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Abstract

Introduction: The number of people surviving bowel cancer is increasing globally, with many of those affected living with long-
term psychological and physical sequelae that potentially disrupt occupations.

Method: A scoping review - guided by Arksey and 0’Malley’s methodological framework - was conducted to provide an overview
of what is known about the impact of having had bowel cancer on occupations, and to reveal the potential role of occupational
therapy. A systematic search of four databases and a grey literature repository generated 244 results. Applying inclusion and
exclusion criteria, 33 items addressing bowel cancer and occupations were selected and thematically analysed.

Results: Researchers have identified six domains of occupation that are impacted by bowel cancer (social activity, physical activity,
sexual activity, employment and role functioning, physical functioning, and self-care) but survivors report a distinct lack of health
professional support after completion of medical treatment and being left to devise self-management strategies to accommodate
the long-term effects of their cancer.

Conclusion: The sequelae of bowel cancer can have a significant impact on occupational participation. There is scope for
increasing and improving occupational therapy input to assist people with cancer-related loss of function to re-engage in

valued occupations and improve wellbeing.
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Introduction

Bowel cancer — also known as colon, rectal or colorectal
cancer (CRC) — is one of the most common cancers
worldwide (Beesley et al., 2017; Pereira, 2014).
Treatment for the disease is associated with various psy-
chological and physical sequelae that may continue for
years and have a considerable impact on occupational
participation, such as impairing the ability to maintain
employment and other productive activities (Beesley
et al., 2017; Hornbrook et al., 2017). Leisure occupa-
tions can also be significantly impacted, with a reduced
ability to participate in travel, recreation, sports, social
and intimate activities (Shipp et al., 2015; Silver and
Gilchrist, 2011). Difficulties managing activities of
daily living (ADL) such as showering, dressing and
eating are also common (Hubbard et al., 2010; Silver
and Gilchrist, 2011). This is particularly so for older
people (over 65 years old) due to functional impairment
decreasing their ability to self-care in the home (Cabilan
and Hines, 2017); this is a significant consideration as
more than 50% of colorectal cancers are diagnosed after
age 70 years (Kolligs, 2016).

Bowel cancer treatment commonly involves surgery,
chemotherapy and/or radiotherapy, depending on
tumour location and size, and cancer stage. One of the

most radical and life-altering treatments is the surgical
creation of an ostomy in the abdomen for the discharge
of body wastes. The ostomy may be permanent or tem-
porary to allow the bowel to heal and involves a stoma
(the end of the bowel which protrudes through the abdo-
men) emptying into a bag/pouch that is regularly emp-
tied or changed.

Early detection and advances in medical care have
resulted in increasing numbers of people living longer
after initial treatment completion (Lee et al., 2015),
meaning that cancer is now considered a chronic condi-
tion (Hubbard et al., 2010; Pereira, 2014). The wellbeing
of those affected is therefore of increasing importance
(Lee et al., 2015), and yet the period following treatment
is often not prioritised in cancer care, with emphasis
instead on the acute treatment phase and end of life
(Knowles et al., 2013).
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Recognition of the long-term effects of cancer and its
treatment can contribute to the standard of health pro-
fessional support provided (Hornbrook et al., 2017). The
aims of the authors were to provide a broad overview of
what is known about the impact of having had bowel
cancer on occupations, and to reveal the potential role of
occupational therapy, a profession currently with limited
input at all stages following a cancer diagnosis
(Pergolotti et al., 2016).

The vast majority of literature refers to those who
have had cancer as ‘survivors’. However, there is incon-
sistency regarding when an individual becomes a ‘cancer
survivor’, with definitions beginning at diagnosis, at the
end of treatment or after a disease-free period of time
(Drury et al., 2017). This review focuses on the period
following treatment conclusion — when the immediate
sequalae of surgery/chemotherapy/radiotherapy have
subsided — to gain an understanding of the longer-
term, and potentially variable, occupational impact of
bowel cancer.

