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Abstract

Background During the first year of the population based colorectal cancer (CRC) screening program on Curagao,
about 20% of invitees participated. This study explored the target population’s perceptions and awareness on CRC
(screening), beliefs on the program provision, their preferences and information needs for informed decision-making.

Methods Semi-structured interviews with 23 individuals, who were not yet invited for CRC screening, were recorded,
transcribed, coded and analyzed.

Results CRC (screening) was discussed in the context of personal health, where own responsibility and food were
important. Cancer was perceived as an unpredictable disease that causes suffering and leads to death and was also
associated with fear. Despite being aware of the program, most respondents were not familiar with the screening
procedure. Provision of the screening program was regarded positively and as an opportunity to contribute to health
improvement. This seemed related to the expressed trust in the Caribbean Prevention Center (program organizer).
Respondents preferred to make independent decisions about CRC screening participation. A personal approach,
visual aids and media were the preferred sources of information.

Conclusion The results of our interviews suggest that it may be beneficial to provide information on CRC screening
in Curacao within the context of personal health. While including sensitivity to fears and respect for the autonomy of
the target population. Finally, electronic media maybe useful in supporting informed decision-making.
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Background

Colorectal cancer (CRC) is the third most common type
of cancer and the most common form of gastro-intesti-
nal cancer globally [1]. Throughout the last two decades,
CRC population screening programs have been respon-
sible for the detection of substantial numbers of asymp-
tomatic CRC cases worldwide [2]. This has resulted in
timely treatment and global mortality reduction over
time [3]. With this in mind, the Caribbean Prevention
Center, or Fundashon Prevenshon (FP), as it’s known on
Curacgao, launched the island’s first population screen-
ing program for CRC in 2020 [4]. This is a two-step
fecal immunochemical test (FIT) based program. Those
who test positive are invited to undergo a colonoscopy.
Those who test negative are re-invited biennially. Inhabit-
ants aged 50-75 years old are gradually invited by postal
mail, according to their voting district. Because postal
mail service is not always reliable, supportive radio and
television media campaigns are provided. The campaign
focuses on raising awareness of program availability. The
FIT can be picked-up and dropped-off at multiple loca-
tions around the island.

Curagao is an autonomous nation within the King-
dom of the Netherlands, located in the Caribbean. The
population is multi-ethnic and multi-cultural, with most
being Afro-Caribbean. There is also significant immigra-
tion from Latin America and Europe. More than 80%
of the population speaks the local language of Papia-
mentu. Other languages make up the rest of the fraction,
including Dutch, Spanish and English to name the most
prevalent. Although the island is considered to have a
high-income status for the Caribbean, the unemploy-
ment rate is relatively high at 19% [5, 6].

During the first year, approximately 20% of the popula-
tion that was invited by postal mail completed a FIT [7].
For screening to be an effective public health strategy,
adequate participation rates are needed [8, 9]. Decisions
on screening participation should also be informed ones
[10-13]. Informed decisions are defined as those that are
based on relevant knowledge, consistent with the deci-
sion maker’s values and behaviorally implemented [14].
This means that the CRC screening target population
should understand what CRC is, that the FIT is avail-
able, the pros and cons of screening and should be able
to weigh these options and make a decision in line with
their values.

The novel setting on Curagao and low participation
rate raise questions on how the target population pos-
sibly makes decisions on participating in CRC screen-
ing. Therefore, this study aims to gain insight into: (i) the
target population’s awareness and perceptions of CRC
(screening), (ii) their beliefs on the provision of the CRC
screening program, (iii) their preferences regarding deci-
sion-making on CRC screening and (iv) what information
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they need to make an informed decision. The outcomes
can be used to improve communication strategies and
support informed decision-making in CRC screening in
Curacao and may also be relevant for other studies to
build on.

Methods

We conducted a qualitative study based on the grounded
theory approach. Individual semi-structured interviews
were carried out between September 2021 and February
2022. All interviews were scheduled and carried out by
SB (MD, MSc), a female PhD-student, who is fluent in
English, Dutch and Papiamentu.

Sampling

To minimize the possibility of the shared opinions being
influenced by personal experience with the screen-
ing program, those not yet invited for CRC screening
(n=37,380 out of n=63,798) were identified in the FP
database (Supplementary file 1). The “set.seed” function
in R statistical programming was used to generate a ran-
dom sample of 300, to ensure a large enough pool based
on anticipated non-response and possible incomplete
records. The FP database contains contact information.
Of the 300 records, 164 did not include a phone number.
Ultimately, phone calls were made to numbers belonging
to 72 unique records. Snowball sampling was also used
for additional interviews. During the initial phone call for
invitation, the study aims and the interview procedure
were explained and the status of program attendance was
confirmed. If the individual agreed to be interviewed, an
appointment was made at the FP main office, the respon-
dent’s home or, if desired, by phone. Informed consent
was obtained prior to each interview.

