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Abstract 

Background: People with inflammatory bowel disease (IBD) require disease and lifestyle 

information to make health-related decisions in their daily lives. Derived from a larger 

qualitative study of the lived experiences of people with IBD, we report on findings that explored 

how people with IBD engage with health-related information in their daily lives. 

Methods: Participants were recruited primarily from the Manitoba IBD Cohort Study. We used 

purposive sampling to select people with a breadth of characteristics and experiences. Individual 

interviews were audio-recorded and transcribed verbatim. Data were analyzed using inductive 

qualitative methods consistent with a phenomenological approach. 

Results: Forty-five people with IBD participated; 51% were female. Findings highlighted the 

temporal and contextual influences on engagement with health-related information. Temporal 

influences were described as the changing need for health-related information over time. 

Participants identified six contextual factors influencing engagement with information to make 

health decisions: (1) emotional and attitudinal responses, (2) perceived benefits and risks, (3) 

trust in the source of the information, (4) knowledge and skills to access and use information, (5) 

availability of evidence to support decisions, and (6) social and economic environments. 

Conclusions: Findings illustrate the changing needs for health-related information over the 

course of IBD, and with evolving health and life circumstances. Practitioners can be responsive 

to information needs of people with IBD by having high quality information available at the right 

time in a variety of formats and by supporting the incorporation of information in daily life. 

Key Words: Crohn’s disease, colitis, qualitative study, information needs 
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Introduction 

Education of people with inflammatory bowel disease (IBD) is an important component 

of the management of IBD.1,2 Knowledge of the disease, treatment options, nutrition, and healthy 

lifestyles, can empower patients to make good health-related decisions in their daily lives, with 

the potential to increase adherence to health professionals’ recommendations and reduce health 

care costs.3 The overall effectiveness of patient education for people with IBD has been 

variable.4 Many people with IBD continue to have poor disease-related knowledge5,6 and unmet 

information needs.7–10  

 Several recent studies have identified the information needs of people with IBD, 

highlighting areas such as symptoms, treatments, and daily disease management.7,9–11 These 

needs can vary across the course of the disease.9 However, understanding information needs 

provides only part of the picture.  

 How people engage with, and use, the information for daily decision-making is a 

complex process. For example, Selinger et al. found a significant relationship between increased 

knowledge of IBD and higher anxiety levels.12 However, people with higher levels of anxiety 

and stress may be more likely to seek information, particularly during active disease,9 suggesting 

that emotions may affect the use of disease-related information. Palant et al., in their qualitative 

study of patients’ experiences with food, suggested that it was not enough to know what foods to 

eat or not eat; it was also important to know how to incorporate healthy dietary behavior into 

lifestyles without the negative consequence of social isolation.13  

 Health-related information can help people make decisions to manage IBD in daily life in 

the context of valued activities and social roles. In this paper we explore how people with IBD 

engage with health-related information to make daily health decisions. The findings have 
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implications for clinical practice by informing ways in which practitioners can respond to the 

information needs of people with IBD over the course of the disease. The findings can also 

inform the development and delivery of the information, by accounting for the temporal and 

contextual factors that influence information use. 

 

Methods 

 The research question informing the findings reported in this paper was: How do people 

with IBD engage with disease-related information for daily health decision-making? Data were 

derived from a study using a phenomenological approach14 to understanding the long-term lived 

experiences of people with IBD.15 We conducted individual interviews to elicit the experiences 

of each participant. Participants received an $80 (CAD) honorarium to compensate them for their 

time and other expenses (e.g., parking, childcare). The Health Research Ethics Board at the 

University of Manitoba approved the study. All participants provided written informed consent.15 

Recruitment 

 Participants were primarily recruited from the Manitoba IBD Cohort Study, a population-

based study that followed persons with semi-annual surveys over a 12-year period.16 We 

recruited the remaining participants from an inception cohort that enrolled individuals in the first 

six months following IBD diagnosis, and has followed them through annual surveys for up to 5 

years. We used purposive maximum variation sampling17 to select participants with 

characteristics to represent the varied experiences of IBD, considering age, sex, disease duration, 

and long-term symptom activity pattern. We included adults residing in the province of 

Manitoba, Canada, with a diagnosis of IBD for a minimum of 6 months, who were capable of 

providing informed consent and participating in an interview in English. Symptom activity 
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pattern was determined based on repeated measurement over years, using the validated Manitoba 

IBD Index (MIBDI), which evaluates frequency of symptoms in the prior 6-month period.18 

Participants were identified as having an active symptom pattern if they reported active symptom 

periods, based on the MIBDI, for at least 37.5% of the measurement periods; otherwise, they 

were categorized as having an inactive symptom pattern.   

