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Abstract
Objectives: Bowel screening is an effective way to promote early detection 
of bowel cancer. Culturally and linguistically diverse (CALD) people 
face considerable barriers to screening. This qualitative study explored 
perceptions towards, and usability of, Australia’s national bowel screening kit 
with members of two migrant communities.

Methods: Thirty-three people (aged 50–79 years) from Serbian and 
Macedonian communities in the Illawarra region in New South Wales, 
Australia, participated in one of five interactive focus group sessions. 
Sessions used innovative ‘customer journey’ techniques to understand 
participants’ experience of each step of the faecal occult blood test 
process. Participants discussed knowledge of bowel cancer and attitudes to 
screening, and participated in a collective mock use of a test kit. Sessions 
were audio recorded, transcribed and thematically analysed by two 
researchers in collaboration with bicultural health workers.

Results: Multiple factors contributed to low readiness and capacity to use 
the kit, including limited promotion of the program in community languages, 
complicated and poorly sequenced kit instructions, and confusion around the 
order and labelling of kit components. Participants suggested several ways to 
improve kits to improve uptake by CALD communities.

Conclusion: Simplified and targeted promotion of bowel screening programs 
in community languages, and improved kit design, may support participation 
of CALD populations in screening programs.
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Key points
•	 Culturally and linguistically diverse 

populations are less ready and able to 
use the testing kits currently distributed as 
part of Australia’s National Bowel Cancer 
Screening Program

•	 Barriers to completion include a lack of 
information in community languages, 
poor kit design and poorly sequenced, 
complex kit instructions

•	 Kit usability could be improved through 
better design, plain-language sequenced 
instructions with pictorials, promotion 
of the kit, education in community 
languages, and involvement and 
endorsement by general practitioners
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Introduction
Bowel (colorectal) cancer is the third most common 
cancer globally1, and the second leading cause of 
cancer-related deaths in Australia, New Zealand and 
the US.2-4 Australia and New Zealand have the highest 
incident rates for colorectal cancer in the world. 
Population screening programs using the faecal occult 
blood test (FOBT) or faecal immunochemical tests are 
supported in Australia, New Zealand, the UK and many 
European nations.5-7 Screening reduces mortality from 
colorectal cancer8, but low screening rates limit the 
effectiveness of programs to reduce disease burden.5 
In 2013–14, only 36% of invitees to the Australian National 
Bowel Cancer Screening Program (NBCSP) returned a 
completed FOBT kit.9 

People from culturally and linguistically diverse 
(CALD) backgrounds have poorer cancer outcomes10 
and experience lower rates of bowel cancer screening 
than the general population in Australia.9,10 Although 
NBCSP participation rates for CALD populations are 
difficult to determine, differences have been shown 
between these populations and the general population 
in knowledge of, perception of, and health behaviours 
towards colorectal cancer and bowel screening in 
Australia and the US.11,12 Factors affecting uptake of 
screening include insufficient knowledge, perceptions 
that the test is unpleasant, language and literacy barriers, 
fatalistic cancer views, low general practitioner (GP) 
recommendations, and spiritual beliefs.13,14 People 
can also respond to screening information in different 
ways because of differences in literacy (e.g. health 
and language) and cognitive processes (e.g. decision 
making).15 Although additional research is needed 
to identify how information in FOBT kits can improve 
informed decision making16, the focus of this paper is 
on exploring the usability of Australia’s NBCSP FOBT kit 
among two CALD groups.

