural taboos

Colonoscopy, colons, rectums and cancer were all discussed as
culturally taboo topics by participants. For Black African participants,
cancer, in particular, was reported to be culturally taboo and feared
by the community. Black African participants also discussed the need
to undress and have “something in your ass” (referring to the endo-
scope) as “evil” and “shameful” (these views were not discussed by
Black Caribbean participants). South Asian participants, meanwhile,
indicated that, while they could not discuss such issues as colonos-
copy readily with their peers, they could (and would) discuss them

with their family. For White British participants, however, it was

85UB0 17 SUOWIWOD BAIIea1D 8|gealdde ay) Aq peusenob afe sajoie YO 8Sh Jo sojnJ o) AkeiqiauluQ A8]IAA UO (SUONIPUOD-PUR-SLLLBY/L0D A8 1M Alelg 1 [eutuo//Sdny) SUoIIpUoD pue swwie | 8y} 8es *[£202/20/.2] uo Arigiauljuo A|Im ‘o1 Aq £219°Uod/Z00T 0T/I0p/L0d" A8 1M Aeldjeul|uo//sdny Wwoly pepeojumod ‘S ‘€202 ‘TTIT660T



10991611, 2023, 5, Downloaded from https://onlinelibrary.wiley.com/doi/10.1002/pon.6123 by Test, Wiley Online Library on [27/07/2023]. See the Terms and Conditions (https://onlinelibrary.wiley.com/terms-and-conditions) on Wiley Online Library for rules of use; OA articles are governed by the applicable Creative Commons License

KERRISON ET AL.

WILEY

784

ubw b Aq pajsa) aq
Jou Jim | ‘wayy pjoy | [*] sn 3533 Jou pjnoys ubw
D Swisny ap apA, “(9]eway ‘llewos) Tz uedidijied

SUDBIO 2IDALId U123 235 0] 2UOAWOS

JUDM 3,Uop A3y ‘30U JO J32UDI 3ADY NOA Jay3aym

Pa)23Y2 |[IM 31 pub SSb UNoA ul Suiyiawios nd |(im

am Abs noA ubd moH “Buiyy [1Aa Yyans aw 03 BuIAbs

noA a2 1bym, 1byl pIbs ays ‘IbY] Ipay 03 PaxI0ys

0S SbM | *2W 0} pILS 2q 0} Buly} Yyons 3daddp
3,UDd |, 3byy pIvs 3YS,, ‘(9]ew ‘llewos) Tz juedidipied

Y3Ipay uo Bunjiom a4,noA uaym qou si

31 Ing "awibys b | Jpy3 aA3l[aq A3y | ;aw 03 oY) op

A3Y3 pINOAA 'SaY10[2 ay] WO.J PaAOWIAI G 03 JUDM

3,uop A3y pub pawbysp S 31 Iy} SaAal[aq a|doad
llowos ay3 Ing,, “(S(ewW ‘llewos) Tz juedidijied

2]doad ay3 03 Upaj pajvaid sby aspasip 3y}
uonIppL ul pup AJ|pInN3Nd dARISUS OS SI aNSs] Ay}
pub a8uaj|byd Biq Jay0up SI IY} pup (492UD2) 3
Inogp paipds os aip ajdoad Ijpwios ay| ‘a8uaj|byd
Jayjoup si siy| ‘wajqoid ay} 03 aA}ISUIS

AdaA s] 2in3jnd UnQ,, “(d]ew ‘llewos) /T jueddijded  pjo aip spuall A, “(S]eway ‘uelpul) G juedidijed

Juawijujoddp
2y} 03 08 pup po9 ul 3sni3 Aw |p Ind | Abs
1snl aAby pinom |, “(d]eway ‘llewos) Og juedidijied

£ 2,Us] ‘aw 01 dn ag pinom 11 uayl puy jubawl
| 3bym mou noA 31 op isnf ‘y8ii ‘djay 03 Buto8 s,
J1 ‘winwi, ‘Abs pjnom wiay} Jo auo ‘l[ap Y8 “ djay
03 BuI08 s,31 JI ‘wnw, ‘Aps pjnom JaySnop Aw

‘YoaA,, “(aleway ‘UeaqqiieD oeig) ZT uedidiied b yans a3vf | Jj, “(S]ewsy ‘1ysapejsueg) z Juedidiied

,1da20D 03 2ADY | 05 ‘asnjaJ 3,upd
| pup Jo3o0p b wWo.j si Juawiuloddp ay} asnviaq
(puanp pjnom |) saA,, “(3ew ‘jewos) Tz juedidilied

$e|g

«A3Y YUM 11 SSNISIP []Im
| 05 ‘aw J10J BulyiAIana saziupBio Mpj-ul-123ySnop
AW “WdY3 YIm SSnosip Jouupd | os ‘aw ayjl|