Recruitment occurred between October 2013 and September 2014. The final sample size 

of 45 was larger than the size recommended for phenomenological studies (N=10),19 to ensure 

diversity among participants. Recruitment stopped once data analysis suggested that there was 

saturation of themes based on the sample characteristics.  

Data Collection 

Interviews were held at participants’ homes or in private offices. Neither of the two interviewers 

who obtained consent and conducted interviews were involved in the clinical management of 

people with IBD. Open-ended questioning explored participants’ experiences of living with IBD 

in the context of their daily lives. The audio-recorded interviews lasted from 25 to 98 minutes. 

The primary open-ended questions that elicited information about how participants used disease-

related information focused on the resources and strategies that helped people with IBD to 

maintain their participation in valued activities and social roles.15 Sample interview questions 

eliciting this information included: “What resources (formal and informal) were available to help 

you cope with the disease and maintain your activities and social roles?” “What strategies did 

you use to help you cope with the disease?” “Imagine that I am a health care provider who is just 

starting to work in the field; what advice would you give me to support people’s engagement in 

activities and social roles?” Additional data were elicited throughout the course of the interview. 
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Data Analysis 

 Audio-recorded interviews were transcribed verbatim. NVivo 10.0 qualitative analysis 

software20 was used to manage data and support analysis. Transcripts were analyzed by the first 

two authors using recommended phenomenological approaches.21 This procedure involved one 

author developing an initial coding scheme from the first interview, which was analysed by 

identifying segments of text and naming the concepts these segments represented. Through 

analysis of subsequent interview transcripts, codes were added, renamed, merged, or diverged 

into clusters, with the goal of understanding the meaning of experiences shared by participants. 

The first and second authors met on several occasions during the analysis stage to review codes 

and consistency of coding, and to discuss, and agree upon, the naming, definitions, and merging 

of codes. Once all interviews were coded, the first two authors met to identify codes related to 

access and use of disease-related information. These codes were then merged into themes and 

presented to the other members of the research team. Team members provided feedback 

regarding clarity, clinical application, theoretical frameworks, and alternative interpretations of 

the findings, resulting in the final clarification of themes. 

Trustworthiness 

 We enhanced trustworthiness of our findings and interpretations using recommended 

approaches for qualitative research.22–24 Conceptually similar to establishing validity and 

reliability in quantitative studies, these approaches are verification procedures intended to 

establish the credibility, transferability, dependability and confirmability of qualitative 

findings.25 For this study, transcripts of recorded interviews were verified by the second author, 

who was present for all interviews. Meetings, memo writing, and code definitions were used to 

clarify assumptions and improve comparable coding between researchers. Research decisions 
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and processes were documented through the use of an audit trail. Triangulation of theories and 

perspectives, i.e., promoting the consideration of multiple perspectives when interpreting results, 

was achieved through meetings with the interdisciplinary research team.15 Member checking, 

was done by mailing participants a summary and asking them to review the findings to ensure 

that their perspectives were included. One participant responded with additional information that 

was congruent with the study findings.   

 

Results 

Participants  

Forty-five people participated; 51% were female (n = 23). Participants ranged from 21 to 73 

years old, with a mean age of 45.4 years (SD = 16.1). Fifty-eight percent (n = 26) had a diagnosis 

of ulcerative colitis versus Crohn’s disease. Average disease duration since diagnosis was 10.9 

years (SD = 6.3) and ranged from 6 months to 18 years. Sixty-nine percent (n = 31) had an active 