Data collection

The interview topic-guide was developed by the research
team (Supplementary file 2). The topic-guide consisted
of five main domains and reflected the research goals
of the study: CRC perception and awareness, percep-
tion and awareness of CRC-screening, CRC-screening
provision, decision-making and information needs. All
interviews lasted between 30 min to one hour and were
recorded and transcribed verbatim in the original inter-
view language. Subsequently, all non-English transcripts
were translated into English. The English version of all
transcripts were coded for analysis. During the interview
period the research team met regularly to discuss the
findings in order to ensure the process of reflexivity.

Analysis

All transcripts were coded with MAXQDA software.
First, transcripts were read and re-read by SB to become
familiar with the data. Then a selection of transcripts
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were open coded by SB and MF, independently. Sub-
sequently, themes were classified into code trees per
research question. The final code trees were discussed
and agreed upon by SB and MF. To ensure trustworthi-
ness, each interview was then uniformly coded with the
code trees by SB and TV, independently. No major dis-
crepancies emerged from the comparison.

Results

Response and baseline characteristics of the research
population

A total of 20 consecutive interviews resulted from the
recruitment phone calls. An additional three interviews
were carried out based on snowball sampling, resulting
in a total of 23 interviews. The last five interviews did not
introduce any new topics and therefore data saturation
was observed.

In total 13 men and 10 women were interviewed
(Table 1). The mean age of the respondents was 64.3
years, 65% had an intermediate level of education, 87%
were of Caribbean decent, 52% were married and 48%
employed at the time of the interviews. Most interviews
(n=17) were conducted in Papiamentu, the other inter-
views in English and Dutch.

Table 1 Baseline characteristics of the research population

(n=23)

Sex

Male, n (%) 13 (56.5%)
Mean age (SD) 64.3 (6.9)
Education level

Low, n (%) 3(13%)
Intermediate, n (%) 15 (65%)
High, n (%) 5(22%)
Background

Caribbean, n (%) 20(87%)
European, n (%) 2 (9%)

Other, n (%)
Marital status
Married, n (%) 12 (52%)
Single, n (%) 8 (35%)
Divorced, n (%) 3(13%)
Employment status

1 (4%)

Employed, n (%) 11 (48%)
Retired, n (%) 11 (48%)
Unemployed, n (%) 1 (4%)
Interview language

Papiamentu, n (%) 17 (74%)
English, n (%) 4 (17%)
Dutch, n (%) 2 (9%)
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Perceptions on health, cancer and CRC

Health, nutrition and health responsibility

Perceptions about cancer and cancer screening were fre-
quently discussed in relation to the broader concepts of
health and nutrition. Table 2 presents illustrative quotes.
General ideas about disease and disease prevention were
extrapolated to thoughts on cancer and cancer preven-
tion by means of screening.

Food and nutrition were frequently discussed in the
interviews. Nutrition choices were seen as an integral
part of healthy living. The use of healthy food was consid-
ered to not only contribute to the preservation of health,
but also as a potential source of healing. On the other
hand, an unhealthy diet was regarded as a possible source
of disease and a cause of cancer in particular (Table 2,
QO01). The general view was that CRC specifically is a dis-
ease of the intestines, therefore a relationship with food
and its consumption would be obvious (Table 2, Q02).

The respondents saw themselves as being more con-
cerned with their general health than their peers. They
described participation in health motivated activities,
such as eating healthy or taking part in preventive prac-
tices such as screening as a personal responsibility. It was
explicitly voiced that this feeling of responsibility is the
core difference between those who are health conscious
and those who are not. Meaning that those who are not
health conscious also tend to act less responsible when it
comes to their health.

The opinion that other people were not only inade-
quately health conscious, but also failed to prioritize their
health, was prominent. This was even suggested as a pos-
sible reason why some peers would not attend the CRC
screening program. Emphasizing this view, the example
that others don’t go to the doctor when they should, was
given (Table 2, Q03-4).

A group that was considered to be sufficiently health-
conscious were the somewhat older people. Age is seen
as a factor that allows for making good choices when it
comes down to health (Table 2, Q05).

It was also speculated that a lack of health conscious-
ness, could be related to not wanting to be confronted
with anything negative, like being informed about having
a disease (Table 2, Q06-07).

Beliefs about cancer: death, unpredictable, recurrence
Some respondents shared their personal experiences
with cancer. For example, some of those who experienced
cancer through relatives or friends, perceived cancer as
fairly common. The disease was talked about like a gen-
eral phenomenon that can show up at any point in any-
one’s life (Table 3, QO1).

The perceived consequences of the diagnosis were also
discussed, namely a lot of emotional and physical suf-
fering. Suffering would potentially arise primarily from
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Table 2 Perceptions on health, cancer and CRC.

