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 Abstract: 

Background: Inflammatory Bowel Disease is a chronic, untreatable condition represented by 

two illnesses, Crohn's and Ulcerative Colitis. Despite high incidence in well-developed 

industrialised countries, and the significant impact of symptoms on patient's quality of life, 

little is known about living with Inflammatory Bowel Disease.  

Aim: To explore the patients' experiences of living with Inflammatory Bowel Disease 

Design: A qualitative systematic review. 

Data sources: CINAHL, Medline, British Nursing Index and PsycINFO were searched using 

the following key words: Inflammatory bowel disease AND experiences. We have limited the 

search to studies published in English from 2000 to 2017. 

Review method: Thematic synthesis. 

Results: Data from 23 studies, identified that fatigue, incontinence and uncertainty about 

future, body image, and lack of information from healthcare professionals dominated the 

experiences of those living with Inflammatory Bowel Disease. Also, patients living with 

Inflammatory Bowel Disease were reluctant to disclose their illness due to lack of public 

awareness and stigma surrounding symptoms. From these, an overarching theme has been 

identified: Living in isolation and exclusion. 

 Conclusion: Patients with Inflammatory Bowel Disease face a variety of problems, often 

their priorities and those of healthcare professionals differ greatly.  Healthcare professionals 
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have little evidence needed to provide adequate, holistic care to this group. With a rise in the 

Inflammatory Bowel Disease population in newly industrialised countries it is estimated that 

the condition is turning into a global disease, potentially making long term care 

unsustainable. More evidence is needed to understand the concerns of this group . 

Contribution of the Paper 

What is already known about the topic? 

• There is little qualitative evidence on patient experiences of living with Inflammatory 

Bowel Disease. 

• Understanding their needs and concerns helps nurses to deliver holistic patient centred 

care. 

What this paper adds 

• People living with Inflammatory Bowel Disease have a wide array of concerns with 

significant impact on their physiological and emotional wellbeing. 

• The impact of the condition on their daily life leads to an existence in isolation and 

exclusion. 

• Further research should be done on adolescents/young adults living with the condition 

as a significant gap was found in the literature. 

Key words: Inflammatory Bowel Disease, patient experience, qualitative review, 

and nursing. 

INTRODUCTION AND BACKGROUND 

Inflammatory Bowel Disease (IBD) is a chronic condition broadly represented by 2 

different illnesses, Crohn’s Disease (CD) and Ulcerative Colitis (UC). The exact cause is still 

unknown and IBD remains untreatable for some patients. Patients can experience abdominal 

pain, diarrhoea, weight loss, chronic fatigue and in some cases extra intestinal manifestations 
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such as joint or eye problems (Day et al, 2012). Symptoms are unpredictable and the 

condition is characterised by periods when symptoms are quiescent and acute flare ups occur 

(Whayman et al, 2011).  Between 25% and 75% of IBD patients will experience at some 

stage episodes of faecal incontinence due to the illness (Norton et al, 2012). Complications as 

a result of IBD can include bowel strictures resulting in surgery and stoma formation, 

weakened immune system and increased risk of bowel cancer.  

The incidence around the world places Europe as having the highest rates of IBD with 

UC cases 505:100 000 population, and CD 322 :100 000. North America has around 249:100 

000 UC patients and 319:100 000 with Crohn’s, whilst Asia and Middle East reported around 

5:100000 Crohn’s and 6:100000 UC patients (Molodecky et al, 2012). There is no data 

regarding racial distribution, however there are reports of increased incidence in Asian and 

African countries, but one can argue that this may be due to improved diagnosis. Disparity in 

access to healthcare in low income countries may also contribute to the low numbers 

reported.  Given the chronic nature of the symptoms and the severity of these, the condition 

has a significant impact on the patients’ life, not to mention costs to the health services. As an 

example the lifelong costs for the care of an IBD patient are comparable to the costs for some 

cancer patients (Mowatt et al, 2011).   

There are a wealth of quantitative studies which measure quality of life, the concerns and 

worries of those living with IBD, or the impact of symptoms on daily living, with the 

majority suggesting a negative impact of the condition on the health related quality of life. 