JupbiisAyd aayjo Aup
Jou ‘10320p 3y} J0u ‘po5) Jo UOISIIBP 3Y] aBULYD

upd auo op, "(3|eway ‘luelsiyed) QT jueddiyed

«1DY} Op ‘sly} Op J,U0p ‘WO, ‘dW p|o} 3yS
"20UD]SISSD 10J Jay Paysb | “aulin Aw uj uoidajul
up poy | ‘A|3uaday "adUDISISSD 10J JaY pPaysp
SADM|D | ‘anss] ub 3a) | JoAUYAA “123Y8nbp 3sap|a
A s1 ays “|pjidsoy b 3p BuIOM JUapN3S [DIIPaW D
S1 oYM ‘<aWDN> 03 31 MOYS ||,] ‘@UIdIpaui 0} sajpjal
24| "uadpjiyo Aw 03 31 moys 3say pjnom | ‘uoibnyis

.suoianaisut
5,10300p 3y} MOJ|0J 1SN aAA “uolido Jay3o Aub
aADY J0U Op A “dn->o3yd b J1oJ 08 3snW NOoA ‘aAby

noA JaAaibypp, ‘(3]ew ‘iysspe|3ueg) T juedidijied

ueisy yinog

SdDH 9Jewa4 jo aduepodw| 'Z'g

1 3,Us] swing s,31 ‘s,31 YbaA mou noA asnnaaq
1 J40J dn Buiuiny ajdoad a.ow 128 01 afbupu
noA adoy |, “(s]ewa} ‘ysiiig sUYM) G Juedidiyied

DD BuISSDLIDQWId |DIJ0S ‘Wd ‘D JO 11q

D S131 ‘91| $300] 00d InoA 1pym pup ‘cod noA uazjo
Moy Jo swiaj ul ‘@jl] ‘{pwiou s,3pym Suimouy
J0U 3(doad " "Mouy NoA ‘Wd ‘Jo Swa] ul ‘1by] aw
03 SNoIAGO AliIbJ S,3] “Aj|pa. ‘03 paau am ‘Uid ‘pub
‘wiia ‘ood 3nogp b3 3,U0p aM ‘A|DJaUdD) ;31 3,US!
‘sooqb] [DID0S ‘WD @S0y} JO 2UO S3I*"aMm ‘Mou

NoA ‘ubaul |, (3]ew ‘Ysag SMYM) 6Z Iuedidiped s00qey [enynd g

$J2113¢ pUE S3pNYINe [ednynD g WYL

uoliSi|a4 pue po9 (40 ddusnyul 3YJ) ‘T

ainpasoud
ay3 Inogp 1nq ‘Yons sb IdUDI [2MOq INOGD J0U
2qAD|\ "Iby1 31| sBuly} pup uaddpy pjnom Jpym ss9204d Supjew uolsap
pup pajipjua Adodsouojod Jpym auljuo dn paxyoo| 3y} ul Ajlwey sjusiied syj pue jusijed
Auipyia |, “(3]eWa) ‘Ysiilig 9NUYM) € Jedidipied  ay3 ‘|euoissajold [ed1pal Y] (4o djod ayl) 'T'T
ss9204d Supjew uols|dap s,jusljed sy} Ul SI9YJ0 JO (SDUSN|JUI J0) 3j0J SY | :|0JIUOD JO SN0 ‘T SWdY |
ysiig slym awyiqns

'sojonb 9jdwex3y gz 3719V .1



10991611, 2023, 5, Downloaded from https://onlinelibrary.wiley.com/doi/10.1002/pon.6123 by Test, Wiley Online Library on [27/07/2023]. See the Terms and Conditions (https://onlinelibrary.wiley.com/terms-and-conditions) on Wiley Online Library for rules of use; OA articles are governed by the applicable Creative Commons License

#Y
fl
-
<

(senuruo))

W paInsspaJ 31 pup ‘aw painsspaJ isnf
1DY3 Ing "dA1IDEaU INOA pub Ap)O 24,n0A dw p|o}
A3y “Adoasouojod ay3 yum Apoq Aw paiajua aAby
Aay3 pup auo8 aAby |, “(3]ew ‘llewos) Tz uedidilied

LQwiy ul mouy
0] NoA 1oJ pooS aq pinom 31 0§ “Jaoupd 0} suiny
31 240§aq ‘wiIy Ul 31 aA0WAI UDPD A3y} SYIMOIE AuD
2ADY NOA 3pby3 N0 puy noA Ji asnpdaq jubiiodwi
s 31, “(3lew ‘ueaqqLied xde|g) GT juedidilled

SBUIY] 250y3 |[b pub J2UDI [9MOQ I
398 pup 08 03 A4y [ 3y J0u S, 31 Ji pup 3y s1 Apoq Aw Ji
o puy o], *(o]ew ‘ueaqquied >oe|g) T uedidipied

2w Buip pup 221js pup dn aw Buizand
U0 OU JUDM 1,U0p | pub w1} AW S,31 ‘awi} Aw s 31
J1 "alp 03 Bulo8 wi,| ‘alp 03 BuloB wi,| JI ‘spif Aw 0}