Theme *Quote *Respondent
Food QO1. " eat quite healthy, and | see R23, male, 70
others who maybe don't do anything  years of age,
or don't pay attention to what they intermediate
ingest in their body. And you see the  education
difference right away, in how vital level
that person is or not
Nutrition QO02. Interviewer: “Do you have any ~ R11, male, 63
ideas about what can cause colon years of age,
cancer?” high educa-
Respondent: “That is something tional level
that...well, | speculate is a way of eat-
ing. Let’s say, red meat...activates. ..
well, I think sugar as well. But sugar
is bad for people, so | believe that it
can affect the intestines, | suppose. ..
well | think in the big picture the way
of eating.”
Personal QO03. Interviewer: “"And why do you RO6, female,
responsibility think that you see it a bit different 56 years of
from [others]?” age, interme-
Respondent: “They have no diate educa-
responsibility.” tion level
Health Q04. “We don't even want to go to RO6, female,
consciousness the doctor for us to be conscious that 56 years of
we need to do a certain screening age, interme-
oracertain test ... So we are not diate educa-
conscious [of] those. ” tion level
QO5. “Maybe the younger folks won't ~ R02, female,
worry so much...But the older folks, 64 years of
yes. Especially when you reach a age, interme-
certain age. | think it's important” diate educa-
tion level
QO6. “There are people who don't feel ~ RO3, female,
well and don't go to the doctor. They 68 years of
don't go because they dontwantto  age, interme-
hear anything, they don't want to diate educa-
hear” tion level
QO7. “They don't want to hear RO6, female,
anything bad. They don't want to 56 years of
hear that | have it or that there is age, interme-
something or even when they hearit,  diate educa-
because there’s that also, they keep it tion level

to themselves.”

*Quote: All quotes are numbered, with the letter Q and two digits.

*Respondent: for each quote the corresponding respondent is cited with the
letter R and two digits

the treatment following diagnosis such as surgery that is
likely to result in pain (Table 3, Q02).

The association of cancer and death was often men-
tioned. Despite the knowledge that this doesn’t necessar-
ily have to be the case if diagnosed in a timely fashion,
death was cited as an immediate and automatic per-
ceived consequence of having cancer. This association
was sometimes based on personal experiences (Table 3,
Q03-04).

The idea that cancer inevitably leads to death was high-
lighted by mentions of unpredictability and recurrence.
The unknown aspects that surge within a person when
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cancer is mentioned were also discussed. From the possi-
bility of it being present and you not knowing, because of
the absence of symptoms or not knowing what steps will
be taken to treat it all caused concern.

There was also the notion that the disease could always
return even after treatment (Table 3, Q05-07).

Shame and taboo

In addition to the medical consequences of a cancer diag-
nosis, participants also mentioned the social implications
of having cancer. For example, shame may emerge when
others find out that an individual has been diagnosed
with cancer (Table 3, Q08).

Mentioning cancer is also seen as taboo. Respondents
stated that other people don’t want to talk about it, let
alone face the possibility that they might have cancer by
actively participating in screening (Table 3, Q09).

In addition, people may express their pity to a person
with cancer. This was perceived as negative, as it is con-
sidered an expression of relief from those who do not
have cancer (Table 3, Q10).

Fear

The interviews showed that people in some way feared
cancer and its consequences. The fear most talked about
was the fear of having to learn that one has cancer, the
fear of being ill.

The impression that peers are afraid of getting cancer
was also put forward as a reason why many people refrain
from taking part in the CRC screening. Fear also seemed
to be related to the aspect of the unknown, not knowing
what the diagnosis of cancer means and what lies ahead.
Finally, there was the fear of the possible social implica-
tions of being diagnosed with cancer. Although respon-
dents mainly talked about others, some of them admitted
to being afraid themselves. In these cases, it was mainly
about the fear of being diagnosed with cancer (Table 3,
Ql11-16).

One group that was said to be especially fearsome were
men. Respondents mentioned that men were less likely to
be concerned about their health than women. That what
is presented as bravery is usually a facade for the underly-
ing cowardice (Table 3, Q17).

Machismo

Machismo was also listed as an important reason for
local men not to attend the CRC screening program. The
perception was that men see themselves as strong and
somewhat invincible. Respondents indicated that men
would rather not participate in anything that may reveal
an illness. Sickness is perceived to be associated with
weakness and vulnerability (Table 3, Q18).
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Table 3 Beliefs about cancer and CRC
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Theme *Quote *Respondent

Common QO1. Interviewer: “You said you are accustomed to it, what do you mean?” RO5, male, 70 years of
Respondent: “Thus hearing about cancer. But you know, back in the days, they would whisper, they have  age, low education level
cancer. Nowadays, no, | have cancer. It has become something a little more normal”

Suffering Q02. "Sometimes | feel treatment. ..you have to go through a lot. And I'm the type of person that doesn't like  R03, female, 68 years of
to see others suffer” age, intermediate educa-

tion level

Death QO3. Interviewer: “When | say colon cancer, what comes to mind?” R17, male, 50 years of
Respondent: “Uh, getting seriously ill. That is what comes to my mind and. ...relatives...aunts and grand-  age, intermediate educa-
mothers that have already died. .. because of cancer” tion level
QO04. Interviewer: “What is the first thing that you think about when [ say colon cancer?” R21, male, 58 years of
Respondent: “I'm going to die tomorrow.” age, low education level
Interviewer: "How come?”
Respondent:“/ don't know. Uhm, well, because the cancer, from the moment you hear about cancer, you
think you won't be here much longer.”