Methods

A scoping review format was selected to gain a compre-
hensive understanding and synthesis (Colquhoun et al.,
2014) of the published literature addressing bowel cancer
and occupations, regardless of study quality. Following
this format ensured richness of research findings was
prioritised over the assessment of study vigour required
in a systematic review (Armstrong et al., 2011; Peters
et al., 2015). The scoping review approach allowed for
the incorporation of both published and grey literature,
making it ideal to inform both practice and further
research (Arksey and O’Malley, 2005; Colquhoun
et al.,, 2014; Levac et al., 2010; Peters et al., 2015).
Arksey and O’Malley’s (2005) framework was employed
to provide a structured format for locating, analysing
and summarising literature (McKinstry et al., 2014),
and involved five stages: (a) identifying the research
question; (b) identifying relevant studies; (c) study selec-
tion; (d) charting the data and (e) collating, summarising
and reporting the results. This process is iterative, with
steps revisited as necessary.

Identifying the research question

The broad research question, ‘How are people’s occupa-
tions affected by having survived bowel cancer? was
developed to achieve breadth and depth of the topic
(McKinstry et al., 2014).

Identifying relevant studies

Initially, CINAHL Complete and MEDLINE databases
were searched to locate studies of the occupations of
participants with bowel cancer, generating 924 results.
To reduce the amount of irrelevant studies generated,
studies focused on cancer screening or prevention were
screened out using the Boolean operator ‘NOT’. See
Table 1 for the final search terms.

The final search terms were then also run through
AMED and OT Seeker, producing a total of 244 results.
This process of revisiting and refining search terms as
familiarity of the literature increases is consistent with
that suggested by Arksey and O’Malley (2005).

Grey Matter — a newsletter compiled by the New
Zealand Ministry of Health library providing access to
a selection of NGO, Think Tank and International
Government reports (Ministry of Health NZ, n.d.) —
was also reviewed, generating a further four references.
In addition, the term ‘bowel cancer and occupations’
was entered into a general Google search,
producing references predominantly related to bowel
cancer risks for various forms of employment. As these
were not relevant to the research question, a further
search was performed using the term ‘bowel cancer
and daily activities’, generating over 23,900,000
results. Due to time constraints the first 40 results were
reviewed, with three retained. Finally, reference lists
were searched, generating a further five studies. One
study was included from the primary author’s personal
library.

Study selection

Titles and abstracts of identified literature were screened
by the first author (EM), with those appearing relevant
to the research question retained. Secondly, two authors
(EM and CH) screened full texts using initially agreed
inclusion and exclusion criteria. As familiarity with the
text increased, these two authors discussed and refined
the criteria. The final inclusion/exclusion criteria are pre-
sented in Table 2.

Full texts were then reviewed by EM and CH.
Where there was disagreement as to whether a
study should be included, consultation occurred
between the authors until an agreement was reached.
A total of 39 met the inclusion criteria. The study selec-
tion process is presented in a PRISMA flow chart
(Figure 1).

Charting the data

Data from each of the 39 publications were extracted
and charted under the following headings: Author/
year, methodology/publication description, location,
study population and reported findings related to occu-
pation, and are presented in Table 3. To ensure reliabil-
ity and consistency, one author (EM) extracted the data
and another (CH) verified a 15% sample of publications
selected to span the various research methodologies and
large to small participant numbers. This process was
employed due to second author time constraints and
was in keeping with other published scoping review
methods (Leppard et al., 2018; Seida et al., 2018). The
charting process was iterative, with continual extraction
and updating of the table (Levac et al., 2010). During
this process the decision was taken to exclude four stud-
ies predominantly addressing return to work (RTW)
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Table 1. Process for identifying and refining search terms.

Final search terms

Boolean command

‘bowel cancer’ or ‘colon cancer’ or ‘rectal cancer’ or ‘colorectal cancer’ or ‘colorectal carcinoma’ AND

or ‘colorectal neoplasm’

‘occupation*’ or ‘daily activit*’ or ‘activities of daily living’ or ‘ADLs’ or ‘leisure’ or ‘social activit*’ AND

or ‘return to work’ or ‘employment’
‘cancer N5 screening’ and ‘cancer N5 prevention’ and ‘epidemiology’

NOT

Table 2. Inclusion and exclusion criteria.

Inclusion

Exclusion

Published in English and available in full text

Studies published from 2000 onward?