«H 4o
pIpaJp J0U WD | pub ‘AdOISOUOJOD YIIM DU3BLIaAXD

aADY |, "(9]ewsy ‘luelsiied) OT Juedidiiled

mow)
NoA ‘)1 abw ubI NI |[PWS D UIAI “*"3ay} jou
5,31 10y} J4oJ ‘Ypak “Ajuo Buiyy Buipaalq siy3 noqo

patiiom 3snf [, “(S]ewsy ‘uelpu) g Juediiiled

«'SIY3 2| paulipXxa aq 03 JUbM
A3y1 Aym s,3by} pup 1aoubd aAPY A3y] 1pY3 Myulyl

a|doad Ajpnsn,, “(o]ew ‘iysspe|3ueg) T juedidijied

40300p 3y} yuM 3nsuod

0] 9ADY aM U3Y] ‘YNsai aA1Isod b 328 am JI Inq
353 s 31 Uay} aA1Isod 30U SI 31 §| "MOU PISUDAPD
o0s s1 ABojouyoay ay} asnvoaq A1iom 03 paau

«} 0p 5,33] ‘UIDBD

08 am 243y ‘po9) Yo, ‘Aps p,| ‘SaA ‘MoLiowio] uIbsp

auop aq 0} poy 31 J1 ‘YpaA ‘Abs Aja31uap pinod

| ["'] 29 01 Bulo8 sbm 31 y8noyy | ubyl [njuibd

2J0W 1Iq b SOM I ‘WIT "92UdLIadX2 JD2IS D ,USDM
3 ‘ypak ‘wug, *(dlew ‘ysiiig 9NUYM) 6 uedidijied

LuUpaW | 1pym mouy
noA J| "11 03 papbmioj Buryoo| w,| Inq ‘y 0} pIpbmioJ
Bupjoo| Jou w,| ‘Ybak oS ‘Bulyy Jo 310s ‘)sai 1
pulw JnoA sind 1pyy ‘mouy noA ‘uayy ,sn o0} poos
SY00| || SIY3 ‘Bulyiou s,a1ay1 Ypak Apbs Aayy ‘yn
‘pup “ipd Buiisalaiul ayy ‘Aps | sp ‘sl yaiym ‘JjasAw
00| b pby aA,| UaYM ‘ poos s)00 [|b SIY} YbaA, Abs
A3Y3 pup ‘JaqUIBAON UI U33q 3A,| UBYM ‘MOUY NoA
g ‘wn ‘awwpiBoid yapm IbaA aAY siyl uo mou
SOM | pup ‘A3y3 puy "asoddns | anssi3 snoJadupd
ay3 ||p panowal ‘Mouy noA ‘win ‘pby Aay3
1by3 JUapyuod a1am A3y} 1nq ‘piom by} pasn Aay}
1bY3 J0U ‘pub JUBPLUOD 21D 3M, pub Wn ‘Ibyl pIp
aM ‘SIy1 pIp am, ‘mouy noA ‘pibs Aay) ‘uoiapiado
ay3 433 ‘1] oA Ji ‘piodaJ ay3 Jo 1i0s ay}

‘Ubal | ‘YoaA,, "(d]ew ‘Ysiaig NYM) Lg 3ueddiried

suoinjdo 3saq ay3 pub noA o1
3|gp|IbAD suo13do JuawivaJl AlIDa Jo swlid} Ul 35aq
SI JuUaw3paJy Alpa 3py3 pup 31 Jnogp BulylaWOSs op
0] paau noA os ‘Abmp 08 03 Bulo8 jou si wajqoid
ayy 1pyz 3snr, “(3lew ‘ysiug SUYM) 6 3ueddilied

Jamsup ayy Jo pauaiysiij 3sow|p al,Aay}

MOUY NOA “JaMSUD 3y} JUDM 3,upip A3y} asnpbdaq

ppayp o8 03 Jou UasoYd aAbY oym ajdoad Jo 30|
D umouy aA [, *(3|ew ‘ysiig SUYM) T€ 3ueddiried

AW Jo 1n0 aJi| ay3 pauay8iif 31 asnvaaq ysoy
D Ul 243Y3 SOM | 08D SID3A Jo 3|dnod b BuIpaalq
aWos poy |, *(3(BWd4 ‘YsiIg SHUM) 92 Iuedidiied

I Jo pu BuiiaB Jo si aiayy aoubyd aiow
aY3 31 19233p UDbI NOA U311Ib3 3Yy] asnblaq ‘a|qissod
SD A14D2 SD 31 Y2302 UDD NOA ‘J22Ubd 308 29ADY NOA JI
1by3 Inq ‘1ojwodsip Aub yBnodyy o8 )sa3 Aup aby

190ued pue AdoJSOUO|0D Y}IM SIay30
JO soudlIadXD pue s9dUBIIdXD |euostad ‘v'E

Adodsouo|0d Jo sjyauaq pue

SYSII 3} pue Jadued [9MO(g JO d8pajmoud g’

J20Ued Jo Jeaq Z'e

(wisijeye) aseasip a|qelea) e se Jadued

pivs | sy, “(9]ewsay ‘ueaqquie) yoe|g) ZT Jueddilled  ou S| aiay], *J9puas ‘Ueisy YINOS ‘T Jueddiued 0} Jajag, ‘(W ‘Ysiiig SUYA) ZZ Jueddiied  pue Adodsouojod Inoge saijaq [ENpIAIpU T°E

(98pajmoud| pue saduaLIadxa [euosIad) Jaoued pue Adodsouojod ym sadualiadxa [euosiad pue a8pajmoun ‘sya1jaq [enpIAIpU| '€ Sway |

Helg uesy yinos yshg SHYM away3qns

KERRISON ET AL.