Unknown, QO5. “Well, because uhm, the way they talk about cancer, so it's not something that you feel, but its some-  R18, female, 72 years of

unpredictable

Unpredictable

Death,
Recurrence

Shame, Fear

Taboo

Taboo, Fear

Fear

Fear, Machismo

thing that presents itself”
Q06."...it can go different ways, right, as | understood”

QO7. “Maybe because | have acquaintances who have died and stuff like that. Recently...| have a sister-in-
law in Aruba and...well...she found out she has breast cancer. She had to do a lot of chemo and all that.
And it still turned out that she needed to be operated on.”

QO08.“A lot of people are afraid, ashamed. Yes, as | said if it was back in the days, | would have been ashamed
as well to say: “no, I have cancer’ you know? It makes you ashamed."

Q09. “If I look at how the Curagaolean perceives certain illnesses that are taboos, that they hide certain
illnesses, even COVID. If you get COVID, you hide that you got COVID or that you have cancer....you hide
those....

Q10."In Curagao it is as if, | don't know if it is taboo, fear or what it is but unfortunately there is a large group
of the population who do not dare to take that step. They would rather, uhm, keep it a secret until unfortu-
nately maybe a family member or someone else discovers something and then it’s too late

QT1.“Some people [are] scared of different things. Maybe they do not want to know that they have
something.

QI12. “They don't want to hear anything bad. They don’t want to hear that | have it or that there is some-
thing or even when they hear it, because theres that also, they keep it to themselves.”

Q13. “Sometimes it’s just the fear. The fear that a person has, [it] makes them....maybe they don’t feel well,
but the fear to hear the truth or whatever or maybe they suspect...They will stay years without looking into
the matter”

Q14. “Ithink fear of knowing, to hear something that is not good.”

Q15. “Let me tell you, cancer in general, the moment you hear cancer, you get goose bumps. So you get a
lots and lots of shivers.”

QT6. "I can- even though I tell you. . .really sincerely there are moments | have.. .l have like a...let’s say a fear
you know...of the result. I | participate and the result says “Hey, you have cancer” Damn...I'm very scared
of that”

Q17.“I'think men are more cowardly than women.”

age, intermediate educa-
tion level

R11, male, 63 years of
age, high education level
R03,female, 68 years of
age intermediate educa-
tion level

RO5, male, 70 years of
age, low education level
R08, male, 72 years of
age, high education level

R04, male, 54 years of
age, intermediate educa-
tion level

R16, female, 67 years of
age, intermediate educa-
tion level

R06, female, 56 years of
age, intermediate educa-
tion level

R03, female, 68 years of
age intermediate educa-
tion level

R13, female, 61 years of
age, intermediate educa-
tion level

R0O7, female, 58 years of
age, high education level
R08, male, 72 years of
age, high education level

R18, female, 72 years of
age, intermediate educa-
tion level
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Table 3 (continued)
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Theme *Quote

*Respondent

Machismo

Interviewer: "And what do you think that is rooted in?”

Q18. Respondent: “They say always men are the ones that hide the sickness, so | always hear that. Men do
not like to hear they are sick, they don't tell people they are sick in any case

R16, female, 67 years of
age, intermediate educa-
tion level

Respondent:“/ would have to say maybe it's the mentality they have, they feel they are strong, they are
always strong and they do not want to know they are weak. They don't want to face weakness, weakness-
sickness is a weakness. 'm a man and so I'm not afraid of anything””

Susceptibility

research.”

Q19. “My father passed away in October, but a few years ago he had a bleeding in his intestine. So | know.
| experienced that process in the hospital, what that can be like for someone. The intestine isn't some-
thing that you want to mess around with, it's an important part of life... So | had my own interest in this

R17, male, 50 years of
age, intermediate educa-
tion level

*Quote: All quotes are numbered, with the letter Q and two digits

*Respondent: for each quote the corresponding respondent is cited with the letter R and two digits

CRC: causes and susceptibility

As previously mentioned, two perceived causes for can-
cer and in extrapolation CRC were eating habits and
avoiding contact with the doctor when feeling unwell.
Reasons that were explicitly mentioned to participate in
CRC screening were: family history and older age. The
respondents were aware that cancer in the family was a
possible predictor for developing cancer and that aging is
associated with a reduction in general health status. As
mentioned above, some respondents perceived others to
be more at risk to get cancer due to poor lifestyle choices
and lack of health consciousness (Table 3, Q19).

