Chapter 5
Self-Management Techniques in IBD

Laurie Keefer and Sunanda Kane

Introduction

Lifelong management of inflammatory bowel diseases (IBDs) encompasses a range
of medical and surgical approaches designed to maintain disease remission and op-
timize quality of life, including acute symptom management (flares), flare preven-
tion/maintenance of remission, colon cancer surveillance, monitoring of comorbid-
ity, and the consequences of complex medication regimens [1, 2]. The irony of this
modestly effective approach to IBD is that, irrespective of the strength of an IBD
care team, an individual will still likely spend less than 3 h per year obtaining care
or in communication with their provider(s) [3] and the rest of the time managing
uncomfortable and embarrassing symptoms, disability and functional impairment,
complicated medication regimens, demanding lifestyle changes, and coordination
of medical care and health insurance on his/her own [4, 5]. In other words, everyone
with IBD self-manages, however well or poorly that management might be.

In a changing health-care climate in which national priorities of reducing costs
and improving quality focus largely on prevention of health episodes in which
health-care costs are highest (reducing readmissions), incentivizing collaborative
care, patient education, and transparency (meaningful use) and emphasizing patient
and provider responsibility for long-term outcomes [6], effective patient self-man-
agement is more important than ever.

In this chapter, we (1) define self-management and discuss the unique features of
IBD which make self-management particularly challenging, (2) describe the role of
self-management support, including health-technology-enabled support, on health
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outcomes in IBD, and (3) discuss the importance of social-cognitive theory in the
development and implementation of self-management support for IBD, including
the types of techniques and constructs which fit within this model.

Defining Self-Management

Self-management is a behavior that cannot be avoided—rather, it is one which op-
erates on a continuum of healthy to maladaptive. The goal of self-management is
to engage in a set of behaviors that allows one to maintain emotional and physical
wellness in the setting of chronic disease over time. “Good Self-Managers” have
been characterized by Dr. Kate Lorig, a pioneer in this area as “individuals with
chronic diseases who make informed choices, adapt new perspectives and generic
skills that can be applied to new problems as they arise, practice new health behav-
iors, and maintain or regain emotional stability” [7].

Self-management of chronic illness is characterized according to the degree to
which someone can effectively engage in three interrelated tasks: (1) medical man-
agement (medication adherence, decision-making, disease knowledge, patient—pro-
vider relationship or communication), (2) preserving or creating meaningful life
roles in context of the limitations a disease presents, and (3) acknowledging and
managing the emotional or psychological impact of chronic disease. Within each
of these self-management tasks, there are five core skills that determine one’s suc-
cess—these include (a) problem-solving, (b) decision-making, (c) resource utiliza-
tion, (d) forming a collaborative relationship with a health-care provider, and (e)
taking action/implementing change (Fig. 5.1; [7]).

The Self-Management Challenge in IBD

Not surprisingly, the majority of self-management interventions in IBD are based
on the task of medical management and the skills of problem-solving, resource
utilization, and decision-making. However, self-management is more complex than
this. Indeed, the risk of flare as well as the efficacy and dosing of medications re-
quired to induce and sustain remission is directly influenced by self-management
behaviors, including adhering to medication [4, 8-20], managing stress and psy-
chological well-being [21-30], coping [29, 31, 32], managing the patient—physician
relationship [10, 15, 33-36], smoking [37, 38], and maintaining relevant disease
knowledge [35, 39—41]. There are several reasons why self-management of IBD is
such a challenge:

1. IBD differs from many chronic diseases in that, even when patients are opti-
mized medically and “doing everything right,” disease flares can still occur.

2. Because the majority of patients are diagnosed between the ages of 15 and 35,
they cycle for decades with periods of acute symptom management (disease
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Fig. 5.1 Components of effective inflammatory bowel disease (/BD) management

flare), flare prevention (maintenance medication), cancer/risk surveillance, and
lifestyle modification (Fig. 5.2).

3. Disease parameters, psychological well-being, and quality of life are directly
affected by where a patient fits in terms of flare versus remission [42], their cur-
rent treatment regimen (e.g., corticosteroid use) [43], and access to quality care
[44].

4. In addition to shifts in disease course and cycle, as patients age with the disease
and meet developmental milestones, there are critical shifts in social support
(e.g., young adults moving out of the home with caregivers), financial resources,
stressors, comorbidity, and self-management skills are readily impacted [45].