(penupuod) 7 37149VL



10991611, 2023, 5, Downloaded from https://onlinelibrary.wiley.com/doi/10.1002/pon.6123 by Test, Wiley Online Library on [27/07/2023]. See the Terms and Conditions (https://onlinelibrary.wiley.com/terms-and-conditions) on Wiley Online Library for rules of use; OA articles are governed by the applicable Creative Commons License

<
=
M | *|p31dsoy ay3 03 08 03 Juawiuloddp ay3 uo Buijibm
m w,| INq ‘U0 J3Y30 ay] op 03 ALY | pub [84:HT:00 10 35In4q 10 3nd Aup 2ADY JoU pjnoys | 1oy} | <awbN>, Abs pup dn BuLi 03 atam Aay J| ‘3svd
m 3|qipnbui] Appal|b Juawiadp|dal aauy aUo s1 ‘Buiyz BuiA1iom ayl Ibym s siy3 0s **'s10300p ay3 ul aBpyiiowaby uipig b poy aA,| [**] Alioud
X op | pup poos jou w,| -ainssaid poojq ysiy avy | ay3 oS "yvak ‘paas)q upd 31 ‘BuiyaAup Jo nd JayBiy p anby o3 Bulo8 si by} uawiguioddp
'$232qDIp dADY | “2ulds AW 1Ny | pup SI3IYLID03}ISO D 138 | JI Sawi3awos pub Uiy} 003 poojq Aw *siy3 [p2IpawW Jayjoub BUIADY ‘WUd Yym Bulysp|d
aADY |, “(9ewad ‘ueaqquie) xoe|g) €T juedidilled Jo asnpdaq jsnf s) 3, *(s|ewsy ‘uelpul) g juedidllled Sbm 31 4], *(9lew ‘ysilig SUYM) 6 1uedidijied suoiipuod yjjeay sunsixy ‘T'g

SUJa2uU0d YyjjesH "G away |

JO| b NoA saliiom
31 22uIs djay paau noA pub aspasip b S| 31 asNbaq
Jaquiaw Alwib) b Y3Im aUOS aADY pINOM | “3fim

Aw 10 App| Aw 10 maydau Aw Jay3ig ‘siaquidwi QW YIm Apogawios aAbY | Iby} sh saBpinodud
Allwp) Aw Jo auQ "Ip3j Jo asnbag "as[a aUOAIOS 1| "W J0J 431Sspa 3q |[IM ] “3S[2 dUOAIOS 1J0ddns |euoijows
yim 08 pjnom |, “(sjew ‘ljewos) 4T juedidiiled Unm o8 [[im [, “(3]ews) ‘lueisiyed) 6 juedidiiied J0J SpusLlj pue Ajiwe) UO SdUel|Y CYy
243y} aw axp] SPAbMI21JD 3|gpLIojwodUN S 31
[1IM ays pub Ja3y8nbp Aw Xsb 03 2ADY | ‘dWi} 210w Lauo|p a1;aymAup o8 03 MOUY | 2SND3G ALIP P[NOD 3Y IO 2Dq 2ALIP P[NOI
0S ‘QYBIpJ3s pupls 3,upd | X¥I0q Aw YM wajqo.id Pamoj|p Jou Wb | ‘2Jim AW YIm agAbw J0 ‘UaIp|iyd 3y 0s [juawijuloddp Adoosouojod 03] pubgsny Aw
b aAbyY |, “(9]ewa ‘uesqqlie) ae|g) €T uedidilied Aw yam of |im | (3]ew ‘uelpu]) £ juedidilied a3bl pjnom |, ‘(S(ew ‘ysiiig sUYAA) ¢g ueddilieqd 1Jodsuedy Jo) spusll) pue Ajiwes uo adueley gy

J2JJns wiay3 Bupjpw pup wayy Buljy s
1by3 pup 28on8ub| ay3 mouy 3,uop A3y ‘28onsup|
a3y} sI } ‘SaA,, ‘(9lewsy ‘llewos) Oz juedidiiled