IBD symptom pattern, and the remainder were categorized as having an inactive symptom 

pattern, using the MIBDI.17 Additional demographic information is available from a previously 

published study from the same sample.15 

Changing Needs and Factors Influencing Engagement With Health Information   

We identified two major themes in understanding how people with IBD use health-

related information. Figure 1 illustrates the changing need for health-related information over 

time, and the six factors influencing engagement with information to make health decisions, four 

of which are personal factors and two of which are environmental factors. The four personal 

factors are emotional and attitudinal responses, perceived benefits and risks, trust in the source 

of the information, and knowledge and skills to access and use information. The two 
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environmental factors are availability of evidence to support decisions, and social and economic 

environments. Themes and factors are described below, with illustrative quotes from participants, 

with sex and age descriptors. Pseudonym initials are used to protect the confidentiality of 

participants. A participant younger than 35 years old has been classified as a young adult, 35 to 

55 years is an adult, and older than 55 years is an older adult.  

Changing Need for Health-Related Information Over Time 

Key times when information was needed. Participants identified key time points during 

which they needed health-related information. Predictably, several time points were directly 

related to health status and disease management: the onset of symptoms, diagnosis, changes in 

symptoms including co-occurring health conditions, and new evidence about IBD and its 

management. At times, health status changes were more insidious, such as those associated with 

the aging process. In addition, participants identified alterations in their use of information when 

changes occurred in their life situations. Changes in family status included when adolescents 

needed to assume increasing responsibility from their parents for managing the disease. 

Renegotiating existing relationships was also a critical time. For example, GE, an older adult 

male, talked about the impact of having IBD on his life and consequently his relationship with 

his spouse: “[IBD] is not final. But … I’ve had to change my whole life. … My career ended. I 

had to replace it with other things. I had to reformulate the relationship with my wife.” New 

friendships and intimate relationships brought decisions about disclosure and lifestyle, which 

could include the need to educate others because they may have misconceptions about the course 

and severity of IBD. Changes in family composition, such as marriage, could prompt an interest 

in the effects of IBD and medications on family planning. Various participants struggled with 

managing life changes in the context of having IBD when negotiating work roles, 
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communicating with employers to request accommodations, or making decisions about changing 

jobs, changing employers, or retiring. These critical times had implications for the need and use 

of disease-related information.  

 Sources and types of information. Participants sought and received health-related 

information to inform decision-making from a variety of people: family physicians, 

gastroenterologists, nurses, dieticians, naturopaths, physiotherapists, pharmacists, psychiatrists, 

Crohn’s and colitis organizations, ostomy organizations, friends, and other people with IBD. 

They also sought and received information from websites, books, pamphlets, scientific and 

medical journal articles, and research summaries that they received as part of research projects. 

The type of information that participants reported they needed included disease causes, 

prognosis, treatment, and diet, as well as managing fatigue and stress. Although most wanted the 

facts about these issues, many also wanted guidance about how to incorporate good health 

practices into their lifestyles. For example, JR, an older adult male who spoke about getting diet-

related information, said, “I guess when I was first diagnosed, I would have liked to have met a 

person like me that would give you a set of instructions written down saying, ‘Try this first; if 

that doesn’t work, then try this.’” EH, a young adult male, acknowledged that everyone is 

different but suggested that it would have been helpful to have some structure to guide diet 

changes, “making it so that you can see what actually helps and then go from there.” 

Participants also wanted information that they could use to educate others. A young adult 

female, SZ, said that she used material to educate her husband when she was first diagnosed: “I 

got a book from [a health care provider] about ulcerative colitis and Crohn’s, as it explained the 

disease, different types of treatments. And so reading through it with him, helping him to 

understand what’s going on, helping me to understand some of the things that are going on.” 
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Participants also wanted information about negotiating a complex health system, including how 

to make arrangements at a pharmacy to access medications quickly when symptoms worsened 

and how to coordinate benefits to minimize the personal financial impact of medication costs. 