Beliefs on CRC screening

CRC screening as opportunity

As previously mentioned, health promoting behavior was
considered very important amongst the respondents.
Looking after one’s general physical health was seen as
a task that should be taken seriously. Accordingly, the
respondents were very positive about the CRC screen-
ing program, almost without considering any possible
disadvantages.

The offer of a CRC screening test was mainly regarded
as an opportunity to undergo a free health check or to
gain knowledge of a still unknown malignancy through
early detection, so that it could be treated in time
(Table 4, Q01-02).

Awareness of CRC screening

Most respondents indicated that they were aware of
the CRC screening program and its availability because
some aspect of the media campaign reached them, such
as a radio commercial or a television interview. However,
they pointed out that they did not know what the pro-
cess entailed or what they were supposed to do (the dif-
ferent steps in the program). Most respondents did not
know that the FIT is the primary screening method and
that the colonoscopy is only performed in case of a posi-
tive FIT. Furthermore, colonoscopy was also described as
potentially painful (Table 4, Q03).

Decision-making in CRC- screening

Decision not always deliberate or conscious

In general there seemed to be no apparent rationale
behind the decision to participate in CRC screening. The
respondents did not state any clear motivations or men-
tioned positive beliefs when asked whether or not they
would participate (Table 5, Q01).

In some cases the presence of physical symptoms
related to the intestines was perceived as a prompt to par-
ticipate in CRC screening. This thought process indicated
that the decision was not always completely unconscious.

Autonomy

Having autonomy was described as paramount to several
respondents, as individuals ultimately want to make their
own choices. The respondents clearly indicated that they
really did not want to be influenced by others when mak-
ing a decision related to their physical health, because
participating should be a personal choice.

Although the ultimate choice was made alone, it was
noted that the experiences and opinions of family mem-
bers and peers were also taken into consideration. Con-
sulting with family members and peers was seen as valid
when weighing options (Table 5, Q02-05).

Information preferences

Means for information transfer

The use of media (television, radio, social media and
applications) were mentioned as the preferred way to
receive information and also seen as an effective method
to inform others.

Respondents also mentioned that a multi-facetted
approach, repetition and representation can be impor-
tant tools when attempting to inform the public about
CRC screening.

A personal approach was suggested as support to
media coverage. For example a conversation with a
FP employee, a phone call or text message. The use
of lectures and visual tools were also suggested to be
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Table 4 Beliefs on CRC screening (provision) Table 5 Decision-making
Theme *Quote *Respondent Theme *Quote *Respondent
Positive attitude QO1. Interviewer:"And what doyou  R05, male, 70 Undeliberate QO1.Thave nothing to do, lhave  R0O5, male, 70
think about the program that we years of age, nothing to lose.” years of age,
have for screening that exists herein ~ low educa- low education
Curagao?” tion level level
Respondent: “Great, it is great. No, Autonomy Q02.“It's my bodly, it's my body. RO5, male, 70
Ifind it very good, a good initiative. I have to decide, | can't ask my years of age,
Something very good, indeed, indeed. spouse.” low education
Because, [l would not come on my level
own accountl” Q03."..1 have been living alone, | R16, female, 67
Opportunity Q02. "About colon cancer, you say R15male, 68 mean there are certain things you  years of age,
well, you know what happens is that,  years of age, have to consult but not all. Things  intermediate
from the moment you talk about high educa- like this you have to do foryour  education level
cancer it scares a lot of people. And tion level health, you can’t wait for people
because it scares you, when you get to tell you, and you have to take
opportunities like this you have to matters in your hands.”
take it. To do certain tests” Q04.".. | make my own decisions, R20, female, 59
Early detection  QO03.“If it’s detected early on itis pos-  RO1, female, because | live alone and my child ~ years of age,
sible that. .. if they detect itearlyon 74 years of lives in the Netherlands, so I make  intermediate
then they can help you." age, interme- my own decisions.” education level
oﬁate educa- Consulting others  Q05. Interviewer: ‘Do theopin-  R13, female, 61
tion level ions of others play a role when years of age,
Colonoscopy QO04. Respondent: “Not that | like the  R22, male, 72 intermediate

Trust

idea of a whole pipe in your body..."
Interviewer: “But the screening itself,
do you know what it entails?”
Respondent: “No, | don't know.”
Interviewer: “Okay, but you just told
me about a pipe”

Respondent: “Yes they spoke to me;

I think a light that looks into your
system.”

Interviewer: ‘Are you under the
impression that that is the screening?”
Respondent: “That is the screening,
yes”

QO5. Interviewer: "And you think that
it's good that the FP offers the screen-
ing instead of let’s say an organiza-
tion like the government or a general
practitioner?”