Methods
A convenience sample was recruited of men and women 
older than 50 years who identified as members of the 
Macedonian and Serbian communities from the Illawarra 
region in New South Wales (NSW), Australia. These 
communities collectively represent more than 20% of 
the total CALD non–English speaking population in the 
Illawarra17 and also occupied a disproportionate ‘count of 
stay’ for cancer hospital admissions from 2007 to 2012.18 
Bicultural healthcare workers provided information sheets, 
consent forms and a verbal explanation of the study 
to potential participants of screening age within their 
known community networks in their preferred language. 
Discussion groups of 60–90 minutes were conducted 
in familiar community venues by experienced female 
researchers trained in qualitative methods (LPh and LPi). 
Bicultural workers and accredited healthcare interpreters 

were also present to assist18, although all participants 
were able to speak some English. The interpreter 
translated any instructions and questions posed by the 
facilitator in English that required clarification. Answers 
given by some group members were difficult for them 
to express in English, so were translated to ensure that 
the researcher understood the intended meaning. Each 
group (five or six participants) was supported using a 
semistructured interview guide. They were also provided 
with an NBCSP FOBT kit and asked to examine the 
contents, work collectively to complete a ‘mock test’ using 
a camp toilet, and describe their interactions with the kit. 
The process used a ‘customer journey’ methodology to 
build an understanding of each step taken to complete 
the task.19,20 All participants initially used the English-
language instructions, but translated instructions were 
also provided when necessary to support successful 
completion of the test. 

Audio recordings of the English spoken within the 
groups by the facilitator, participants and interpreter 
were professionally transcribed. Each author also made 
field notes about group interactions with the FOBT 
kit. Transcriptions and field notes were imported into 
Dedoose qualitative analysis software (Los Angeles, CA: 
Dedoose; Version 7). Initial analysis by two researchers 
(LPh and TT) used an inductive approach for identifying 
key steps in the FOBT completion process to form the 
coding tree. Final analysis was reviewed with the rest of 
the research team until agreement was reached. Ethics 
approval was obtained from the University of Wollongong 
Human Research Ethics Committee (HE12/295).

Results
Thirty-three participants (aged 50–79 years) participated 
in one of five interactive groups between October 2014 
and March 2015. The groups comprised 11 Macedonian 
(5 male and 6 female) and 22 Serbian (10 male and 
12 female) participants. Five key stages in the customer 
journey of completing an NBCSP FOBT were identified: 
preparation, following kit instructions, navigating kit 
components, completing the patient information form, 
and feedback and follow-up. Within each of these stages, 
specific barriers and enablers to completing the FOBT 
emerged.

Preparation
Some participants reported gaps in their knowledge of 
bowel cancer screening, the NBCSP, what an FOBT was, 
who should complete it, and the potential benefits of 
completing the test: 

I have never seen or heard of these tests before … 
that is why I came along today … to learn if this is 
something I need to worry about. (Female group, 
Macedonian)
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One of the radio announcers [on the ethnic radio 
station] was talking about it so we heard about it 
there. Also, then after listening to the radio, and 
you receive this package and then you go and see 
your doctor. Along the way you get the information 
that is necessary to convince you to do it.  
(Female group, Macedonian)

Following kit instructions
Usability of the kit was observed to be limited by 
the complexity of instructions and tasks. Difficulties 
encountered included the flow of tasks, time frames for 
each step (e.g. times between sample collection), storage 
(e.g. fridge or cool place), postage (e.g. mail box vs post 
office) and other practical concerns (e.g. flushability of 
stool collection sheet):

This is very confusing … do I have to store it in 
the fridge or is the cupboard OK? It also doesn’t 
make sense about the post box or the post 
office … I will never be sure to get this right! 
(Female group, Macedonian)

The paper can block your toilet so why 
not a container … a container is better. 
(Male group, Serbian)

Researchers observed that some participants were 
unable to read the English-language instructions, and 
concluded that low English literacy contributed to low 
comprehension about what the kit was for, as well as 
difficulties following the instructions:

Is this going to be sent to all multicultural people? 
Why didn’t the government translate this paper? 
Some people can’t read it; the first barrier is finding 
out what this kit is about. [Firstly] we need to get 
someone to translate this [for us], barrier number 
one, which will take time … we will have to call 
people [to help] … so people will just throw it to the 
side somewhere. (Male group, Serbian)