Amount of information. The widest diversity of responses among participants concerned 

the amount of information desired. An older adult female participant, AM, typified the opinions 

of several people about wanting a lot of information and combining multiple sources: “I would 

also advise people to just get as much information from as many sources as you can.” A young 

adult male, CA, noted not wanting to engage with any information at the time of diagnosis, a 

decision that he later felt was not in his best interest. However, he was grateful that his wife took 

an interest in the information at the time. Other participants noted that information could be 

discouraging, such as when negative outcomes were discussed or when learning about IBD 

became all consuming. TM, an adult female, talked about looking for solutions to symptoms: 

“Sometimes I felt like … I was looking too much. That the more I looked, that’s all I thought 

about. But I didn’t know if it was my symptoms that [were] driving me to search.… All I kept 

thinking of was my aches and pains.” LT, an adult female, shared her experience participating in 

a chat room: “Most of what I read was about extremes.… I had to be cautious not to let those 

visions of what could happen take over. So I sort of made conscious decisions, once I felt that I 

knew enough.… I didn’t need to know any more.” The diversity of these approaches to seeking 

and using information emphasized how the need and desire for information could change over 

time. To use information, participants emphasized that it was important that the type, amount, 

and timing of the information fit the needs of the individual. 

Factors Influencing Engagement With Information to Make Health Decisions 

Personal and environmental factors influenced participants’ engagement with health 
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information. These factors interacted with the changing need for certain types of information. 

These factors were closely tied to the context of people’s everyday lives. 

Person Factors 

 Emotional and attitudinal responses. Emotional reactions to the onset of symptoms, 

diagnosis, and daily life with IBD varied, and were a factor in how people engaged with health 

information. Some participants sought to learn how to manage their IBD while others avoided 

disease-related information.  

For many participants, acceptance of their IBD diagnosis was the first step in being able 

to use disease-related information in their daily lives. Applying this information helped 

participants gain a sense of control over their IBD symptoms and health, and was essential for 

coping with IBD, despite its unpredictability. For example, MJ, an adult male, strove to learn all 

he could so he could understand how to manage the disease. He reported that when he was 

diagnosed in his early 20’s, his attitude was, “It’s like, oh, I’ve got this forever now. Okay. So, 

it’s been a bit like, kind of, an acceptance thing, that I’m going to be on medication, take 

medication every day for the rest of my life.” Thus, MJ chose to learn about the medications he 

needed and how to incorporate them into his life. He went on to say: “Once [I] understood what 

it was and how to keep the symptoms under control with diet, … medicine, and that kind of 

stuff.… [I was] able to … be in control of it instead of it controlling me.”  

Many participants noted needing time, typically years, to process and accept having IBD. 

This could mean a long process of learning what the diagnosis meant to their daily lives and how 

to incorporate that learning to manage the disease. For example, JW, a young adult male, said, 

“When I was first diagnosed, I kind of thought it was something that defined who I was. And it 

took a while to accept that that’s not true. And it was hard at that time, in that first 5 years. The 
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hardest thing was just trying to control, and trying to figure out what’s going on with [my] 

body.”  

Alternatively, some participants reported that they avoided seeking, accepting, or 

learning how to incorporate health information into their daily lives because of fear of having 

IBD, taking medications, or having surgery. Some, like CA, a young adult male, avoided seeking 

information because,	“I	don’t want to think about it. When I think about it, it triggers more 

stress.”  

 Knowing about other people’s experiences with IBD helped some participants move 

towards integrating health information in their daily lives. CD, an adult female, described why, a 

few years after being diagnosed with IBD, she decided to start taking her prescribed medications 

regularly: “I was feeling sick and had seen [someone] ended up in hospital [with IBD] …I just 

suddenly realized, okay, I gotta get this sorted out.” At that point CD was ready and willing to 

both learn about, and incorporate into her life, the information she was given about medications.  

 Perceived benefits and risks. Participants’ decisions to act on disease-related information 

often concerned balancing what they understood about the benefits and risks of alternatives. 

Decisions were value-laden and fluid over time, and often had major effects on lifestyle and 

symptoms. Many participants described choosing to limit social activities for themselves and 

their families as a way of reducing stress, managing fatigue, reducing IBD symptoms, and 

improving overall wellbeing. MJ, an adult male with a spouse and children, talked about the 

importance of routine, not doing too many extracurricular activities, and avoiding stressful social 

situations: “We just try to keep the drama out of our life.… Maybe some people look at our life 

as maybe boring, but it just works for us.” RG, a young adult female, noted, “I don’t volunteer as 

much as I used to because it’s just, to me, it’s not worth it.” Decisions also could be associated 
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with values and beliefs about treatment options such as medications. For example, CL, an older 