Respondent: Yes, yes, | think a
foundation like this is much better.
Because let me say for example if the
hospital does it, it would be different.
But if you place an organization fo-
cused on certain things, | think it will
turn out well for everyone, because
they have their routine, everything
stays- I think it will run a lot better. For
both sides, both for the patient and

"

foryou as well.

years of age,
intermediate
education
level

R11, male, 63
years of age,
high educa-
tion level

*Quote: All quotes are numbered, with the letter Q and two digits

*Respondent: for each quote the corresponding respondent is cited with the
letter R and two digits

potentially helpful. Lastly, it was highlighted that infor-
mation should be short, simple and phased (Table 6,

Q01-03).

making a decision to participate
ornot?”
Respondent: “Yes. | think so.
Maybe if, depends on what you
hear other people say, the more
opinions you hear or more people
you hear who are positive, | think
that it then helps more people
togo.”

*Quote: All quotes are numbered, with the letter Q and two digits

education level

*Respondent: for each quote the corresponding respondent is cited with the
letter R and two digits

Content information

Most respondents indicated that providing the informa-
tion in plain and intelligible language was of the utmost
importance. This mainly concerns background informa-
tion about what CRC entails, CRC epidemiology, risk fac-
tors for CRC and symptoms of the disease. In addition,
the respondents indicated that an explanation about the
screening process would also be useful. For example by
making it clear that the first step of the CRC-screening
program is the FIT and not the colonoscopy (Table 6,

Q04).

Discussion

Our interviews revealed that perceptions of cancer, CRC
and CRC screening are embedded in the larger context
of personal health and prevention, where food plays an
important role. Health maintenance is considered as a
personal responsibility. Fear of being sick, the poten-
tial social implications of cancer (shame and taboo) and
machismo among men seem to be important barriers to
screening. Beliefs on the provision of CRC screening are
positive and related to trust in the FP. Autonomy in deci-
sion-making is highly valued, whereby advice from others
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Table 6 Information preferences

Theme *Quote *Respondent
Media QO1. “Promote the program a little R02, female,
more....put a little more programs... 64 years of
maybe on the radio, on the television, age, interme-
whatever in the media. diate educa-
tion level
Multi-facetted Q02. “You have a campaign going R08, male, 72

on, and ! listened to the promo on the  years of age,

radio. It is....it is good, it’s effective. high educa-
You should be more focused on pre-  tion level
vention of how someone can prevent
the ruin of their life environment both
mentally, spiritually and physically. It
is a priority, | believe more in a holistic
form. Human beings, you have to ac-
ceptthem...in one form...you know,
soin their totality of life, so life as a
totality of savor”
Information QO03. “It doesn't have to be detailed R04, male, 54
format ....short and sweet....Tell them years of age,
exactly what the test does. So, ifyou  intermediate
explain to them that it is not compli-  education
cated, | think that they will at least level
think about”
Information Q04.“I think the type of promotion R18, female,
content that you are doing now, it has to 72 years of
become a different type of promo- age, interme-
tion. Where you show the instrument ~ diate educa-
that you use or what the test entails ~ tion level

precisely, to remove the fear or taboo.”

*Quote: All quotes are numbered, with the letter Q and two digits

*Respondent: for each quote the corresponding respondent is cited with the
letter R and two digits

is appreciated. The need for information mainly relates
to lack of knowledge on screening procedure. A personal
approach, visual aids and (social) media were reported to
be the preferred means of receiving information.

The perceived connection between cancer, CRC
(screening) and personal health maintenance is interest-
ing. A systematic review on barriers and facilitators of
CRC screening reported that the desire to stay healthy
and have peace of mind are motivators for screening [15].
Our respondents associated the perceived lack of respon-
sibility and health consciousness of their peers with not
participating in CRC screening. Previous qualitative
studies also found that participation in cancer screening
is regarded as part of healthy living [15, 16].

Food was seen as a true determinant of overall health,
both capable of healing and the contrary, illness induc-
tion. Cultural beliefs surrounding food may play a role.
Interviews about perceptions on CRC (screening) with
147 Puerto Ricans and Dominicans living in Rhode Island
also revealed that the thought that consuming “bad food”
potentially caused CRC was common [17]. In a smaller
study about diabetes, treatment with people from a rural
community in St. Vincent the healing power of traditional
food was identified as an important cultural belief [18].
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A qualitative study conducted amongst first generation
non-Western immigrants in the Netherlands also found
that all interviewed ethnic minority groups thought that
there was an association between “non-natural” foods
and the development of CRC [19].