Bowel cancer survivors who have completed primary and adjuvant
treatment (reported separately from any who have not completed)

Literature that addresses multiple cancers if bowel cancer findings
reported to be not statistically different to other cancers

Literature that addresses occupations or daily activities

Bowel cancer survivors still receiving treatment not
able to be distinguished from those who have completed
Literature that addresses multiple cancers if bowel cancer
findings amalgamated with other cancers
Individuals with metastatic bowel cancer make up
more than 5% of study population (or where proportion
with metastatic cancer was unable to be identifiedb)
Studies that focused predominantly on demographics
and proportion of people who return to work®
Individuals with recurrent bowel cancer make up
more than 5% of study population

? The early 2000s saw the advent of platinum-based chemotherapeutic drugs, which induce worse side effects, particularly peripheral neuropathy,
which has a close relationship with physical and quality of life impairment. Studies published prior to 2000 may therefore misrepresent the

outcomes of individuals diagnosed in the last 2 decades.
P Criteria added during data charting process.

Literature identified

during database search = Literature Literature identified
24 g identified by from Google search = 3
snowballing

10 duplicates removed technique = 5

!

Literature identified from author’s
personal library = 1

Literature identified from
Grey Matter newsletter = 4

147 irrelevant studies excluded after

247 non-duplicate literature screened | —)

title and abstract screening

3

61 studies excluded for following reasons:

criteria

100 full texts assessed against inclusion/exclusion

e Inappropriate patient population = 36

- e Mixed population = 12
e Wrong outcomes = 9

e Not English language = 2
e Conference presentation — no full text = 1
e Study protocol = 1

6 publications excluded during data charting for

39 publications retrieved, and data charted

following reasons:

!

e Focused on return to work
demographics = 4
e Unable to determine proportion of

33 publications included in final review

patient population with metastatic
cancer = 2

Figure 1. Study selection process.

demographics. This ensured the focus remained on the
research question addressing how occupations (in this
case work occupations) were impacted, rather than
whether or not people returned to work. An additional

two studies were excluded as they combined numbers of
survivors diagnosed with stages three and four cancer,
making it impossible to determine the proportion with
metastatic disease. In total 33 articles were included.
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Collating, summarising and reporting the results

Firstly, data contained in Table 3 were analysed numer-
ically to produce a summary of the data characteristics.
Secondly, findings relating to occupation in the final
table column were analysed thematically to generate
themes and a narrative report.

Findings

Characteristics of data

The majority of publications originated in Australia
(N=9), followed by the United States of America
(USA) (N=7) and the United Kingdom (UK) (N=15).
Sixteen studies employed quantitative methods, 10 qual-
itative methods, two were mixed method and three were
systematic/literature reviews. The majority (N = 19) were
published in oncology/cancer journals (including those
specialising in nursing, geriatrics and psychology), three
in colorectal disease journals and three in medical jour-
nals. Most studies had study populations combining
colon and rectal cancer survivors (N=26), with six
including only rectal cancer participants.

Themes

The review identified six domains of occupation impact-
ed by a bowel cancer diagnosis and treatment. These are
presented in sequence from the most frequently
addressed in the literature to the least acknowledged,
and discussed in terms of impact on occupation, impedi-
ments to participation and strategies to resume
occupations.

Social activity. Four studies reported that the experience
of bowel cancer had a positive social impact through the
formation of new connections with fellow survivors —
including individually supporting those recently diag-
nosed, attendance at cancer support groups, and
through supporting advocacy by publicising and raising
the public profile of the disease (Appleton et al., 2013;
Ho et al.,, 2016; Macmillan Cancer Support, 2017,
Wilson et al., 2010).

However, four studies reported a reduction in social
quality of life (QoL) and functioning as a result of bowel
cancer (Arndt et al., 2004; Cabilan and Hines, 2017
Domati et al., 2011; Knowles et al., 2013), with the
greatest effect on social participation being reported by
those with an ostomy (Cotrim and Pereira, 2008;
McMullen et al., 2017; Shipp et al., 2015; Yau et al.,
2009). Ostomates articulated how they avoided social
situations due to the fear of malfunction of their
stoma, the need to regularly change the bag, negative
body image and a general feeling of being uncomfortable
amongst large groups of people (Cotrim and Pereira,
2008; McMullen et al., 2017; Ruakere, 2016; Shipp
et al., 2015). Embarrassment that the pouch may be vis-
ible through clothing (Ruakere, 2016) was referred to,
with some ostomates reporting they kept their ostomy a

secret, impacting relationships (Cengiz and Bahar,
2017). The detrimental effect on social functioning was
reported to continue even after stoma reversal, possibly
due to impairment of rectal sensation or rectal capacity
influencing continence (Yau et al., 2009).