adult female, talked about being averse to the risks of taking medications, and wanted to deal 

with IBD symptoms using diet and lifestyle, prompting her to seek health information related to 

diet, herbal supplements, weight training, and yoga. Participants, at times, made decisions to take 

medications or have surgery, after declining for years, when they received more information that 

convinced them that the risks of taking the medication or having surgery were outweighed by the 

costs of the pain and suffering they were experiencing. For example, EA, an older adult male, 

described how getting better information about surgery helped him decide that surgery was a 

better option than continuing to experience worsening symptoms and the side effects of 

medication.   

 In addition to the decisions that had lasting effects on people’s lives and lifestyles, 

participants often made everyday decisions that were guided by values.  For example, some 

described choosing to stay out late or eat foods that they would normally avoid. These choices 

often were based on placing more value on attending an important social event, eating a favorite 

food, or trying new foods than on the resulting symptoms. AJ, a young adult female, said, “If I 

know that eating out is like our thing for the evening, that’s when sometimes I’ll try something 

new and just deal with it and pay for it later.” 

 Trust in the source of the information. Participants noted the importance of trust, in the 

source, to their willingness to incorporate health information. Trust of health care providers was 

facilitated when the provider was perceived as being very knowledgeable about the disease, 

listened to the person’s concerns, encouraged discussion of difficult issues, and included the 

person in shared decision-making about treatment options. SZ, a young adult female, said that 

the doctor “allows us as patients to help direct the care. It’s real, our opinion matters.” 
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Reputation and getting a second opinion were important for two participants who traveled to a 

renowned clinic in another country. EA, an older adult male, was referred back to a local surgeon 

and eventually had colon surgery that he had been declining for a long time. AJ, a young female, 

reported that she did not learn anything new and the costs of doing more intensive investigations 

were prohibitive. She said, “They didn’t come up with anything different there. Like, I feel like 

we’ve tried everything.” However, the process of seeking other opinions to get new information 

seemed to be an important process for these participants and/or their families.  

 Participants also noted the issue of the quality of the information accessed through the 

Internet. Some were very clear about which sites they would use. Crohn’s and colitis 

organizations, and health care institutions were cited as trusted sources, either through their web 

pages, in print, or over the telephone. An older female adult, AM, noted that she “dips in and out 

of websites” to obtain a list of consistent information across the sites.  

 Knowledge and skills to access and use information. Participants talked about the 

importance of having the knowledge and skills to both access and understand health information. 

Some didn’t know what information would be helpful, others didn’t know where to look (e.g., to 

get help for weight control or co-occurring addictions issues). Some didn’t have the computer 

skills or access to a computer to find information. An older adult male, JR, said, “For some 

without computer or computer skills, it’s, you’re blind, you have to rely on what the doctor 

knows.” For other participants, an important skill was the ability to interpret information, such as 

the risks and benefits of treatment options. Access to journals and academic presentations helped 

some participants make decisions about dietary supplements and pharmacotherapy options.  

Environmental Factors 

 Evidence to support decisions. Participants’ perceptions of evidence about the disease 
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and its management influenced their engagement with the information. Some were distressed by 

the lack of evidence about the causes of IBD. Many participants acknowledged how the diversity 

of disease presentation made it difficult to have one set of recommendations for everyone. Other 

participants were concerned about the lack of information about the side effects of medications. 

AS, a young adult male, said, “There isn’t a lot published about, like they don’t know the long 

term effects, or they don’t know how long it’s going to work. So, I guess, just with time, there 

will be more information about, you know, the kind of drugs they’re using right now. So that’s 

the main thing, that there’s not really that kind of information.” Some also noted the challenges 

of hearing conflicting information from, for example, a physician and a naturopath, or between 

two physicians. TK, an adult male, said: “I guess [doctors] have a difference of opinion on taking 

pills every day… Dr. [A] is like, if you’re not in a flare-up and you’re fine, don’t take your 

pills…and Dr. [B] is like, you should always be taking your pills. So that’s why I get this mixed 

information.” 