However, these studies do not give an insight on the patient experience. Studies drawing on 

qualitative data can provide rich detail about the lived experience of patients with IBD, 

attributing broader meanings and enhancing understanding. 
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AIM 

In this literature review we sought to identify and synthesise the existing evidence which 

provided a qualitative in-depth account of the experiences of those living with IBD, in order 

to understand their concerns and impact of the illness on daily life. 

Research question: What are the experiences of those living with IBD? 

DESIGN 

Thomas and Harden’s (2008) thematic synthesis approach was used for this review and 

ENTREQ guidelines were followed for reporting systematic qualitative reviews (Tong et al, 

2012). 

Search methods  

A systematic literature search was run on several electronic databases: CINAHL, British 

Nursing Index Database, Medline and PsycINFO. The following search terms were used: IBD 

OR inflammatory bowel disease OR Crohn’s disease OR ulcerative colitis AND Experiences 

OR perceptions OR attitudes OR views. Searches were limited to ‘English language’ and 

‘human’ from 2000 to 2017 (December). A further hand search was performed through the 

reference lists of the articles identified as answering the research question, with one thesis 

being identified and retained for review. We read all the abstracts in first instance as a study 

screening method. 
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Table 1. 

Inclusion criteria Exclusion criteria 
Primary research Research looking solely at experiences 

following surgery in IBD (i.e. stoma) 
No age restrictions Experiences related to treatment and the 

provision of care. 
IBD diagnostic Studies where IBD and other chronic illness 

were analysed together 
Experience of living with IBD Quantitative research  

 
English language  
Published 2000-2017  
 

Search outcome 

A total of 705 studies were retrieved, and after removing the duplicates 663 papers were 

retained. From these, all the quantitative studies were discarded, leaving 36 full texts that 

were read after the abstracts were matched to the inclusion/exclusion criteria and were 

confirmed as primary research of a qualitative nature. Studies where IBD was not the main 

focus were removed due to the difficulties in correctly assessing what statements belonged to 

our group of interest if other long term conditions were compared to IBD. Similarly, those 

which did not represent patients’ perspectives were excluded. As a result, 23 studies were 

included in the review, of which 5 were theses and dissertations (see figure 1). 
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Figure 1: Prisma diagram 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Quality appraisal 

 All the studies included were subject to critical appraisal guided by the Critical Appraisal 

Skills Practice tool (2017) for appraising qualitative research. All authors were involved in 

the appraisal and the decision as to which studies met the inclusion/exclusion criteria.  It was 

concluded that all used appropriate methods for their aims, and it was noted that newer 

studies had a more detailed methodology than older publications.  Although several papers 

lacked detail regarding ethical issues, the decision to include them was taken based on the 

fact that reporting and publishing standards have changed significantly in the past 17 years, 

therefore at the time of their publishing these papers have met the criteria existing at that 

time. Some difficulty was encountered in evaluating the auto ethnographic research, but the 

decision to include them in the review was taken as they provide valuable insight to the lived 
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experience of this group, evoking a believable and possible experience (Ellis and Buchner, 

2000). The autoethnographic studies included in this review were appraised following 

Richardson’s (2000) criteria for autoethnography reviews.  Autoethnography should be 

appraised based on credibility, accountability and dependability (Medford, 2006) and 

ultimately on the judgement of an experienced researcher (Le Roux, 2016).  

Data abstraction 

Thomas and Harden’s (2008) framework was used for analysis as data originated from a 

range of studies that were relevant to the research question. The concerns and perspectives 

described by those living with the condition were identified in the studies, annotated and 

assigned to a code (Aveyard, 2016).  Concerns of IBD population identified in previous 

literature (Casati et al, 2000; Stjernman et al, 2010) were used at first for coding using 

framework analysis. Following line-by-line coding of all data in the studies included, more 

codes were identified and used to define the descriptive subthemes.  

 

Synthesis 

From the descriptive subthemes, analytical themes were generated through inductive 

analysis; providing new interpretations to the data from the primary studies. After 

preliminary themes were identified by the first author, all three authors audited the process, 

refined the themes and a consensus was made to final naming of themes. Once the analytical 

themes were named, a second assessment of each studies’ contribution to these themes was 

conducted (Dixon-Woods, 2006). 
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RESULTS 

Data was collected from 18 studies, 4 theses and 1 dissertation that met the 

inclusion/exclusion criteria. Of these, 19 used qualitative methods and 4 mixed methods; 

however, only the qualitative data from these was used for our review. The total sample was 

825; geographical areas of the studies was mainly UK and Europe, followed by Canada, USA 

Australia and New Zealand. 