5. IBD symptoms themselves (fatigue, urgent diarrhea) affect one’s ability to
engage in complex disease management behaviors such as coordinating care
across providers, especially if a patient is receiving treatment across different
hospitals and emergency departments, making decisions based on evidence and
nonphysician recommendations (e.g., online resources), deciphering test results,
storing and organizing medications over multiple settings, and implementing
behavior change in multiple contexts [46].
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6. Self-management skills are further complicated by sociocultural barriers, includ-
ing access to care, health literacy, social support, language, and access to online
information [46].

Unfortunately, not all patients are successful in all aspects of self-management.
Indeed, IBD patients who have difficulty adapting to disease-related demands re-
port more bowel and systemic symptoms, more pain, less engagement in activities,
higher perceived stress, an emotional representation of illness, and higher health-
care use [41].

Self-Management Support

Strong self-management skills and high patient engagement lead to healthy out-
comes in IBD [13, 47]. Self-management support or the use of behavioral tools
and techniques to foster skills building and self-efficacy, when properly adminis-
tered, can dramatically improve health outcomes [48]. Self-management programs
that address a patient’s chronic disease in context can ultimately improve the ef-
ficacy of treatment through improved disease knowledge, improved communica-
tion, increased adherence, better self-monitoring, less health-harming behaviors
(smoking), and better self-care [49]. As such, when treatments are more effective,
outcomes improve quality of life, decreasing disability, reducing need for surgery
shortening flare course, and decreasing health-care costs [50]. Figure 5.3 represents
a model linking self-management support to health outcomes.
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Fig. 5.3 Relationship between self-management support and outcomes

Effective self-management is based on the accomplishment of tasks and build-
ing of skills over the entire course of a disease. Again, the core skills that determine
one’s self-management success include (a) problem-solving, (b) decision-making,
(c) resource utilization, (d) forming a collaborative relationship with a health-care
provider, and (e) taking action/implementing change [7]. For most individuals, de-
veloping and refining these skills requires varying degrees of self-management sup-
port over time. Indeed, optimizing self-management support has been an increas-
ing focus of governmental and health-care organizations, described in the famous
“Crossing the Quality Chasm” report from the Institute of Medicine [51], and as
implemented in patient-centered medical homes and mandated in the Patient Ac-
countability and Affordability HealthCare Act (H.R. 3590, 2009).

Self-management support programs are typically problem based, meaning they
identify and promote the development of skills that solve a critical aspect of disease
management. Tools or programs which support skills such as improving medication
adherence, increasing disease knowledge, implementing decision-support tools, or
optimizing communication between patients and providers are all problem-focused
ways in which IBD self-management can be readily supported. For a review of self-
management/education programs in IBD, see C. Barlow et al. [52].

Self-Management Support Through Psychotherapy

Most self-management support programs in IBD and other diseases focus primar-
ily on the core task of medical management, with less emphasis on preserving or
creating a meaningful life or managing the psychological impact of the disease. The
exception to this is the use of psychotherapy in patients with IBD. A review of 18
behavioral trials for IBD demonstrated that brief, problem-focused psychothera-
pies such as cognitive-behavior therapy may actually show promise with respect to
reducing pain, fatigue, relapse rate and, hospitalization and improving medication
adherence [53]. This notion is supported by the work of Knowles and colleagues,
who point out that if psychotherapies are grouped according to their theoretical ap-
proach, skills-based interventions for IBD tend to have slightly better impact [54].
More traditional psychological interventions, a.k.a. “talk therapy” which have the
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potential to affect self-management tasks 2 (meaningful life) and 3 (psychological
impact) in addition to medical management, have also been employed in IBD with
mixed results—unfortunately, many of these programs did not address disease-spe-
cific concerns [50—57] or limited their scope to IBD patients with frank depression
or anxiety [54, 57, 58].

Self-Management Support Through Health Technology

Chronic disease research suggests that the degree to which patients can fully engage
in their health care is determined by the extent to which they can access culturally,
linguistically appropriate information directly relevant to their specific disease state
or concern at the exact time they are looking for it [55-62].

Mobile and web-enabled self-management solutions can drastically reduce the
environmental barriers for a wider overall reach, heighten the cost-saving economic
impact of chronic illness self-management programs, and address accessibility fac-
tors associated with disease outcomes, including the timeliness and pertinence of
both support and disease information. By providing these, tailored to the individual,
mobile self-management solutions are limited in access only by one’s ability to con-
nect to the Internet [63].