In all groups, it was necessary for the researchers to 
introduce translated instructions to support completion 
of the ‘mock’ FOBT test. Before this, participants were 
asked to identify how translated instructions could be 
accessed. Some identified online sources, but others 
could not. Many reported that they would not be able to 
access translated instructions because of the length of 
the website address, or limited computer access:

I’m too old to access the internet. (Mixed gender 
group, Serbian)

Not everybody knows how to use a computer, 
that’s if you have a computer, not everyone has a 
computer. (Male group, Macedonian)

Other participants recalled receiving the kit in the mail 
but did not know what it was, or why they had received 
it. Motivation and readiness to undertake the FOBT were 
reportedly low in these circumstances:

Just a surprise … because we received it from 
the government. Yeah, we didn’t know what it 
was when it came in the mail … so we didn’t 
understand that it was important to use it. 
(Female group, Macedonian)

Some participants who reported good health believed 
the test was not necessary because they had no 
symptoms of illness. Participants recalled relying on their 
GP to manage and direct required medical tests. Self-
testing using a kit that came in the mail was reportedly not 
a familiar behaviour: 

When you don’t feel anything’s wrong with you 
then these tests seem to be unnecessary for you 
because you don’t, in a sense, you don’t have 
symptoms … so why would you do it? It’s just not 
necessary. (Mixed gender group, Serbian)

See these things … we should go about with 
our doctors. So when you go to your doctor, 
your doctor would advise you and you would 
organise it … so this is not necessary … and a 
bit strange to get something like this in the mail. 
(Female group, Serbian)

A number of participants recalled having had 
colonoscopies without prior FOBT, as recommended by 
their GP:

See I skipped completely this first test [the FOBT] 
because after 50 years it’s usually recommended 
[by your doctor] for you to do a colonoscopy, 
so I went and had a colonoscopy first. 
(Female group, Serbian)

A lot of people also do not believe that it 
[an FOBT] is as accurate as a colonoscopy … 
because this is what our doctors have told us. 
(Female group, Serbian)

A small group reported positive bowel screening 
attitudes. Participants who had screened for other 
conditions (e.g. mammograms, Pap smears) also reported 
having used, or having an intention to use, the test: 

I received it, it was free, it meant somebody 
else is looking after me other than myself … so I 
thought why not and I did it … I also always do the 
mammogram too. (Mixed gender group, Serbian)

Factors reported as improving motivation and 
readiness included GP endorsement, and recall of 
in-language health promotion messages about bowel 
screening and the NBCSP in ethnic media and at 
local community events. Exposure to bowel screening 
promotions in community languages also prompted 
conversations about bowel screening: 
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Yes. We don’t know English enough to fill out 
a lot of them. Even if we did speak English, 
sometimes some things are a little bit too 
complicated. It’s hard to understand the 
questions … and we can’t always get help in time. 
(Female group, Macedonian)

That’s why I went to my GP; my GP filled it out for me. 
(Female group, Macedonian)

During the practical activity, participants frequently 
sealed the sample envelope, believing they had 
completed all tasks. However, many groups failed to 
include their participant information form in the envelope. 
It was suggested that completion of paperwork should be 
‘step 1’ in the flow of tasks:

These [forms] should be done at the start, the 
details in the front, then the practical after … filling 
out forms, collecting procedure, then sending 
procedure … but everything is mixed up, it should 
be more simple for people, for ordinary people that 
are not medically educated. (Male group, Serbian)

Feedback and follow-up
Participants reported not understanding who would 
receive FOBT results (e.g. themselves, their GP or both), 
how the results would be communicated or the reporting 
time frame. Anxiety surrounded the length of time 
participants might wait because of fear and anticipation 
of bad news. To reduce this stress, participants reported 
wanting information on expected time frames and actions 
they should take if results were positive:

We know it goes to this address to be processed 
but who is going to worry about this? When are the 
results back? Who is going to get results, how long 
will it take we don’t know, is there a phone number, 
if there is an emergency contact if we need to know 
results or pick them up from somewhere? We need 
to know this or otherwise we will be too worried … 
(Male group, Serbian)

Recommendations to improve usability
Participants’ responses were used to inform a set of 
recommendations (see Table 1) to improve usability 
and uptake of the FOBT kit. These include simplification 
of instructions, reduction of text, use of pictorials, and 
adaptations such as colour coding and numbering. 
Community members also reported the need for targeted 
promotion of the NBCSP in community languages to 
improve preparedness to complete the test. 