Table 2 

 

 

 Little information was provided in terms of ethnic diversity, some studies giving limited 

details regarding the sample they have included, but most of the studies’ limitations 

suggested that a predominantly white Caucasian population was included. In terms of the age 

groups studied, the majority of the population included in the selected studies were adults, 

and from the limited information given regarding the ethnicity, it appears that around 6% 

were black or ethnic minorities. 

 

USA, 4

UK, 11

Canada, 4

Europe, 3

New Zealand, 1

GEOGRAPHICAL AREA OF STUDIES 
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Analysis of the studies demonstrated the profound impact on the everyday life of those living 

with IBD. The main finding was the overarching theme Living in isolation and exclusion, as 

all the identified subordinate themes lead to isolation and exclusion. The following 

subordinate themes were identified: living in isolation and exclusion, living in secrecy, living 

with a flawed body, living with restriction and living in fear. Each theme is comprised of a 

number of subthemes (see figure 2). 

Figure 2. Themes and subthemes 

 

 

 

 The themes were found in almost every study with few exceptions in cases where the study 

was looking at specific aspects of IBD impact, such as fatigue or diet (see table 2). 
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Table 3. Strength of themes 

Author Living in 
secrecy 

Living in a 
flawed 
body 

Living with 
exhaustion 

Living with 
restriction 

Living 
with fear 

Alexakis et al      
Burger, J      
Barned, C. et al.      
Compton, I      
Cooper et al      
Czuber-Dochan 
et al 

     

Daniel,J      
Defenbaugh ,N      
Devlen et al      
Dibley et al      
Dibley L      
Hall et al      
Lindfred et al      
Lynch &Spence      
Matini & Ogden      
Moore, I      
Mukherjee et al      
Micallef-
Konewo,E 

     

Nicholas D et al      
Palant et al       
Prince et al      
Sammut et al      
Sykes et al      
 

Living with exhaustion 

Fatigue has been given much attention over the years as being one of the most distressing 

consequences of the disease reported by patients. The lack of energy was expressed by 

participants in most of the studies from 2000 onwards (Cooper et al, 2010; Sykes et al, 2015; 

Sammut et al, 2015;; Dibley et al, 2014). There are various aspects of fatigue  that were 

investigated such as causes, management, impact on daily life and support seeking (Czuber-

Dochan et al, 2012). However, the most inconvenient, from patients’ perspective was the 

effect that fatigue had on the participants’ life. The constant struggle to perform normal daily 
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activities was highlighted in a few studies (Cooper et al, 2010; Czuber-Dochan et al, 2012; 

Burger, 2005; Moore, 2012; Sykes et al, 2015) 

 ‘It’s not just the tiredness, it’s this feeling of not being able to bother with 

anything… just losing interest (Czuber-Dochan et al, 2012, pg.1991). 

 This is also illustrated by a statement showing the effect of fatigue depicted in an auto 

ethnographic study (Moore, 2012, pg.203): 

 ‘…I can feel the effort to keep my eyes open, their heaviness drags my whole 

posture lower and lower in my chair. ‘‘ARRRGGGHHHHH’’I just let out. ‘’I 

hate feeling tired’.  

In some instances study participants had even adapted their family planning according to 

their energy levels dictated by the condition and decided to only have one child (Czuber-

Dochan et al, 2012). Others felt that they could not look after more children ‘…I decided not 

to take the risk and bring another child into the world. I probably would not even be able to 

look after him.’(Sammut et al, 2015, pg.2663) 

The participants in the studies above were all adults. Studies looking at children and 

adolescents indicate fatigue is a problem but this is expressed as reduced levels of physical 

activity. Younger patients who led an active life prior to their diagnosis were most affected 

by the limitations associated with the lack of energy (Moore, 2012). Some patients denied 

that they had reduced the level of physical activity due to illness, although during relapses all 

were unable to engage in exercise as a result of low energy levels (Sykes et al, 2015). 
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Living in secrecy 

Participants described living in secrecy, associated with not disclosing their condition. This 

theme comprised several facets, including having an invisible illness and not being believed, 

to lack of public awareness. These are discussed in detail below. 

Having an Invisible illness  

 Secrecy surrounding the condition was described by participants in most of the studies. 