 Many participants commented that the lack of evidence about disease management, such 

as diet, meant that they had to use what they described as their own “trial and error method.” The 

process of building their own evidence base, through trial and error, for effective diet, medical 

treatments, or fatigue management, could happen fairly quickly for individual health behaviors 

such as eating a particular food, because of the short-term outcomes. On the other hand, many 

participants noted that it took many years to learn what worked for them and how to more 

optimally manage the disease. JJ, an adult male, said, “I guess the thing is that you just need to 

learn. It’s probably the biggest thing, is that it’ll come to you eventually as you get used to 

dealing it. You’ll figure out the pattern that’s going to work for you, and you just have to deal 

with it. I’m still doing it.” 
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 Social and economic environments. Social and economic environments were key factors 

in how participants used disease-related information in daily life. Social roles, significant 

relationships, social norms, financial circumstances, and shared experiences often interacted with 

each other and influenced a person’s health-related decision-making over time.  

 With regard to social roles, participants noted the challenges of incorporating information 

that would facilitate a healthy lifestyle, because of competing family, work, and financial needs 

and priorities. For some, looking after children or elderly parents took precedence over self-care. 

MG, an adult female, shared, “I would like to start exercising again. I’d like to start taking better 

care of myself instead of putting my health second in front of the kids.” For others, work was a 

priority. The need to take a half day off work regularly for infusions and the costs of medications 

were important issues for AS, a young adult male, who said, “It’ll be one of the main things that 

for me, choosing a job, will be one that has [prescription medicine benefits].” 

 Many participants identified relationships with spouses and immediate family members 

as important to managing IBD. SZ, a young adult female, described sharing information about 

IBD with her spouse as essential to coping with disease-related fatigue: “It allows my husband to 

say, ‘Go have a nap, I’ll take care of the kids,’ or, ‘You look tired, don’t worry about it, I’ll take 

care of things.’” Without this joint understanding of IBD symptoms and effects, like fatigue, 

participants noted stress on their relationships with significant others. 

 Food was a significant focus for participants and was intimately linked with decisions 

regarding relationships, daily health, energy, and social engagement. Depending on who took 

primary responsibility for cooking in the family and at social events, participants could be faced 

with food choices that were incompatible with what they believed they should eat, based on the 

information they had received or their own experiences. Due to social norms surrounding food, 
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many participants reported feeling awkward in situations when food or alcohol were a central 

focus, with some reporting that they either tried to influence the choices available or avoided 

these social situations entirely. JR, an older adult male, stated, “When I go to other people’s 

houses, it’s a bit of an embarrassment, because you have to turn down all the good stuff that 

they’ve made.” SJ, a young adult female, spoke about feeling isolated from friends, and too 

embarrassed to explain her IBD symptoms and why she avoided drinking alcohol: “So, like, that 

has kind of changed, because all my friends right now, they want to go out and drink.… It’s 

really stressful because they’re always like, ‘Why don’t you drink?’… I don’t want to be like, 

‘Oh, it makes me sick.’” These social tensions challenged participants when they were making 

choices about whether or not to apply health information in their interactions with others.  

 Most participants found that connecting with others and sharing experiences of using 

health information in daily life was helpful. Shared experience could come from talking to 

extended family members, spouses, support groups, or reading about the experiences of others 

with IBD. JF, an older adult female, said, “There’s a Crohn’s and colitis [online] group. 

Occasionally I’ll go and look and see who’s having what, and I will write in too…. Like, we’re 

all alike, you know. We call ourselves Crohnies.” In contrast, some participants did not find 

sharing experiences helpful. A young adult male, NC, described difficulty communicating with 

another person who also has IBD: “[They] will give me a list of stuff, ‘You can’t eat this stuff.’ 

But I’m like, ‘Yes, I can.’… ‘What works for me, won’t work for you.’” 

 Economic factors also influenced participants’ use of health information. Participants 

taking biologic medications noted how expensive these medications are, even with some subsidy. 

Some participants reported that the cost of medications was a barrier to incorporating 

information about optimal dosages and chose to skip doses to save money. TM, an adult female, 
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said, “I think that was my whole thing too, about trying to cut back on the drugs, was so that I 

didn’t have to spend so much on them.”  