Significant impact was also reported due to the result-
ing bowel dysfunction experienced by survivors without
an ostomy who described how unpredictability of bowel
movements, urgency and diarrhoea necessitated close-
ness to toilet facilities, intensifying anxiety and fear
and leading to the subsequent avoidance of social activ-
ities away from home (Arndt et al., 2004; Hardcastle
et al.,, 2017; Landers et al., 2011; McMullen et al.,
2017; Ruakere, 2016; Vironen et al., 2006). Locations
with unfamiliar toilet facilities were avoided, as were
time periods when the bowels were not quiescent
(Hardcastle et al., 2017; Wilson et al., 2010), with one
survivor explaining, ‘It’s the bowel, the uncertainty of it
that keeps me in’ (Wilson et al., 2010: 765). Survivors
explained how friends eventually stopped inviting them
to social engagements due to continual refusal and the
embarrassment felt when talking about the bowel prob-
lems being experienced (Hardcastle et al., 2017; Landers
et al., 2011).

Both survivors with and without an ostomy avoided
eating out due to the necessity of a diet that did not
increase bowel activity and subsequently bathroom
visits (McMullen et al., 2017; Shipp et al., 2015;
Wilson et al., 2010). Additionally, one ostomate
explained the discomfort and embarrassment of know-
ing her bowels were moving while she was eating with
friends and as a result would go to a restaurant but not
eat until she returned home (Ruakere, 2016). Additional
factors negatively impacting social participation includ-
ed urinary dysfunction as a result of bowel cancer sur-
gery (Vironen et al., 2006) and ongoing effects of
adjuvant chemotherapy and/or radiotherapy (Knowles
et al., 2013; Yau et al., 2009).

Both the presence of a stoma and bowel dysfunction
dissuaded survivors from travelling or holidaying with
others, especially when it involved having to share a
room, long periods of time spent on transport and
eating different foods (Grant et al., 2011). When out
of the house, survivors adopted meticulous strategies
to avoid embarrassment and humiliation (Landers
et al., 2011). One of the main strategies employed by
survivors to ease travel experiences was taking extra
provisions in the form of clothing, ostomy supplies,
toilet rolls, pads, wet wipes and/or a plastic bag to
wrap soiled clothing in — which were all kept in an
easily and quickly accessible location (Appleton et al.,
2013; Grant et al.,, 2011; Hardcastle et al., 2017;
Ruakere, 2016). Another approach was to stay in a
hotel, as opposed to at a relative or friend’s house,
when visiting (Grant et al., 2011).

Physical activity. Bowel dysfunction — including frequen-
cy, looseness, constipation and poor reactions to certain
foods — provided a significant impediment to physical
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activity, as did the presence of an ostomy (Arndt et al.,
2004; Cengiz and Bahar, 2017; Dennis et al., 2013; Grant
et al., 2011; Knowles et al., 2013; Krouse et al., 2017;
Shipp et al., 2015; Wilson et al., 2010). Additional bar-
riers included fatigue (a greater reported obstacle for
women than men), pain, somatisation, neuropathy,
poor balance, low level of fitness, poor health and lack
of motivation (Chambers et al., 2012; Kang et al., 2014;
Krouse et al., 2017; McMullen et al., 2017; Shipp et al.,
2015; Tomruk et al., 2015), with the receipt of radiation
therapy associated with less physical activity (McMullen
et al., 2017). Negative associations were found between
the sedentary occupation of television viewing and func-
tional and physical wellbeing, especially in less active
survivors, with a gradual increase in TV-watching time
from 12 to 36 months post diagnosis for those viewing
3—4 hours per day (Lynch et al., 2011). In contrast, stud-
ies addressing bowel cancer survivors as a homogenous
group — rather than according to their prior activity
levels — report some survivors decreased passive activi-
ties, such as reading and watching TV, replacing them
with more active pastimes such as sport as the length of
time since diagnosis increased (Chambers et al., 2012;
Dennis et al., 2013; Shipp et al., 2015). The benefits of
an increase in physical activity included improved energy
levels, improved functional capacity, the confidence to
carry out ADL and RTW, and a sense of wellbeing
(Dennis et al., 2013; Krouse et al., 2017; Spence et al.,
2011; Tomruk et al., 2015). In addition, physical activity
— particularly walking — was found to improve bowel
function for females with and without ostomies; in con-
trast, bowel function for male ostomates worsened with
increasing activity, and did not change or only slightly
improved for those without ostomies (Krouse et al.,
2017).