Adults and younger patients talked equally about hiding their illness because they did not 

want to discuss embarrassing symptoms ‘Well it’s just something I have to live with. Bowel 

disease, the subject’s not right for conversation.’(Hall et al, 2005, pg.451). Micaleff-

Kowenko (201) also identified secrecy around embarrassing symptoms as a barrier to 

disclosure in her study with children living with IBD. 

Another reason for their secrecy resided in the difficulties of dealing with an invisible illness. 

There are no obvious signs of disability as the physical appearance of an IBD patient is 

suggestive of a healthy person. 

‘It’s only when you tell people that you’ve got Crohn’s disease and the fact that 

nobody had a clue, oh what’s that then, you know what I mean, that’s the sort of 

response you get, and nobody actually thinks there’ anything wrong with you, and it’s 

one of those invisible illnesses that you look OK on the outside but on the inside is a 

totally different story.’ (Matini and Ogden, 2015, p.2497). 

In several circumstances this invisibility caused those living with the condition to avoid 

giving explanations that would be embarrassing or would question their credibility. 

Defenbaugh (2007) made a metaphoric comparison between her physical appearance and her 

bowel; both of which looked healthy to the naked eye - the reality being different when put 
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under the microscope. Having an invisible illness is exacerbated by a lack of public 

awareness surrounding the condition. 

 Lack of public awareness 

 Lack of public awareness was described by participants in several studies. However, one 

study indicated that this might be more evident in certain cultures. 

Alexakis et al (2015) found that participants from different cultures felt that their 

communities had little or no awareness of IBD. Patients from ethnic minorities avoided 

disclosing the condition even to close family members. 

Not being believed  

Having an invisible illness had also raised questions for some of the participants’ friends and 

family, which made them feel that they were not believed. Some felt that even amongst 

healthcare providers there were some who did not believe them: 

‘Once I was admitted to casualty with acute pain and still he (the doctor) told me that 

nothing was wrong…In the meantime I took tranquilizers and he (the doctor) told me 

to continue taking them since I was having panic attacks….but I knew that something 

was wrong…I began to doubt whether my family believed me or not and I would fill 

up with anger’ (Sammut et al, 2015, p.2663) 

  Children and adolescents similarly reported not being taken seriously (Alexakis et al, 2014; 

Daniel, 2005) or not being believed, which ultimately resulted in them not disclosing their 

condition. Not being believed was in constant evidence in both adult and young population 

who participated in the studies. 
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Living in a flawed body 

The research literature revealed many participants experienced a sense of living in a flawed 

body; evidenced through a sense of loss of control over it, and the sense of having a damaged 

body image. These are discussed in detail below. 

Losing control over your body 

Frequently participants described how the inability to have control over aspects of their body 

gave them the perception of living in a flawed body. The fear of loss of bowel control was 

reported by most studies. To address this, participants described finding ways to gain some 

control over the situation and avoid such accidents (Dibley, 2014) (Hall et al, 2005), but most 

of them chose to avoid going out. 

Concerns related to body control or continence were evident in adult studies, whereas in 

young populations this subtheme was more subtle, often being referred to as an 

inconvenience caused by symptoms of bowel urgency. 

Damaged body image 

Concerns regarding body image were attributed to various reasons. The side effects of the 

medication: ’they call me a marshmallow, and pull on my cheeks when I’m on prednisone. 

This bugs me.’(Nicholas et al, 2007) or the surgery resulting in stoma formation also 

contributed to an altered body image.  

Defenbaugh (2007) talked about the ’grotesque body’ in her auto ethnography study which 

portrayed a suggestive image about her ‘messy, leaky body’ (Defenbaugh 2007, pg.55). 

Similar views were identified in Daniel (2002) who quoted a participant who felt ‘damaged 

in some way’.  Dibley et al (2014) stated that life changing decisions grounded on body 

image issues resulted in the choice for celibacy following stoma formation in the case of a 
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participant. No further details were given; however, it suggested the body image had a 

considerable role in the decision. Other excerpts from the same study showed a similar 

pattern:  

‘From the day I was told (the stoma) is basically going to be reversed, I decided that I 

wasn’t even going to have any interest in relationships for the period I had the 

stoma.’ (Dibley et al, 2014, p.26) 

Body image was found to be of importance mainly in younger patients in contrast to the older 

adults. In studies with children we identified that the peer acceptance was affected based on 

looking or being different. Some felt excluded by not being ‘normal’ and this also led to 

isolation:  ‘I feel isolated and ridiculed’ (Nicholas et al, 2007, p.7). 