 

Discussion 

The results of this study add to the body of knowledge of how people with IBD engage 

with health-related information over time, and provide important guidance for practitioners to 

meet diverse information needs. Findings related to how people access disease-related 

information, and the types of information that people with IBD want and seek, were consistent 

with other studies.7–10 The unique contribution of this study was identifying the factors that 

impact how people with IBD integrate the information into daily health decisions in the temporal 

context of a chronic health condition. 

 Participants in the present study identified personal and environmental factors that 

influenced their engagement with disease-related information. These factors align well with the 

theory of planned behavior, a theory often used to predict people’s behavior.26 Although it may 

not represent all dimensions of behavior, this theoretical model has been used to better 

understand knowledge translation in health research.27,28  

The theory of planned behavior proposes that behavior is influenced by the intention to 

engage in that particular behavior, and that intention, in turn, is influenced by a person’s attitude 

toward the behavior, subjective norms, and perceived behavioral control. Perceived behavioral 

control influences behavior directly, in addition to influencing behavioral intention.26  

Figure 2 illustrates how the factors identified in our study can align with the components 

of the theory of planned behavior. Factors related to emotional and attitudinal responses, 

perceived benefits and risks of acting on the information, trust in the source of the information, 
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and the availability of evidence to support decisions, are consistent with the theory’s attitude 

toward the behavior component. Participants’ perceptions of the opinions of important people in 

their social networks, and their perceptions of social attitudes about the disease and its 

management, such as stigmatization, relate to the component of subjective norms. The 

importance of having knowledge and skills to access and act on the information in their daily 

lives aligns with the perceived behavioral control component. 

 Interestingly, for many participants, health behavior decisions were less influenced by 

perceptions that they were able or unable to carry out healthy behavior, and more influenced by 

social environments of family, work, and economic concerns. New circumstances (e.g., family 

status, employment, living arrangements) could change attitudes toward a health behavior 

choice, perceptions of social support for the choice, as well perceptions of having the skills and 

social opportunities to implement a choice. These changes often triggered the need for new 

information or reengagement with information they had received previously. In addition, 

fluctuations in emotional status can affect the ability to engage with disease information.9 People 

with IBD can experience large fluctuations in physical and mental status, emotional well-being, 

and social status over the course of the disease. Thus, practitioners should be aware that health 

information needs and health decisions may be influenced by many factors. Long-term 

management needs to be responsive to these non-disease-related changes. Palant et al. 

emphasized the importance of ongoing guidance for issues like diet, for many years after 

diagnosis.13 

 A prevailing theme from our study was the need for participants to use the trial and error 

method of determining what worked for them, a process that could take many years. Many 

participants spent considerable effort finding the balance between integration of health behaviors 
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and acceptable outcomes. The extent to which individuals with IBD value particular outcomes of 

disease management versus quality of life versus productivity, varies considerably.29 Like 

participants in Palant et al.’s study,13 participants in our study reported sometimes making clear 

decisions, usually food-related, to engage in behavior, when they knew they would “pay for it 

later,” based on balancing valued social or personal outcomes in the moment. Current patient 

decision aids have incorporated values assessment into their tools.30 Providers should be aware 

of the diversity of values when presenting information to patients, including information about 

the risks and benefits of treatment and health behavior strategies. 

 Participants in our study identified the importance of having access to information about 

IBD and ways to incorporate the information into their daily lives. Disease-related information 

on its own may be insufficient to obtain positive outcomes,31 including quality of life 

outcomes,32 and may be positively associated with the experience of anxiety.12 This suggests that 

information should include interventions emphasizing integration of knowledge through 

problem-solving and coping skills.32 Approaches such as self-management programs,33 

motivational interviewing,34 cognitive-behavior therapy,35 and rehabilitation therapies36 may be 

helpful. Increasingly, evidence suggests that the level of activation (that is, the extent to which 

people see themselves as managers of their own health and health care) is related to improved 

outcomes.37 Thus, interventions that promote knowledge translation to people with IBD, support 

decision-making to incorporate healthy decisions into daily life, and increase personal 

confidence in managing health may have the most success in achieving a balance between 

disease management, quality of life, and productivity outcomes, as valued by the person with 

IBD. Practitioners and researchers can use the key messages (Table 1) from this study in the 

development, implementation, and evaluation of patient education, by examining both the 
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content of materials and the processes that may help or hinder people with IBD to incorporate 

health-related information into their daily lives.  