The fear of being diagnosed with cancer and of the
unknown mentioned during the interviews seem to be
primarily caused by negative beliefs on the consequences
of cancer, such as death and the unpredictability when
it comes to treatment. A systematic review and meta-
synthesis on CRC screening participation described
such negative beliefs as barriers to screening [15]. In a
large British review of qualitative literature on decision-
making in screening, fear of having cancer was cited as
a common barrier to screening [20]. Interestingly, fear
was also found to be a facilitator, as cancer could remain
uncovered if one were to not participate [20, 21]. The lat-
ter did not come up in our study, but when considering
that respondents did admit to being afraid of the diag-
nosis themselves, maybe the positive attitude mentioned
towards screening in combination with the negative ideas
about cancer can be explained by this phenomenon.

Taboo and shame were brought up in relation to how
others may perceive a cancer diagnosis. This points to the
anticipation of social stigma. Perceived stigma is a widely
discussed topic in cancer literature, and has been related
to depression and decreased quality of life [22, 23]. Con-
cern for what others may think has been found in other
studies focusing on the Afro-Caribbean population. This
sometimes results in the belief that the diagnosis should
not be shared with others [24—26]. Our respondents did
not explicitly express this. They only mentioned that the
anticipated social consequences were a downside of a
possible diagnosis. Social taboo and stigma after breast
cancer diagnosis were indeed identified as barriers to
screening in a review about breast cancer in the Carib-
bean [27].

In our study, machismo seemed to be a barrier to
screening for men. This is in line with previous findings
based on interviews with Mexican Americans [28]. The
potential role of machismo is even more important when
considering that men are less likely than women to par-
ticipate in the FP CRC screening program, while they
account for more than half of the detected CRC cases [7].
It has been previously reported in a systematic review
and meta-analysis focusing on screening participation of
men that the colonoscopy may be the reason for appre-
hension [29]. The colonoscopy related insertion disgust
and fear of pain have been found to be associated to
screening non-participation [30-34]. However, when the
hypothesis of the degree to which upholding masculine
ideals (i.e., self-reliance, risk-taking, heterosexual self-
presentation, and primacy of work) was associated with
colonoscopy adherence amongst veterans in the United
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States was tested, they found that greater endorsement of
masculine ideals did not predict screening behavior [35].

As for the offer of CRC screening, the sentiment was
generally positive and participation was seen as an
opportunity to improve health. A positive view on can-
cer screening has also been observed in other studies that
focused on the perceptions of cancer screening target
populations. Mainly because early detection was consid-
ered to offer a better chance of recovery and would usu-
ally require less treatment [36—38]. Despite the positivity,
even countries considered to have a high uptake, such
as the Netherlands (68%) do not manage to get every-
one to participate [2]. It is likely that those who are more
inclined to participate in research about screening, have
a more positive opinion on the subject, which would
explain this finding emerging so often.

The positive beliefs also seem related to the trust that
respondents had in the FP. The FP has history with the
community. It is the only screening organization on the
island. The organization has provided free screening for
breast and cervical cancer since 2010 and 2014, respec-
tively [7]. The trust may arise from the perception that
the CRC screening program is another contribution from
the FP to the health of the population. A previous study
showed that participation in other screening programs is
associated with a positive attitude towards a new cancer
screening program [39].

However, trust in health care organizations is not self-
evident, especially not in Caribbean populations. An
evaluation of the health care system performance on vec-
tor borne diseases in Curagao found that lack of coordi-
nation between the government and non-governmental
organizations had negative effects [40]. This may possi-
bly generate mistrust in the overall health care system. A
review on the mental health of Afro-Caribbean people
highlighted that there are “circles of fear” in this com-
munity that stop them from seeking help and stop health
care professionals from properly engaging them [41].
Unconscious mistrust of those in perceived positions of
authority, especially when it comes to making decisions
on the body maybe related to the island’s history [41].
Curagao gained autonomy within the Kingdom of the
Netherlands in 2010. Like the entire Caribbean, the com-
mon history of slavery and colonialism cannot be ignored
[41-43]. This is also discussed in a review looking at
African-American CRC screening uptake in relation
to medical mistrust. They concluded that higher levels
of mistrust were associated with lower CRC screening
attendance [44].

The expressed desire to make decisions independently
may also be related to the past colonialism. This mani-
fests itself in a need for control over one’s own body and
freedom of choice in making decisions about health. The
need for autonomy may also be related to fears about
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cancer, its treatment and cancer detection discussed
above.

To make autonomous informed decisions certain skills
are necessary. Namely, the ability to find, understand
and apply information. These are called health literacy
skills [45, 46]. To the knowledge of the authors, no data
is currently available on health literacy on the island.
Participants in our interviews seemed to have difficulty
understanding the actual screening procedure. For exam-
ple, they did not know that colonoscopy is only advised
after a positive FIT. Colonoscopy was perceived as the
first and only step, which may be painful. They also men-
tioned having symptoms as a motivator to screen. In the
case of symptoms, a colonoscopy is more likely to be rec-
ommended. Aversion to colonoscopy is also known to
sometimes be a reason to be apprehensive about CRC
screening, although our respondents did not mention
this explicitly [15, 31, 32, 47].