,2UO2WIOS Y3IM wayy Joj 1a139] S1y3 pvai
08 | ‘Aj30aJ4ad snip3s Ayzpay Aw Jo aibmp 3sba) upd oYM aUOAUD 2ADY JoU Op A3Y] SawiIjaWos ng
1D 3q 01 2w J0J ‘a10Ja43Y] [**'] Maj aip Sid3aididiul ‘Ub3sIpd 10 bipu| woi aib A3y} asnpdag of jou [SEVESIENT]]
ay1 Jo Jaquinu 3y , *(3]eway ‘Ilewos) Qg juedidijied op Aayj 1pyj jou si 3, ‘(3]ewsay ‘uelpul) G Juedidilied |e1dyjoun se Spualiy pue Ajiwe) uo aduelRy ‘T
'SpUSLI} pUB Ajlwey UO adUelDY 7 dWaY |

10300p 3y umop 1yBipa3s wi,| ‘sdwny

LY3Ipay Jno Jo juawiialiaq ay3 Aub Jo swp Aw Japun spup|8 Aw s,31 JI UaAa sdwin|

Aaond 351y Aw 10J BuIyiA1ana op 03 aADY am ‘DAIsuadxa Jo dpayd Aup 328 | J1 upaw | “Jjo BuiyiAup ind 3,upd 1snf
SAbmIp s1 yypay AN, “(Sew ‘llewios) 8T juedidipied  sI 3 Jay1ayM,, “(3eway ‘lueIsiyed) OT Juedidilied  noA ybaj, ‘(s|ewsy ‘Ysipig SHYM) Zz uedidiyled UYaeay suinjep "9°¢

JIIM J2A2U | pup ‘Wiay} 3snJj 3,Uop | ‘9N ‘SWosoq
JnoA ul aw 328 Buiddiy o3 BuiAiy 3snf aJ,noA ‘pym
Mmouy noA ‘y8noys | pup ‘j003s Aw ul poojq pby

| 3bY1 pivs A3y3 pup Xobpq awbd Aay) ‘Jaddad Jo
10| b D2 Op | asnpI3q ‘BulU.IS 1SILf aY1 pIp 1SIY
| Uayp,, “(d]ewsy ‘uesqquied oe|g) g1 juedidijied

JUIDIPaW UJSISaM Ul ISNJ3 JO XoeT °G'E

J1 128 03 uaay Ajjpuoiidaoxa‘uaay Ajjpuoladadxa

aq pjnom | saA ‘yipap s,ppp Aw Jo 3UNOIL UO
‘Mou Inq ‘paip pop Aw 210Jaq Sulu3.I0S Jaoupd AW
poy | “Abs | sy, "(3]ew ‘Ysiiig SUYM) 6Z Juedidiried

WILEY

Helg uesy yinos yshg SHYM away3qns

(penupuod) 7 37149VL

786



KERRISON ET AL.

WILEY____ 7

(Continued)

TABLE 2

Black

South Asian

White British

Subtheme

would like to know how | am going to get through
it, what the procedure, what they're going to do;

things like that”

anything or any scratch. It will start bleeding and

will not stop, yeah”

think your brain haemorrhage is back again’, |

might give that priority”

Participant 18 (Somali, male). “It is very good to be

Participant 7 (Indian, female). “Covid-19 is not an

Participant 24 (White British, female). “I mean |

5.2. COVID

careful. Disease [COVID-19] is rampant in the

world”

issue at all. | have already received two doses of

Covid-19 vaccine”

haven't had Covid-19, amazingly. Um, but no, |
would still feel happy to go, assuming that

everybody was wearing a mask, and taking
precautions, and had been vaccinated”

Participant 3 (Bangladeshi, male). “Because of the

pandemic, | cannot go anywhere”

Participant 5 (Indian, female). “I used to attend

before Covid-19, but | did not attend any

community group after Covid-19. | do not go

outside”

“bums” and “bowel habits”, specifically, which were discussed as be-
ing socially taboo.

2.2. Importance of Female HCPs

Only one participant (Black African) highlighted the importance
of having a same-sex practitioner, specifically for Muslim women.
Their views on this were very strong, however, with them stating:

“we are Muslims, a man should not test us”.

3. Theme three. Individual beliefs, knowledge and personal experi-

ences with colonoscopy and cancer

In addition to cultural attitudes and beliefs, which were shared
by individuals of the same ethnic or religious group, individual beliefs,
knowledge and personal experiences with colonoscopy and cancer
were identified as barriers and facilitators to attending colonoscopy,

and appeared to be unrelated to ethnicity and religion.

3.1. Individual beliefs about colonoscopy and cancer as a treatable

disease

One of the most frequently discussed beliefs was that cancer is,
or is not, a treatable disease (fatalism). Those holding the view that
cancer is treatable, often described this as a reason for attending
colonoscopy, while those holding the view that it is not treatable,

described it as a reason for not attending.

3.2. Fear of cancer

While cancer was not discussed as a culturally taboo topic for non-
Black African participants, fear of cancer was discussed as both a
barrier and a facilitator to attending colonoscopy, by participants of all
ethnic groups (fear of cancer was different from fatalistic beliefs, in that
it did not necessarily relate to dying, but the physical and emotional
impact of receiving a cancer diagnosis, receiving treatment, etc.).