 

Living with restriction 

Unpredictability of the symptoms, dietary changes, feeling unable to reach full potential and 

feeling a burden to loved ones, together comprised the sense of a life of restriction. 

Living with unpredictability 

Most of those interviewed have commented on the unpredictability of the symptoms: 

‘There’s really nothing to do to  prevent that  because that's my biggest thing, like 

what can I do to prevent things when I ’m  just doing what I do every day and I’m not 

changing anything and it’s still happening to  me out of  the blue. You know I just 

don’t know how to deal with that…’ (Compton, 2002, p.40) 

On many occasions people felt they were in a permanent state of unrest, with little or no 

control over maintaining some stability. In an attempt to gain some control over the 



16 
  

unpredictability of the disease, the majority decided to reduce to a minimum any social 

events and activities that would be hard to manage should the symptoms return. 

‘...I remember the last time I went out… I was in a bar and I had an attack of pain 

and I needed to use the toilet, I rushed to the toilet, something which I really hate to 

do when I am out… By the time I was dressing up to go out I felt the need to sit on the 

toilet again and then I promised myself never to go out again’ (Sammut et al, 2015, 

p.2664) 

Dealing with the unpredictability had limited the participants’ ability to plan for the future 

and in many instances this was closely related to them not reaching full potential. 

Feeling unable to reach full potential 

Difficulties with reaching full potential has been commonly found in younger adults. 

Absenteeism from school as a result of the condition was found to affect their career 

prospects, some choose a career path that would fit their condition as opposed to what they 

would have liked to do (Nicholas et al, 2007).  

 ‘…for like the last 2 years literally , I was literally at home unless you had to go to 

the hospital and I became isolated, so education wise, I kind of , I don’t see myself 

doing it anymore. I‘ve lost that. (Female, aged 20, CD) (Alexakis et al, 2015, p.670) 

Adults touched on this aspect reporting adjusting their employment to their condition by 

taking part time employment or, in some cases, unemployment altogether.  

Dietary constraints 

Restriction imposed by condition was also connected to the diet. Having to change the way 

they eat after diagnosis has been identified in studies looking specifically at this (Palant et al, 

2013; Price et al, 2011), although in several others it was identified as a measure taken to 
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prevent flare ups. Food has significant cultural connotations and some of those affected by 

the condition described the added struggle in maintaining the social norms expected by their 

cultural/ethnic group. This aspect was particularly emphasised in a study looking into 

challenges faced by black ethnic minorities living with IBD (Alexakis et al, 2015). 

    ‘ It’s just the way the ethnic community is and with food and obviously food is a big 

part of the culture….everything is based around food, weddings are based around 

food, you go into people’s houses, it’s all about bringing as much food as you can and 

that’s what entertaining is. That’s the thing isn’t it?’ (Alexakis et al, 2015, p.668). 

Similarly, some patients reported that the condition interfered with their religious eating 

practices; the same study suggest that more than half of those interviewed could not fast 

during Ramadan as a consequence of their condition.  

Nevertheless food restrictions or diet alteration was not only specific to minority cultures. 

People from dominant cultures also reported how living with IBD had changed their eating 

habits. Some of these were due to the potential of exacerbating their symptoms, others due to 

the food regimens required at times of bowel rest (Palant et al, 2013) (Moore, 2012). Not all 

the patients were forced to change their eating habits, although one study stated that 82% of 

the IBD patients invited to take part had reported issues related to food (Price et al, 2011). 

Statements of those who didn’t view food as a concern were also found in Cooper et al 

(2010). In children and adolescents the issues surrounding food were related to the food 

restrictions required at times for bowel rest (Nicholas et al, 2007). 

Feeling a burden 

Some have given accounts on how IBD affected them and their family and made them feel a 

burden by requiring a lot of support (Sykes et al, 2015) (Hall et al, 2005). Feeling guilty or 

feeling a burden was found to be quite similar concepts in the studies included: 
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‘ I think there’s got to be at least five times I can think of that I basically tried to push 

him( boyfriend) out of my life…It’s somehow easier to do that than to deal with the guilt of 

not being able to...you know…be a normal girlfriend for him’ (Daniel, 2002, p.88) 

Feelings of guilt were common in parents with IBD who felt unable to provide the care they 

wanted for their children. Restrictions were made on where they could take the children or 

what activities they could do together (Mukherjee et al, 2002). 