Health information technology in the form of online support groups, social net-
works, and education platforms are adopted and used by a modest subset of IBD
patients demonstrating patient interest and potential or perceived benefit [47]. As
we discussed previously, the self-management demands of IBD are long term and
constantly changing, which makes it difficult to keep content and tools relevant. Ta-
ble 5.1 lists examples of health information technology (IT) self-management tools.

Social-Cognitive Theory and Self-Management Support for
IBD

While traditional self-management programs targeting a single problem can be quite
effective, self-management support initiatives may be better suited to approaches
which integrate the complex interactions between the thoughts, feelings, and be-
haviors that accompany IBD (patient modifiers) and the physical and environmental
demands the disease presents (disease modifiers). Social-cognitive theory can be
readily leveraged for the development of self-management support tools for IBD.
In this model, knowledge about the importance of a skill is a necessary but not
sufficient way to promote health behavior change. Rather, individual perception
(perceived risk, trust in medical provider), motivation, skills, and the environment
are all important contributors to a patient’s ability to adapt to ever-changing disease-
related demands (Fig. 5.4; [69]).
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Fig. 5.4 Social cognitive model of inflammatory bowel disease (/BD). Interventions that target
the dynamic interactions between these variables have the potential to improve the efficacy of
treatment and thereby impact disease outcomes

Social-Cognitive Techniques

Social-cognitive theory carries with it a set of behavior change techniques, which
are applicable to chronic disease self-management. These techniques can be classi-
cally thought of as either respondent or operant in nature.

Respondent techniques are based on principles of classical conditioning and tar-
get the physiological responses (e.g., arousal, vasovagal symptoms, and immune
function) to aversive stimuli (e.g., stress, injection phobias). Progressive muscle
relaxation, guided imagery, breathing retraining, and hypnotherapy are all examples
of respondent-based interventions. These are often used to promote coping, emo-
tional well-being, and reduced physiological arousal associated with disease-specif-
ic tasks (e.g., anxiety around ostomy, needle-injection phobias, difficulty swallow-
ing pills). Techniques such as mindfulness-based stress reduction and relaxation-
based therapies can be particularly helpful when patients have IBD with chronic
abdominal pain not linked to intestinal inflammation or if they have concurrent
irritable bowel syndrome, as these techniques simultaneously target the brain-gut
axis, pain catastrophizing, and other key aspects of functional gastrointestinal (GI)
motility and pain disorders [70—72]. Similarly, hypnotherapy for ulcerative colitis
seems to have a positive effect on the immune-inflammatory response [73] and may
prolong maintenance of remission [74, 75].

Operant techniques are based on principles of instrumental conditioning [76].
These techniques work to diminish the cognitive-affective and environmental con-
tingencies that maintain negative health behaviors and to promote and reinforce
acquisition and implementation of healthy behaviors. Operant-based interventions
foster change through the direct manipulation of personal consequences. For exam-
ple, if a behavior change (improved adherence) leads to a favorable outcome (main-
taining remission), an individual will be more likely to engage in that behavior
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going forward (positive reinforcement). If a behavior change (improved adherence)
is associated with the removal/reduction of an aversive stimulus (ability to taper off
of corticosteroids), an individual will be less likely to forget to take his/her medicine
(negative reinforcement). If a behavior (smoking) leads to an unfavorable outcome
(flare), a person will be less motivated to engage in that behavior (punishment).

For example, in the “Project Management for Crohn’s Disease” study [77], pa-
tients were asked to identify a single health behavior which undermined the efficacy
of his/her treatment. Skills training was provided individually over six weekly ses-
sions to 16 adults with quiescent Crohn’s disease (CD) and mirrored project man-
agement methodology, including viewing CD as a project that could be managed,
allocating personal resources to disease management (e.g., assertiveness around
saying no, choosing which aspects of their life they valued most, etc.), self-moni-
toring of progress, removing barriers, consulting with experts (nutritionist, personal
trainer, smoking cessation support group), and risk management. Another 12 adults
with quiescent CD underwent treatment as usual. While the sample size was small
and results were preliminary, the project management outperformed usual care in
each target domain—Inflammatory Bowel Disease Questionnaire (IBDQ) total
score, IBDQ bowel and systemic subscales, IBD self-efficacy, and perceived stress.