3.3. Knowledge of bowel cancer and the risks and benefits of
colonoscopy

People's level of knowledge about bowel cancer and colonoscopy
also presented as both a barrier and facilitator to attending colo-
noscopy. Knowing the risks associated with the colonoscopy pro-
cedure, for example, was reported as a barrier, while knowing that
the test can help prevent cancer, through the removal of pre-

cancerous growths, was reported as a facilitator by others.

3.4. Personal experiences and experiences of others with colonos-

copy and cancer

Participants, of all ethnic groups, frequently discussed their
personal experiences with colonoscopy. These experiences generally

manifested as facilitators for attending potential future
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TABLE 3 Summary of the themes, subthemes and codes

identified.

Theme

1. Locus of control:
The role (or
influence) of
others in the
patient's decision
making process

2. Cultural attitudes
and beliefs

3. Individual beliefs,
knowledge and
personal
experiences with
colonoscopy and
cancer

Subtheme

1.1. (The role of) The
medical
professional, the
patient and the
patient's family in
the decision
making process

1.2. (The influence of)
God and religion

2.1. Cultural taboos

2.2. Importance of
female HCPs

3.1. Individual beliefs
about coloscopy
and cancer

3.2. Fear of cancer

3.3. Knowledge of
bowel cancer and
the risks and
benefits of
colonoscopy

3.4. Personal
experiences and
experiences of
others with
colonoscopy and
cancer

Code

1.1.1. Free will/
personal choice in
medical decision
making

1.1.2. Obtaining
detailed
information
facilitates
participation

1.1.3. Reliance on
medical
professional/
authority

1.1.4. Shared decision
making and family
influenced
participation

1.2.1. Religious faith
facilitates
participation

1.2.2. The role of God
in determining the
future

2.1.1. Cultural taboos

2.2.1. Importance of
female HCPs

3.1.1. Perception of
colonoscopy as
life-saving

3.1.2. Belief that
cancer is a
treatable disease

3.2.1. Fear of cancer

3.3.1. (Lack of)
Knowledge about
CRC, screening and
colonoscopy

3.3.2. Concerns about
perforations or
procedural risks

3.3.3. Perceived
importance of
screening

3.4.1. Concerns about
bowel prep

3.4.2. Concerns about
pain and
discomfort

3.4.3. Personal and
family experiences
with colonoscopy

3.4.4. Peace of mind

TABLE 3

Theme

4. Reliance on family
and friends

5. Health concerns

colonoscopies, even when the test was described as “painful”, as they

(Continued)

Subtheme

3.5. Lack of trust in
Western Medicine

3.6. Valuing health

4.1. Reliance on family
and friends as
unofficial
interpreters

4.2. Reliance on family
and friends for
travel & transport

4.3. Reliance on family
and friends for
emotional support

5.1. Existing conditions

5.2. COVID

Code

3.4.5. Personal or
family history of
bowel cancer

3.4.6. Personal or
family experience
as a healthcare
professional

3.3.7. Attitudes
towards free
healthcare, regular
health checks,
healthcare
professionals and
healthcare
provision in the UK

3.5.1. Lack of trust in
Western Medicine

3.6.1. Valuing health

4.1.1. Reliance on
family and friends
as unofficial
interpreters

4.2.1. Reliance on
family for travel &
transport

4.3.1. Reliance on
family for
emotional support

5.1.1. Existing health
conditions
interfering with
ability to complete
procedure/acting
as a competing
priority

5.2.1. Fear of
COVID-19

5.2.2. Vaccination
status and hygiene

demystified the procedure. Those who previously attended colonos-

copy also discussed the peace of mind it provided, and referred to

this as an important motivation for attending future colonoscopies.
The same motivator was reported as a reason for going to colonos-
copy, by those who had not yet been invited. Those with a family
history of bowel cancer, in particular, endorsed attending/wanting to

attend colonoscopy, for this reassurance.

3.5. Lack of trust in western medicine

One Black Caribbean participant, who had previously had a
positive bowel cancer screening test result, reported that they did
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not attend colonoscopy, as they “did not trust Western medicine”. As
only one participant endorsed this view, and was not discussed in
relation it to their ethnic background, or religious beliefs, in any way,
it was not possible to attribute this belief to their cultural
background.

3.6. Valuing health

Participants from all ethnic groups highlighted the value they
place on their health, and discussed the importance of doing
“everything for the betterment of our health” as a reason for

attending colonoscopy and other healthcare appointments.

4. Theme four. Reliance on family and friends.

Many participants reported that they relied on friends and family
when attending hospital appointments, and that the same was/would
be true for attending colonoscopy. Participants relied on family and
friends in a number of ways, including transport (getting to and from
the hospital), translation services (interpreting the information ma-
terials, the nurses and doctors, etc.) and emotional support. While
reliance on family and friends did not appear to be intrinsically linked
to ethnicity, it was reported more frequently, and more prominently,
by Black and South Asian participants.