Living in fear 

Fear took many aspects but more prevalent was found to be the fear of complications and fear 

of the unknown due to the lack of information from healthcare professionals. 

Fear of complications 

 This was identified in various patient statements. Whether this was the fear of living with the 

condition, fear of having surgery, the fear of developing cancer or passing the disease to the 

next generation. It posed a heavy weight on people with IBD. Younger patients have even 

expressed the fear of dying: 

‘It was not so much fear of having the condition but fear of dying…. You think you 

can avoid dying but you’re just going through hell. I was basically skin and bones….’  

(Lynch and Spence, 2007, p.226) 

 Deffenbaugh (2007) talks about her fear of surgery: ‘I ask on behalf of my body who is 

scared shitless as she stares into your wounds and ponders a surgical fate. I ask because I 

am afraid.’ (p.137). 

Fear of the unknown 

This, in many cases, resulted from lack of information from the healthcare professionals 

involved in the care of the participants.  It appeared that the less information about the 
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progress and complications of IBD was given, the more reported to be fearful.  Also, 

experiences of clinical care where non specialists had limited knowledge of IBD had 

exacerbated the fear of the unknown coupled with loss of trust in healthcare professionals 

(Alexakis et al,2015). 

Similar findings were reported by Cooper et al (2010) who stated that non specialist IBD 

healthcare professionals involved in the care of the participants was identified to cause 

significant concerns to the participants, by attributing symptoms to other conditions.  

DISCUSSION 

  This review has captured the accounts of patients’ experiences and highlights the 

complex challenges of living with IBD. The theme that was identified in all of the studies, 

irrespective of the aspects explored, was Living with exhaustion. Fatigue is the subject of 

ample work that looks at ways to relieve it and is an aspect investigated predominantly by 

clinicians. 

Another major concern was the inability to control their bowels from Living in a flawed body 

theme. Continence care for IBD raises a major issue for healthcare professionals. Being afraid 

of losing bowel control in public and the stigma attached to such an incident was evident 

from numerous accounts. Body control is a complex process and yet very little is known 

about it. It is also making us socially acceptable and, although for some who have faecal 

incontinence may not be seen as an issue, others perceive themselves as not being competent 

adults (Norton, 2004).  Norton et al (2013) suggested that incontinence is still under reported 

by IBD patients. This may be because insufficient opportunities for the patients to voice such 

sensitive issues, or others may not be aware there are options to alleviate the severity of 

incontinence symptoms.  In the same study, IBD patients with faecal incontinence reported a 

lower quality of life and they were also reporting lower social functioning. 
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The second most common theme alongside Living in a flawed body was Living in secrecy. 

The difficulty in continuing to live as normal as possible was hindered by the uncertainty of 

the disease. They lived in a fluid state that was constantly changing and felt powerless in 

maintaining some sense of control. Not being able to disclose their condition had a negative 

impact on their psychological and emotional health, resulting in either reducing or 

withdrawing from social activities. The psychological and emotional baggage attached to the 

condition remains an un-promoted issue which is still poorly addressed by healthcare 

professionals (Kemp et al, 2012). The difference between IBD and other invisible chronic 

illnesses sits in the difficulty of discussing symptoms that can be seen as unacceptable for 

public discussion with others from outside their close circle. This review suggests that 

patients with IBD perceive themselves as having a ‘spoiled identity’ (Goffman, 1963) and 

avoid disclosing their illness, regardless the age of the patients. The secrecy surrounding the 

condition was an important finding and closely related to perceived stigma and/or fear of not 

being believed. Stigma surrounding the condition was subject to ample discussions in some 

of the papers and the need for secrecy adds significantly to the burden of the disease. The 

lack of public awareness about the condition is a key factor in daily experiences faced by 

some patients (Bray et al, 2015).  Saunders (2014) argues that taboos surrounding the bowel 

conditions need to be addressed, however this cannot be done by research alone. But what is 

notable is that all five themes identified have impacts on social relationships and interactions 

of IBD patients with the ‘outside’ world become irremediably disrupted. Looking at all the 

themes, we can conclude that overall, living with IBD means living in some degree of 

isolation and exclusion. 