In another operant learning-based self-management support program focused on
fatigue in IBD [78], 29 patients with quiescent CD and high fatigue scores were
randomized to solution-focused therapy (SFT), problem-solving therapy positive
control group, or treatment as usual. SFT was administered in the form of five ses-
sions over 12 weeks and offered a wide range of self-management skills focused
on helping a patient make a behavior change around fatigue. SFT improved fatigue
ratings in more than 85 % of patients and was superior to both control groups.

Telemanagement approaches are particularly conducive to operant techniques as
reinforcement and punishment feedback can be readily translated into online for-
mats (acquiring or losing points/tokens/badges, being able to move to a new level)
[79-81].

Disease Self-Efficacy

The final characteristic of effective self-management programs, also a main com-
ponent of social-cognitive theory, is that they build self-efficacy. Self-management
support programs promoting self-efficacy have been linked to healthy disease out-
comes in cancer [82], multiple sclerosis [83], heart disease [84], diabetes [85], and
to long-lasting health behavior change [86].

Self-efficacy occurs when an individual’s perception of his or her ability to adopt
new health behaviors improves as he or she encounters new experiences that affect
his or her thoughts and beliefs [87]. Self-efficacy is determined by the degree of
success or mastery an individual believes he or she has with a specific behavior
change. However, self-efficacy is also strongly influenced by reinforcement from
key people (e.g., spouse, physician, nurse, psychologist) and the ability to self-
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regulate any physical or emotional discomfort associated with a behavior change.
Self-efficacy can be acquired in IBD and may be one of the most important predic-
tors of successful adaptation to disease-related demands [41, 88].

There are three ways to foster self-efficacy: (1) personal experience, (2) vicari-
ous experience (peer support, testimonials), and (3) in the presence of supportive
environmental contingencies (clear reinforcers). Again, telemanagement approach-
es can readily garner support for all three learning techniques (Table 5.2).

In a large, randomized controlled trial of self-management-based training, 700
IBD patients were followed over 1 year after receiving either self-management
training or nothing and at the end of 1 year; self-managing patients were found to
have higher confidence in their ability to cope with their condition, which predicted
improved quality of life, health service resource use, and patient satisfaction [89].
Similar results have been found in other studies [90] as well as with adolescents,
particularly in the context of transition care [91, 92].

Conclusion

In this chapter, we discussed the unique self-management skills of IBD patients in
the context of social-cognitive theory. The bottom line is that when self-manage-
ment support focuses on disease-specific problems (fatigue, adherence), it can be
very effective. However, as described from a social-cognitive framework, the chal-
lenges in promoting optimal self-management in IBD are quite complex and poorly
understood.

Limitations in Our Understanding

There are a few obstacles to widespread dissemination of self-management sup-
port tools for IBD. First, heterogeneity across disease status leads to serious gaps
in the promotion and implementation of patient self-management support tools,
with individual patient characteristics interacting with disease characteristics to add
complexity to the medical decision-making process. Because patients differ by di-
agnosis (Crohn’s, ulcerative colitis, indeterminate colitis, etc.), anatomical location
(small bowel, colon, both small bowel and colon, upper gastrointestinal tract, left-
sided colon, pancolitis, etc.), disease behavior (inflammatory, fibrostenotic, fistuliz-
ing), severity (mild, moderate, severe), individual response to treatments, presence
and type of extraintestinal manifestations, surgical history, and genetic contribution
of IBD [93, 94], medical decision-making support tools must be quite sophisticated
and customized.

Second, viewing IBD self-management behaviors as a singular construct may re-
sult in inaccurate assessment of the patient’s self-management need or problem. For
example, a patient who has an injection phobia and therefore misses doses of their
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biologic may be highly adherent to his/her oral medications. Providing a patient
with a text reminder to take medication may seem on the surface to help with an ad-
herence to a biologic but may be largely ineffective. Context is critical to the appli-
cation of self-management tools and such tools should not be applied in isolation.
Disease heterogeneity and chronicity limits the utility of “kitchen-sink™ self-
management programs; it is difficult enough to engage patients in self-management
programs given the profound lifestyle and behavior changes often indicated, but
nearly impossible without any clear, personally relevant, disease-altering incen-
tives. The challenges of managing IBD change over time and require new or modi-
fied skills as the disease progresses, meaning that onetime exposure to self-man-
agement training is inadequate and possibly even detrimental if a behavior that was
at one time adaptive, later interferes with optimal management. Future research in
this area is needed to meet the quality recommendations for chronic disease care.
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