One strategy employed to resume physical activity
was the setting of personal goals and targets. Examples
recounted include walking an increased distance each
day round a golf course, with the final aim of playing
a round of golf (Appleton et al., 2013), and reintroduc-
ing walking outside as energy levels increased, with the
goal of returning to gardening (Shipp et al., 2015). Such
a form of personal motivation aligns with a positive
threat appraisal of the impact of cancer and resulted in
survivors being more likely to be active and desire an
increase in physical activity (Chambers et al., 2012;
Dennis et al., 2013; Shipp et al., 2015). One cited way
to achieve this increase was through a structured person-
al exercise programme after adjuvant chemotherapy
treatment, leading to reduced fatigue, increased energy
and the confidence to carry out daily occupations. The
programme gave the survivors a greater sense of well-
being — in contrast to how they had felt when receiving
chemotherapy — which in turn provided an increased
motivation to exercise further as a means of returning
to normality and increasing their sense of health (Spence
et al., 2011).

For ostomates, approaches taken for resuming occu-
pations such as swimming were to not disclose anything

about their appliance (due to a fear of offending and a
lack of knowledge and understanding from others),
timing swims for early in the morning, and not eating
beforehand (Grant et al., 2011). For other sporting
activities, precautions taken included only exercising
near bathrooms, having a spare pouching system avail-
able, and shaving hair around the stoma to limit dislodg-
ment due to perspiration (Krouse et al., 2017). Survivors
also commented on the advantages of social support
when returning to physical activity and leisure occupa-
tions (Shipp et al., 2015).

Sexual activity. A change in sexual activity was reported
for both males and females, with impairment affecting
between 31% and 67% of survivors (Arndt et al., 2004;
Cengiz and Bahar, 2017; Cotrim and Pereira, 2008;
Domati et al., 2011; Grant et al., 2011; Ramirez M
et al., 2009; Vironen et al., 2006). Males are more com-
monly impacted, particularly those whose cancer was in
the rectum and following abdominoperineal resection
(APR) surgery (Knowles et al., 2013; Vironen et al.,
2006). A proportion of males attributed decreased
sexual activity to reduced erectile function, retrograde
ejaculation and impotence (Cengiz and Bahar, 2017;
McMullen et al., 2017; Vironen et al., 2006). Women
reported that anatomical changes after surgery made
sexual intercourse painful or even impossible (Grant
et al., 2011; Ramirez M et al., 2009; Vironen et al.,
2006). They also described how the presence of an
ostomy provided a substantial barrier when seeking a
sexual partner, due to the perceived smell and reactions
to the sight of the pouching system (Grant et al., 2011;
Ramirez et al., 2009). Some survivors reported they had
ceased all partnered sexual activity, with celibacy or
masturbation preferred to accommodating changes in
their body (Ramirez et al., 2009). For some older survi-
vors, sex was no longer considered important to main-
tain a happy marital relationship and was replaced with
non-sexual acts of intimacy and love, such as picking
bunches of flowers for a partner (Ramirez et al., 2009).

As a means of resuming sexual activity, female survi-
vors described the importance of a supportive spouse
and the instigation of practices related to ostomy man-
agement. These included ensuring the bag was new or
emptied of all faecal matter before sex and then covering
it with a towel or item of clothing (Ramirez et al., 2009).

Employment and role functioning. Employment was
affected in terms of leaving work or reducing hours,
and changes in tasks or productivity (Beesley et al.,
2017; Domati et al., 2011; Hamaker et al., 2015).
Health and medical reasons were specified as reasons
for not returning by most survivors (80%), whereas for
others cancer potentially contributed to a reassessment
and change in mindset regarding the importance of work
and provided the catalyst for retirement plans (Appleton
et al., 2013; McGrath et al., 2017). Although it is stated
that most survivors who returned to employment did not
experience difficulties (McGrath et al., 2017), others felt
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their work participation was significantly compromised
(Beesley et al., 2017).