 Evidence from this review is supported by quantitative studies emphasising the extent of the 

problems by measuring health related quality of life and IBD related concerns (Stjernman et 

al, 2010; Mussel et al, 2003; Levenstein et al, 2001). A large European survey looking at the 
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international perspective of the impact of IBD on patients’ lives gives valuable data from 

various aspects of life, the burden of symptoms and the delivery of care. It suggests that 96% 

of the respondents suffer from fatigue during flares, women aged 19-43 being the most 

affected. Half of the participants agreed that IBD had negatively affected their work or career 

pathway and reported their intimate relationships had been affected, rising to 64% for those 

with certain types of colitis. The study also revealed that 66% of the respondents were 

worried about toilet availability and they considered the presence of a toilet when they 

planned a trip (Wilson et al, 2012).  

What we found interesting is the fact that a specific age group appeared to get silenced 

through inclusion in adult research (over 18) in most of the studies. Satisfaction with body 

image and acceptance by peers are most associated to self-esteem in adolescence (Coleman, 

2011), both aspects being of high concern for those living with IBD. This is also important as 

the illness is diagnosed in over half of the patients between the age of 20 to 29 (Molodecky et 

al, 2012). 

Most of the evaluations on factors influencing the IBD patient quality of life are based on 

healthcare providers and not patients.  Patient accounts of illness experiences are becoming 

more accepted as an important source of understanding the extent of disruption in the life of 

those with chronic illness. Looking at patients’ perspectives helps define what is of 

significance to the patient and ultimately helps those involved in their care to improve health 

related quality of life. This supports providing better care by addressing issues that are 

important to patients. Social isolation and withdrawal from relationships are major 

consequences of chronic illness (Straus, 1975) and the evidence from this review suggest that 

those with IBD could probably be some of the most socially isolated. Evidence into how life 

changes for IBD patients places the restriction in movement as the most negative outcome 

(Purc-Stevenson et al, 2014). 
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 Limitations 

This review only included articles in English; thus, language was a barrier to including 

studies from non-English speaking countries. Considering the lack of diversity within the 

population in this review, we acknowledge there may be publications that we were unable to 

access in order to give us a better understanding of the cultural issues posed by the condition.   

Also, there are differences between the two conditions, CD and UC, regarding the outcomes 

and complications and we have not analysed, separately, experiences particular for each 

condition. 

CONCLUSION  

The qualitative data from this review offers a deeper understanding of the major impact IBD 

has on their life and their daily struggles, and how their lives changed after diagnosis. We 

draw on research using patients’ own voices to provide a succinct account of their difficulties 

of daily living. Thus, this information could help improve their quality of life and reduce the 

burden of their condition.  

Recommendations for practice and research 

Healthcare professionals should be aware of the patient perspective and their experience of 

living with IBD. This should not just cover issues such as symptom burden but also the 

emotional and psychological aspect if a holistic care approach is the aim. The risk of 

becoming isolated must be understood and personal circumstances for each individual 

attending clinical appointments should be familiar to the care providers. 

More research is needed to explore the experiences specific to younger adults. Only 3% of 

the total sample had specifically looked at 16-24 years olds, which is suggestive of a 

significant gap in the research undertaken so far. Furthermore, there is a lack of knowledge 
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from wider cultural groups and with a different socio economic status, all those included here 

having access to good healthcare systems. 

Table 4. Recommendations for practice and research 

Living with exhaustion Fatigue should be monitored and underlying 
issues such as anaemia or personal 
circumstances, to be addressed. Research on 
strategies to cope with fatigue should be 
done. 

Living in a flawed body Referral to specialist continence /pelvic 
floor services to provide support in 
incontinence management.  

Living with secrecy/ Living with 

restriction 

Increasing public awareness of the condition 
should be prioritised as it would alleviate 
the need to conceal the illness. This should 
be extended to wider population and include 
ethnic minorities where a significant gap in 
knowledge was found.  

Living in fear Raising awareness of the condition for a 
quicker referral to secondary care would 
alleviate anxiety. Appropriate level of 
information should be provided in terms of 
potential complications and long term risks 
associated with condition.  
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