 Appropriately crafted messaging, in multiple formats (verbal, written, online), that 

addresses social, cultural, linguistic, and literacy diversity, is important. Involving people with 

IBD in the design, development, and dissemination of disease information has been strongly 

recommended to increase relevancy,38 and is consistent with models of integrated knowledge 

translation.39  

One practical approach to the challenge of making clear, high quality information 

consistently available to people with IBD is to develop information in a variety of formats 

(Internet, brochure) that may be easily accessed by practitioners and people with IBD at the wide 

range of times when information is needed. This information should address common questions 

among people with IBD and provide guidance on how to apply the information in everyday life 

over time. The information should also address common worries and misconceptions that may 

influence health decision-making. As more information like this becomes available, health care 

providers have an important role in informing patients about trusted and comprehensive 

information sources. Medical specialists, in particular gastroenterologists, are important sources 

of information for people with IBD.7–10 Specific information about the disease, as well as 

information to address social needs, such as negotiating workplace and school accommodations, 

and private and public benefit packages, is important to support people in maintaining their 

involvement in valued activities and roles.40 Providers can build trust and create an environment 

in which patients feel comfortable raising difficult issues, and identifying social and 

environmental factors that may influence their health decisions. 
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Strengths and Limitations 

We purposefully selected a diverse sample from a population-based cohort of people with 

IBD. Strengths of the study were our sampling frame, which included variation in characteristics 

of importance to the experiences of engaging with health information, and our sample size that 

was relatively large for a qualitative sample. Both of these strengths promoted the transferability 

of the findings. However, we did not sample for socio-economic indicators or education level. In 

addition, participants often provided historical perspectives about their engagement with health 

information which may have been influenced by memory and subsequent experiences.15 

Applying qualitative methods using a phenomenological approach allowed us to go beyond 

examining specific, predetermined needs and resources, and to explore how and why participants 

engaged with health information within the context of their daily lives. 

 

Conclusions 

 This study adds to our understanding of the information needs of people living with IBD, 

by examining the factors that influence how they incorporate the information within the temporal 

context of living with a chronic disease. Personal and environmental factors influence 

information use over time. The challenge for people with IBD, as one participant noted, is “just 

about making good health choices, every day.” Practitioners have an important role in supporting 

these decisions over the course of the disease by ensuring that high quality information and 

interventions are available, as well as by providing guidance on how to incorporate the 

information into lifestyles to achieve the outcomes valued by people.  
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Table 1. Key Messages 

Use of Information 

• Incorporating information into everyday life choices is affected by people’s valued 

activities and outcomes, level of understanding, resources, and social environments 

• The type, amount, and timing of the information needed can change over the course of 

the disease, with evolving life circumstances, degrees of acceptance of IBD, and personal 

valued outcomes 

Key times when information was needed 

• Onset of symptoms 

• At diagnosis  

• Changes in symptoms, including co-occurring health conditions 

• Changes in family and work 

• Renegotiating existing relationships after diagnosis 

Key types of information needed 

• Information about important issues: diet, surgery, family planning, workplace 

accommodations, management with co-occurring health conditions, how to educate 

others about the disease, and how to negotiate the health system  

• Information about treatment options, benefits, risks, and costs 

• Guidance about how to incorporate good health practices into lifestyles 

Key personal factors 

• Acceptance of the IBD diagnosis was often the first step in being able to use disease-

related information 

• Decisions to take medications or have surgery were sometimes accepted once perceptions 
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of the risks were outweighed by costs of the pain and suffering 

• Knowing about other people’s experiences with IBD could help or hinder integration of 

health information in daily life; this was individual and contextual 

• Trust in the sources of health information often influenced willingness to incorporate 

health information 

Key environmental factors 

• Lack of evidence about disease management often meant building a personal evidence-

base for effective diet, medical treatments, or fatigue management, through trial and error 

• Incorporating information to facilitate a healthy lifestyle could be challenging due to 

competing family, work, and financial needs and priorities 

• Relationships with significant others are important to incorporating IBD-related 

information 

 

 