4.1. Reliance on family and friends as unofficial interpreters

Being unable to read English was described as a barrier to
attending colonoscopy (by Black African and South Asian partici-
pants), one which could not be overcome without the help of friends
and family. Being unable to speak English was also described as a
barrier to attending colonoscopy (again, by Black and South Asian
participants). Here, too, some participants described relying on the
support of family members as interpreters, with some reporting that
official interpreters were not always available (where they were
available, however, participants stated they would use them to

overcome language barriers).

4.2 Reliance on family and friends for transport

Several Black and South Asian participants also reported relying
on family and friends to take them to the hospital. In one instance,
this was because they were “not allowed to go anywhere alone”,
while, in another, it was because they had health issues, making it
difficult for them to attend by themselves. One White British
participant, who had previously attended colonoscopy, indicated that
they would need support from friends and family to get to and from

the hospital.

4.3 Reliance on family and friends for emotional support

Black and South Asian participants also reported wanting to

bring a friend or family to their appointment for emotional support

(while not overtly linked to ethnic group, the need for emotional
support from others was not as prominent among the White British
participants interviewed).

5. Theme 5. Health concerns

Finally, participants of all ethnic groups discussed pre-existing
health conditions, and the risk of getting COVID, as barriers to
attending colonoscopy.

5.1 Existing health conditions

Several participants discussed existing health conditions as bar-
riers to colonoscopy, either because they were higher priority, or
because they presented possible complications (for example, one
participant, who was taking warfarin, was worried about potential
bleeding, while another, who had multiple morbidities, was con-
cerned how the doctors would accommodate their physical

condition).
5.2 COVID

Several participants also expressed concerns about COVID. Such
concerns were expressed by participants from all ethnic groups, but
were more prevalent and pertinent among those of Black and South
Asian ethnic groups. Interestingly, others felt the pandemic was

“over”, and that COVID was “not an issue”.

4 | DISCUSSION
4.1 | Summary of main findings

This study described five thematic groups of barriers and facilitators
to attending colonoscopy among White, Black and South Asian
adults, namely: (1) Locus of control, (2) Individual beliefs, knowledge and
personal experiences with colonoscopy and cancer, (3) Cultural attitudes
and beliefs, (4) Reliance on family and friends and (5) Health concerns.
For several of these, there appeared to be differences between
ethnic groups; this was particularly true for ‘Locus of control’, with
Black and South Asian adults frequently describing the decision to
attend colonoscopy as a decision made by the doctor, one prohibited/
enabled by God (for Muslim participants), or one made jointly with
the family. These views contrasted with those of White British par-
ticipants, who frequently described the decision to attend colonos-
copy as one they would make independently, through online
research, or following discussion with friends, family and/or health-
care professionals.

There also appeared to be differences, between ethnic groups,
with regards to ‘Reliance on family and friends’. Black and South Asian
participants frequently discussed relying on family and friends
throughout the colonoscopy process, including reading and under-

standing the invitation letter (with the exception of Black-Caribbean
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participants), getting to and from the appointment, and interpreting
what the nurse/doctor is saying during the consultation/appointment.
White British participants, meanwhile discussed such issues to a
much lesser extent.

Finally, there appeared to be differences, between ethnic groups,
with regards to ‘Cultural attitudes and beliefs’. Black African partic-
ipants, specifically, discussed cultural sensitivities around cancer, the
need to undress for colonoscopy, and having to ‘put something in
your ass’, describing each of these as ‘frightening’, ‘shameful’ and
‘evil’, respectively (these issues were not discussed by Black Carib-
bean participants). South Asian participants often discussed these
matters as ‘private’, and indicated they would not discuss them with
the wider community (although they would discuss them with their
partners/children), while White British participants were more open
to discussing such issues with a wider network of friends and family
(particularly cancer), although they too regarded topics such as
‘bums’ and ‘poo’ as ‘socially embarrassing’, and would not want to

‘advertise it [colonoscopy]'.

4.2 | Comparison with existing literature

This study is the first to explore barriers and facilitators to colo-
noscopy among British ethnic minority groups, in their first language.
The results of this study are broadly consistent with those exploring
the barriers experienced by British ethnic minority groups in other
areas of healthcare. For example, a recent systematic review of
studies exploring barriers to breast cancer screening, experienced by
British ethnic minority groups, reported similar themes, including:
‘Knowledge-related factors’, ‘Access-related factors’ and ‘Cultural-
related factors’.?!

The results of this study contrast, however, with studies
exploring barriers to colonoscopy, among ethnic minority groups, in
other countries. For example, a review of studies exploring barriers
to colonoscopy, among African-American adults, found that African-
American men frequently reported the invasiveness of the procedure
as ‘an affront to their masculinity’,?2 which was not a barrier that was
discussed by any of the participants included in this study (including
those of Black ethnicity).