Studies utilising QoL measures also considered
employment combined with other forms of occupation.
Findings identified role limitations, particularly for
those who had received adjuvant chemo or radiotherapy
and rectal cancer survivors and as a result of a decline in
emotional health in women (Arndt et al., 2004; Domati
et al., 2011; Knowles et al., 2013; Vironen et al., 2006).
Reduced role functioning and productivity is reported
for survivors with an ostomy in comparison to those
without (Cotrim and Pereira, 2008; Hornbrook et al.,
2017); this conflicts with Yau et al. (2009), who found
no significant differences between the two groups.
Ostomates experienced difficulties with physically
demanding tasks such as bending and lifting heavy
objects, privacy issues and the extended bathroom time
required (Beesley et al., 2017; Hewes and Graney, 2014;
Hornbrook et al., 2017; McGrath et al., 2017). For those
without an ostomy, the disruption and social embarrass-
ment resulting from altered bowel habits provided a bar-
rier to employment (Beesley et al., 2017; Grant et al.,
2011; Hornbrook et al., 2017; McGrath et al., 2017;
McMullen et al, 2017). Other factors negatively
influencing RTW include loss of strength, older age,
fatigue, pain, depression, excessive sleep, and receipt of
chemotherapy and/or radiotherapy (Beesley et al., 2017,
Lynch et al., 2016; McGrath et al., 2017; McMullen
et al., 2017). Chemotherapy can specifically result in
neuropathy (contributing to limited use of hands and
feet affecting tasks such as writing and using keypads)
and cognitive difficulties (causing reduced concentration
and short-term memory issues) (McGrath et al., 2017).

Resumption of employment can be eased by emotion-
al and practical support from co-workers and supervi-
sors, and adaptations to the work day such as starting
later, the reduction of business travel, and assignment to
less physically and mentally demanding tasks (Appleton
et al., 2013; Hewes and Graney, 2014; Hornbrook et al.,
2017; McGrath et al., 2017). Reported benefits of RTW
for bowel cancer survivors included improved functional
wellbeing and overall QoL, social support, a structured
routine, an increased sense of worth, distraction from
illness, financial benefit and a feeling of returning to
normality (Appleton et al., 2013; Beesley et al., 2017;
McGrath et al., 2017).

Physical functioning. Some bowel cancer survivors, par-
ticularly the elderly, experienced a distinct, sometimes
permanent, decline in physical functioning, with signifi-
cant contributary factors including having an ostomy,
receipt of chemotherapy and/or radiotherapy, and
having undergone APR surgery (Arndt et al., 2004;
Cabilan and Hines, 2017; Cotrim and Pereira, 2008;
Hamaker et al., 2015; Tomruk et al., 2015; Vironen
et al., 2006). One study reports that one year post diag-
nosis 40% of survivors had not resumed housework,
23% not resumed driving and 50% not resumed shop-
ping (Hamaker et al., 2015). The extent of functional

decline is influenced by duration of survivorship;
improvements over time are reported, as well as only a
minimal impact on physical functioning for survivors of
5 years or more (Arndt et al., 2004; Cabilan and Hines,
2017; Domati et al., 2011; Kunitake et al., 2017). In
addition, poor physical functioning is associated with
poor emotional and mental health in women (Domati
et al., 2011).

One described strategy to maintain functional inde-
pendence was to adapt tasks and take precautions. For
example, one survivor no longer attempted to carry indi-
vidual items up and down stairs, instead putting them all
in a plastic bag (Appleton et al., 2013). The importance
of maintaining routines and a sense of normality is also
stressed (Appleton et al., 2013; Cengiz and Bahar, 2017,
Wilson et al., 2010).

Self-care. Those without an ostomy experienced issues
relating to faecal incontinence such as soilage, the use
of absorbent pads, and managing functional changes
(Appleton et al., 2013; Cengiz and Bahar, 2017; Hewes
and Graney, 2014; Ho et al., 2016; Hornbrook et al.,
2017; Landers et al., 2011; Ruakere, 2016). Practices
were revealed such as using barrier cream and moist
wipes to reduce anal soreness due to frequency of
bowel movements (Landers et al., 2011; Ruakere, 2016).