Even when translated, the volume and complexity of 
written instructions posed significant barriers for those 
with limitations in their ability to read. These participants 
were reliant on other group members who were able to 
read to complete the activity.

In response, participants suggested a focus on 
pictorial representations with briefer text to support test 
completion:

So, not just for the Serbian language, but for 
every other language – we are not just the only 
community here with a different language – maybe 
would be good … to have more pictures there, so, 
where you can see what the people are doing. It’s 
easier to follow, and that way, even with a language 
barrier you might be able to get a picture of how to 
do that. (Male group, Serbian)

You’re talking about people who can’t 
read, meaning read Serbian – read at all. 
(Mixed gender group, Serbian)

Kit components
Some participants commented on the use of the word 
‘cancer’ on the front of the test box. They explained that 
cancer was related to fear and stigma, and that the arrival 
of a clinical-looking kit for cancer caused anxiety:

The word cancer and the logo and everything, it 
doesn’t look friendly … it looks scary and makes 
me worry … (Female group, Macedonian)

On opening the kit, some participants reported feeling 
overwhelmed. It was not clear to them how the information 
sheets and labels related to other kit components 
(e.g. sample tubes, collection sheet). Participants were 
unsure where to start and in which order the tasks 
needed to be completed. Instructions on the stool sample 
collection sheet were ‘lost’ once the sheet was placed in 
the toilet. Participants suggested design improvements 
to reduce confusion, such as visual cues, colour coding, 
and numbering of components and their corresponding 
instructions: 

It actually has to be in simple language. 
There are many that have … not good English 
and we have to have step 1, step 2, step 3. 
(Female group, Macedonian)

Patient information form
Participants reported that they felt daunted by the length 
of the patient information form. Some questioned why the 
information could not be ‘pre-populated’. Although family 
members, GPs or multicultural workers were called on to 
assist with completing forms, this could not always occur 
within the required time frame for posting the sample to 
pathology: 
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which information in FOBT kits supports informed choices 
may be another factor affecting the low motivation we 
observed and thus the ‘preparation and readiness’ phase 
for participants.16

A systematic review of cancer interventions targeting 
CALD communities found that a lack of targeted 
social marketing in diverse communities contributed 
to low awareness and uptake of cancer screening 
and prevention messages.21 On the other hand, 
coordinated campaigns have been effective in CALD 
communities in which cancer is stigmatised22, and 
should be systematically supported at a population level. 
Specifically, these results suggest the need for increased 
NBCSP promotion in diverse languages, via appropriate 
media channels (e.g. ethnic radio). Campaign activities 
should also improve access to plain-language and 
translated instructions, and provide opportunities to 
practise using the kit. 

Discussion
This study used innovative customer journey techniques 
to understand the practical experience of members of two 
CALD communities in using an NBCSP FOBT kit. Most 
involved showed low awareness of, and readiness to 
complete, the test and related forms. Lack of knowledge 
about bowel cancer risk, symptoms, survival rates 
and the efficacy of the FOBT reportedly diminished 
participants’ readiness to complete the test. Stigma and 
fear related to cancer and cancer screening practices in 
general, which have been identified in previous research, 
were also reported.13,14 In the discussion groups, 
readiness to use the FOBT was observed to be greater 
for participants who reported prior screening experience 
(e.g. BreastScreen), had an ability to read instructions 
in English, reported discussing FOBT testing with their 
GP, and reported being exposed to promotion via ethnic 
media or in-language community education. The extent to 