The results of this study also appear to contrast with national
trends in colonoscopy attendance, which indicate that ethnic mi-
nority groups are unlikely to attend colonoscopy,® despite receiving a
medical recommendation from the NHS (see Locus of control). One
possible explanation for this discrepancy is that other barriers to
colonoscopy, such as language barriers, prohibit attendance (several
participants discussed needing a family member to translate the
invitation for them, and that the appointment date may pass by the
time they are able to arrange this). Another possible explanation is
that the medical recommendation comes from the screening pro-
gramme, and not the individual's general practitioner, and may have
less influence/credibility as a result.

Finally, the results of this study are consistent with previous

research exploring differences in locus of control between ethnic

groups. For example, research comparing locus of control scores
between White British, South Asian and Black Caribbean women,
found South Asian women scored higher on measures of external
locus of control, and concluded that high religiousness may explain
some of this variation.?*

4.3 | Policy implications and future research

This study has several implications for future research. First, there is
a need to validate the findings in an ecological sample (i.e. patients
who have had a positive screening result and declined colonoscopy).
This has been attempted previously in the UK, without success (co-
lonoscopy decliners were unwilling to meet with researchers to
discuss their decision not to attend colonoscopy).’* Innovative ap-
proaches to collecting these data, therefore, may be required. One
possible approach would be to record the pre-colonoscopy consul-
tation in which patients decide whether to attend colonoscopy
(although this would not capture the barriers for those who do not
attend the pre-colonoscopy assessment, which is a minority of co-
lonoscopy non-attenders).® Such approaches have been employed in
other areas of healthcare, and provided valuable insights into
patient-doctor decision-making.2*

In addition to the above, quantitative research is needed to un-
derstand how barriers and facilitators interact with one another, and
which of the perceived barriers and facilitators are predictive of non-
attendance at colonoscopy. This could be achieved through national
surveys, distributed to both attenders and non-attenders, which may
be more acceptable to non-attenders than interviews (a similar
approach has been used previously for flexible sigmoidoscopy
screening non-attenders, and successfully quantified the barriers for
this). 2

This study also has several implications for policy. First, to
reduce barriers to screening (and colonoscopy), there is strong
public health mandate to update national systems, so that in-
vitations are sent in the first language of recipients (these data are
recorded on the GP clinical systems, from which national screening
programmes obtain the necessary information to administer in-
vitations [although their current access to these systems does not
allow them to access information about a patient's first language
and, therefore, need to be amended]). Second, there is a need to
address cultural taboos and stigma, surrounding cancer, the colo-
noscopy procedure, and other sensitive topics, in order to make
access to screening and colonoscopy further equitable still (this
could be achieved through changes to the invitation materials,
which, as discussed, could be tailored to patients' first language).
Finally, there is a wider need to educate the population that bowel
cancer can be a treatable disease, particularly when it is diagnosed
early, and that participating in screening (and attending follow-up
colonoscopy) can improve patient outcomes (this could also be
achieved through changes to the invitation letter, as well as social
media campaigns, which could be targeted according to the in-

dividual's first language).
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4.4 | Study limitations

This study has several limitations. First, it is subject to hypothetical
bias, as several participants had not received an abnormal bowel
cancer screening result, but rather, were asked to imagine they had.
Second, all of the Black African participants were Somali. As such, this
study did not investigate the views of adults of other Black African
nationality, who may experience different cultural barriers to
attending colonoscopy (for example, 7% of Muslims in Kenya are Shia
Muslims, while only 2% of Muslims in Somalia are Shia Muslims [the
majority being Sunni Muslims]).2® Third, member checking was not
conducted, as the researchers were not aware of the identities of
participants recruited by Agroni (member checking is not always
necessary; however, given that the authors were interpreting tran-
scripts of interviews, which had been translated from multiple lan-
guages, member checking might have been particularly valuable in
the present study, to validate the responses of the participants, and
the authors' interpretations thereof). Fourth, all but one participant
was from England, and there may be contextual differences between
Scotland, Wales and Northern Ireland, not identified in this research.
Fifth, all interviews were conducted online and over the phone, which
may have prevented some populations from being able to participate,
and their views excluded from the data (i.e. those without internet or
a telephone contract). Sixth, different recruitment strategies were
employed to recruit White British participants and participants from
South Asian and Black ethnic groups, and they may not be directly
comparable as a result. Finally, participants were not asked about
their migration, socioeconomic or education status, which may have
added important contextual data about the participants' responses,
and possible differences between participants recruited via Agroni
and social media (previous research suggests that locus of control is
strongly related to health literacy,?” educational attainment,?” and a
range of other socio-demographic factors?”2%). Measuring these
factors may have aided our interpretation of the data, and explained
how religious beliefs manifest as barriers in some participants, and
facilitators in others.

5 | CONCLUSION

The results imply that South Asian, Black African and Black Caribbean
adults experience unique barriers to attending colonoscopy (offered in
the context of FIT-based screening for CRC), which are different to
those experienced by White British adults. Further, the results suggest
that the decision to attend colonoscopy is often influenced by the
family members and religious beliefs of these groups. Person-centred
approaches, designed with these points in mind, may help to address

cultural barriers to colonoscopy and ensure equitable uptake.
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