In line with our findings, a Jamaican survey study
exploring knowledge and attitudes on the concept of
CRC screening of 324 people found that only 14% of the
subjects had not heard of CRC screening, but 69% stated
that they did not know enough about it, with 32% not
being familiar with any screening test [48]. In a Dutch
study where knowledge of CRC screening program pro-
cedure was tested, 64% of the study population answered
the questions about the program procedure accurately
[49]. Limited knowledge has been found to be a barrier
to screening, therefor providing sufficient information is
important [15, 50]. Considering the growing importance
of (social) media, it was not unexpected that the respon-
dents would prefer and recommend it as a means of com-
munication for a cancer screening program. At present,
over 90% of the inhabitants of Curagao use a mobile
phone and about 70% have access to the internet [51].
For cancer patients, the preferred information source
remains their physicians [52, 53]. Also, a known predic-
tor for CRC screening is discussing it with a doctor [30,
54]. However, in a 2020 scoping review about the use of
social media in cancer screening campaigns, the authors
found that it may achieve better engagement and some-
times even translate to screening uptake [55].

Strengths and limitations

A distinct strength of our qualitative semi-structured
interviews is the unfiltered insight into the thought pro-
cess of these members of the target population. Addi-
tionally, similar numbers of men and women were
interviewed, coming from various social backgrounds,
thereby offering variability within the group.

Because interviews were only conducted with people
who explicitly consented after being informed of the pur-
pose, the study results may be biased in favor of those
who are more health-conscious, have a more positive
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attitude towards CRC screening and trust in the FP than
those who did not consent. In addition to a positive atti-
tude, it seemed that our respondents did not perceive
any downsides to CRC screening. However, to reach an
informed decision the pros and cons should be weighed.
Furthermore, an interview with a medical doctor (SB)
may have been a source of response bias where partici-
pants gave socially acceptable answers due to who was
asking the questions, while knowing that a scientific
research paper would be written. Respondents were
encouraged to speak freely. They were informed that the
goal was to explore their perceptions, awareness and pos-
sible insights on why the target population would (not)
participate in CRC screening.

Some aspects of our study were dually strengths and
weaknesses. The fact that we interviewed individuals who
had not yet participated in screening meant that some of
the answers were hypothetical, which is a possible limi-
tation. Simultaneously, it offered the opportunity to hear
perspectives unbiased by experience with the program,
which is also a strength. Respondents often voiced their
observations through a generalist lens, commenting pri-
marily on the behaviors and perceived thought processes
of others within society. The strength is the insight on
how they perceived themselves in relation to others, as
it suggests that they may feel disconnected from their
peers. Overwhelmingly, the opinions of respondents on
others were not positive, suggesting that respondents
saw themselves as somewhat better. The limitation in
this form of communication is that it may leave room for
interpretation. The opinion of someone else could purely
be a reflection of how they perceive others or their own
disguised opinion about an issue. The interviewer usually
tackled this by asking directly what made the interviewee
different from others. Furthermore, in our results we lim-
ited the inclusion of respondent opinions on others. We
did however, include these perceptions when relevant.

Implications for practice

Personal health maintenance in relation to screening
can be covered in information materials, while address-
ing possible fears. For example by highlighting favorable
survival outcomes when CRC is detected early [2]. It is
important to include that the FIT is the first step in CRC
screening, and that it’s non-invasive and painless. Taking
the desire for autonomy in decision-making into account,
we recommend that information materials be clearly
written in the language spoken and read by the target
population. Adding (social) media to support the postal
mail is likely to be the most effective way of reaching
potential screening participants. The effect of new cam-
paigns should also be evaluated, this was often missing in
the results of previous studies [55]. In addition, the sug-
gested personal approach is an opportunity to introduce
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creativity into the program and to acknowledge certain
unique features of the culture. An example is the imple-
mentation of salon or barber shop-based interventions as
conceptualized in the African American setting [56, 57].

Implications for further research

The current study has provided useful insights, but has
also made clear that there are still areas to be explored.
Further insight is needed on how masculine ideals may
influence CRC screening participation. It would also be
interesting to investigate how health literacy plays a role
in CRC screening on Curagao. Additionally, quantita-
tive research to investigate how and to what extent the
identified factors play a role in decision-making in CRC
screening maybe useful.

The insights gained about decision-making in our study
could also be beneficial to other Caribbean islands, where
they have not yet implemented organized CRC screening.
The population of the Caribbean totals about 44 million
[58]. In addition, the findings may also be informative for
other settings, such as Caribbean migrant communities
in Europe or African nations.

Conclusion

To effectively inform the target population and assist
informed decision-making, CRC screening should be
framed within the broader perspective of health on Cura-
cao with sensitivity to possible fears and the expressed
preference for independence in decision-making. Social
media could be applied to disseminate targeted informa-
tion about the CRC screening program and support invi-
tees in their decision-making process.
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