Table 1.	 Recommendations to improve use of the NBCSP FOBT kit

Themes Issues Recommendations

Preparation and 
readiness

•	 Low awareness of NBCSP and FOBT
•	 Low belief in efficacy of FOBT
•	 Stigma and fear of cancer

•	 NBCSP plain-language campaigns and translated resources 
via ethnic media and GPs

•	 Interactive community education 
•	 GPs as key opinion leaders to endorse kit use

Kit instructions •	 Text-heavy, complex language 
•	 Limited use of pictorials
•	 Lack of flow and clarity in tasks 

required 
•	 No checklists to assist process
•	 Problems accessing translated 

instructions
•	 Limited literacy (English and first 

language)

•	 Plain-language instructions on a single brochure 
•	 Increased use of pictorials to support simplified text 
•	 Improved flow and sequencing of instructions 
•	 Checklist to improve completion 
•	 Colour coding and numbering to create visual links between 

instructions and kit components 
•	 CALD user testing of all materials 
•	 Improved access to translated materials
•	 Promotion of telephone interpreter service and helpline to 

support access to in-language instructions 

Kit components •	 Confronting packaging 
•	 Kit contents not clearly ordered or 

linked

•	 Improved kit appearance and labelling to promote simplicity 
and ease of use

•	 Consistent, clear and cohesive design, linking instructions and 
components

•	 Adaptations (e.g. colour coding, numbering) 
•	 Adaptation of components to cater for low dexterity

Patient 
information form

•	 High and repetitive demands on 
consumers to handwrite information 

•	 Postage instructions unclear

•	 Instructions to complete information form first
•	 Redesign of form for simplicity and ease of use
•	 Prepopulation of forms and labels (e.g. name, address)
•	 Improved clarity of postage and handling requirements

Feedback and 
follow-up

•	 Lack of clarity of mechanism and time 
frame for receipt of results

•	 Improved post-test communications
•	 Test results section included in the plain-language instructions
•	 Promotion of NBCSP helpline and telephone interpreter service
•	 Use of national interpreter symbol
•	 GPs and Primary Health Networks to promote follow-up

CALD = culturally and linguistically diverse; FOBT = faecal occult blood test; GP = general practitioner; NBCSP = National Bowel Cancer 
Screening Program
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Along with pre-existing or other anxiety around cancer 
testing, these areas were a significant barrier. They 
highlight the need for greater integration of the NBCSP 
FOBT with primary care settings to promote uptake27 and 
to reduce delays in follow-up care.28 

Overall, recommendations provided by participants 
are similar to principles used in other health literacy 
tools and guidelines (e.g. Patient Education Materials 
Assessment Tool).29 The recommendations highlight 
the need to extend the application of these principles 
to the design of health test kits, as well as other patient 
information resources. 

Limitations 
Because of the small sample used and the limited 
demographic information collected, there are some 
limitations to the generalisability of the findings of this 
study to other CALD groups. Although some issues 
identified may apply to other groups, this will depend 
on other factors (e.g. education, age, cultural factors). 
Further research in this area is required, not just with 
CALD groups but also with groups with limited literacy 
and education in English, who may also experience 
usability issues with the current FOBT kit.

Conclusion
Multiple factors contributed to the low readiness and 
capacity of participants to use the NBCSP FOBT 
kit. These included limited ability to read English or 
translated instructions, perceived lack of endorsement 
of the kit by GPs and, in some cases, limited belief in the 
efficacy of the FOBT. Limited promotion in community 
languages, poor kit design and poorly sequenced, 
complex instructions were also barriers to completion. 
Usability could be improved through better kit design, 
and plain-language sequenced instructions with 
improved pictorials. Uptake could also be improved 
through positive messages about bowel screening 
efficacy; promotion of the kit in community languages; 
greater access to translated instructions, and in-language 
community education and support; and improved GP 
endorsement. These recommendations are timely, 
considering the current tender process to redesign the 
NBCSP FOBT kit.
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