Ostomates often reduced frequency of showering,
with discomfort observing stool in the pouch, and
some only showering on days when pouching systems
were changed; increased time spent in the bathroom
was also described, as well as practices such as covering
the stoma with a thin film dressing when bathing (Cengiz
and Bahar, 2017; Hewes and Graney, 2014; Ho et al.,
2016). Moreover, personal cleansing times were adapted
— such as before prayers in the case of Muslim survivors
— and clothing chosen to accommodate an ostomy such
as loose garments not tucked into trousers or skirts and
bikini underwear instead of briefs (Cengiz and Bahar,
2017). Wilson et al. (2010) highlighted the speed with
which permanent ostomy survivors adopted new daily
routines to create their ‘new normal’, whereas those
with temporary ostomies tended to put their lives on
hold while waiting for their reversal as this was viewed
as crucial for a return to normality. In addition, osto-
mates relayed the importance of becoming educated and
informed as to the importance of caring for an ostomy to
increase independence and confidence (Ruakere, 2016).

To accommodate changes in bowel function such as
diarrhoea, stoma irritation and increased gas, both
ostomy and non-ostomy survivors described how they
recognised patterns, experimented, and developed rou-
tines. For example, some kept records of bowel move-
ments to investigate the effect of various foods and
medication, and subsequently modified diet, meal
times, portion sizes and speed of eating accordingly
(Appleton et al., 2013; Dennis et al., 2013; Domati
et al., 2011; Grant et al., 2011; Knowles et al., 2013;
Krouse et al., 2017; Landers et al., 2011; Ruakere,
2016; Wilson et al., 2010).
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Changes in sleep patterns due to the inability to
remain asleep or sleep in a favoured position for fear
of damaging the ostomy, pouch leaks or the need to
get up to empty the pouch affected ostomates (Cengiz
and Bahar, 2017; Grant et al., 2011). Non-ostomates
also experienced disruption as a result of increased noc-
turnal bowel movements (Ruakere, 2016).

Discussion and implications for occupational
therapy

Some review studies indicate a good QoL and only small
physical functional deficits for many bowel cancer sur-
vivors, particularly long-term survivors (Arndt et al.,
2004; Kunitake et al., 2017; Vironen et al., 2006).
However, it is worth considering the subjective nature
of the QoL measures used and the potential impact of
the response shift process. Having survived cancer, indi-
viduals’ positive health perceptions could have altered
from the time of diagnosis to treatment conclusion,
impacting their overall view of life (Krageloh et al.,
2018; Vironen et al., 2006). Moreover, many studies
report extensive physical and psychological sequalae
experienced by survivors, significantly impacting their
day-to-day lives, occupations and QoL.

Despite these challenges, there is a distinct lack of
general health professional support after treatment,
with a discrepancy between client need and service deliv-
ery. As a result, individuals feel abandoned as they
struggle with the transition from active cancer patient
to survivor (Drury et al.,, 2017; Ho et al., 2016;
Knowles et al., 2013), resulting in increased depression
and anxiety, and reduced QoL (Hornbrook et al., 2017).
As one survivor stated, “‘When you’re done, there’s noth-
ing. It was kind of like bang, that’s it. You’re out of here.
You're not important any more’ (Ho et al., 2016: 1474).
Despite acknowledgement of a distinct correlation
between QoL and participation in activities and func-
tional capacity (McMullen et al., 2017; Tomruk et al.,
2015), the link between increased mental health and
staying productive (Hornbrook et al., 2017), and the
importance of socially valued roles in regaining personal
identity (Appleton et al., 2013), survivors are often left
to devise self-management strategies to accommodate
the effects of their cancer (Appleton et al., 2013;
Wilson et al., 2010).

One of the professions underrepresented and underu-
tilised with bowel cancer survivors, and within the oncol-
ogy field in general, is occupational therapy (Pergolotti
et al., 2016), with a reported need for practice to be more
occupation-focused (McGrath et al., 2017). The fact that
occupations can be so significantly impacted by bowel
cancer suggests a distinct role for occupational thera-
pists, whose unique perspective and skills perfectly posi-
tion them to facilitate bowel cancer survivors’
engagement in meaningful occupations (Braveman
et al, 2017). This review highlighted several

considerations concerning increasing and improving
occupational therapy practice for this client group.

Firstly, occupational therapy input could be initiated
as soon as a bowel cancer diagnosis is received, facilitat-
ing the building of early therapeutic relationships that
can be continued throughout treatment and beyond
(Buckland and Mackenzie, 2017). An already-
developed rapport and continuing support from a
trusted occupational therapist could reduce feelings of
vulnerability and abandonment at the conclusion of
treatment, and contribute to open communication — a
key issue in improving wellbeing for survivors (Drury
et al., 2017). In addition, occupational performance
issues can be identified and addressed immediately,
potentially reducing functional decline and the resultant
impact on occupational participation (Buckland and
Mackenzie, 2017; Cabilan and Hines, 2017). Review
findings highlight the unique challenges and issues of
bowel cancer survivors, knowledge that when combined
with early and effective occupational therapy input can
optimise patient support, minimise impact on daily life
and better identify those who may be at greater risk of
reduced functioning and therefore benefit from therapy.

Secondly, there is a need for practice to extend
beyond self-care and physical function, and be more
focused on promoting occupational engagement, to
ease the transition process and address the often accom-
panying anxiety and depression (Buckland and
Mackenzie, 2017; McGrath et al., 2017). Engaging in
meaningful occupations can have a healing benefit pro-
moting self-esteem, confidence, a sense of normality,
greater control, personal identity and improving overall
QoL (Appleton et al.,, 2013; Krouse et al.,, 2017;
McMullen et al., 2017; Ruakere, 2016; Shipp et al.,
2015; Spence et al., 2011). Interventions using an inte-
grated approach targeting psychosocial, symptom and
lifestyle variables (Steginga et al., 2009) could address
areas such as maintaining social networks and personal
relationships, remaining productive, anxiety manage-
ment, normalising experiences and validating loss of
status, and engaging in leisure occupations. Such
occupation-focused rehabilitation would assist people
to accommodate ongoing effects and support mental
health.

Finally, the findings indicate an increased presence in
vocational rehabilitation would benefit bowel cancer
survivors. Engagement in productive occupations has a
pronounced effect on health and wellbeing, and is often
viewed as a positive step on the road to recovery
(Gordon et al., 2014) that provides social support, rou-
tine, financial benefit, an increased sense of worth and
improved functional wellbeing over time (Beesley et al.,
2017; McGrath et al., 2017). Occupational therapists can
assist with adaptations to duties and the work environ-
ment, teach coping strategies to overcome functional dif-
ficulties, negotiate with employers and help with
strategies to improve sleep (Beesley et al.,, 2017;
Buckland and Mackenzie, 2017; McGrath et al., 2017).
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Further research

Occupational therapy can undoubtedly benefit bowel
cancer survivors, but current input is limited. This is
possibly due to a lack of research into the disease’s
impact on occupations and specific strategies to
manage those impacts, thus resulting in occupational
therapists being ill-equipped to gain a role in this field.
The fact that this review generated 33 publications, only
one of which was authored by occupational therapists
(Shipp et al., 2015), highlights this discrepancy. Further
research could focus specifically on occupational
impacts for bowel cancer survivors. Enhanced knowl-
edge of occupational engagement for bowel cancer sur-
vivors would enable therapists to view their clients as
occupational beings and use occupation therapeutically
(Hocking, 2009). Findings could help define the role of
occupational therapy within bowel cancer survivorship
and recommend potential interventions to improve
participation.

Limitations

Several limitations of the study are recognised. Firstly,
as the initial literature search and screening of titles and
abstracts was conducted by one reviewer (EM), litera-
ture could have been missed that may have been identi-
fied by multiple reviewers. Secondly, as this review was
conducted as part of a doctoral study, data charting was
predominantly performed by one author. To address the
issue of bias, final headings in the chart were developed
after negotiation between all three authors and a second
author (CH) verified a 15% sample of publications.

Conclusion

The scoping review findings provide an overview of
occupational engagement, disruption, enablers and
self-management strategies for bowel cancer survivors
and suggest an obvious role for occupational therapists
to assist people with cancer-related loss of function to re-
engage in valued occupations and improve wellbeing.
This enhancement in knowledge regarding the impact
on occupations, and strategies employed to facilitate
participation, can assist both survivors and the practi-
tioners working with them. Drury et al. (2017) suggested
health professionals have a duty to ensure bowel cancer
survivors’ health, information and supportive care needs
are met after treatment conclusion; this is a duty poten-
tially eased when armed with knowledge of the likely
impact on, and ways to manage, day-to-day life.

Key findings

e Several occupational domains are impacted by bowel
cancer

e Health professional support after treatment conclu-
sion is lacking

® QOccupational therapy is ideally positioned to facili-
tate bowel cancer survivors’ engagement in
occupations

What the study has added

This review reveals the impact of surviving bowel
cancer on occupational participation, and the poten-
tial for an increase and improvement in occupational
therapy input for those affected.
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