INTRODUCTION

Self-management of chronic conditions is increasingly critical as individuals spend less
time in healthcare systems and must learn how to manage their disease (through behaviors such
as medication adherence and diet modification) at home instead (Grady & Gough, 2014). Factors
that influence self-management, such as social support, are important for understanding how
nurses can intervene to improve self-management among patients with chronic conditions
(Gallant, 2003). While research demonstrates the importance of social support for self-
management among older adults with chronic conditions, limited information is available on
emerging adults with chronic conditions who experience developmental transitions which may
influence social support (Arnett, 2015). One chronic condition which disproportionately affects
emerging adults is inflammatory bowel disease; thus, further investigation of self-management
and the benefits of social support is warranted within the inflammatory bowel disease population
(Plevinsky, Greenley, & Fishman, 2016).

Currently, 3.1 million Americans have been diagnosed with inflammatory bowel diseases
(IBD). IBD includes two main disease types: 1) ulcerative colitis, a continuous inflammation of
the inner lining of the colon and 2) Crohn’s disease, patchy inflammation of any area of the
gastrointestinal tract which can occur in all layers of the bowel walls (Crohn’s and Colitis
Foundation, 2015). Individuals with ulcerative colitis and Crohn’s disease experience similar
symptoms including diarrhea, abdominal pain, cramping, blood in stool, and fatigue (Farrell,
McCarthy, & Savage, 2016). Most individuals are diagnosed between the ages of 15 and 29
(Crohn's and Colitis Foundation of America, 2015; Dahlhamer, Zammitti, Ward, Wheaton, &
Croft, 2016). Compared to individuals diagnosed with IBD as adults, those individuals diagnosed

at younger ages (under 35) report more severe bowel-related symptoms (such as gastrointestinal



pain, diarrhea, gas/bloating, blood in the stool, and decreased energy), increased stricture and
fistula complications, and an increased likelihood of requiring advanced treatment. Each of these
are negative disease outcomes and lead to increases in both direct and indirect costs (Bager,
Julsgaard, Vestergaard, Christensen, & Dahlerup, 2016; Goodhand et al., 2010; Kim et al., 2016;
Liverani, Scaioli, Digby, Bellanova, & Belluzzi, 2016; Torres et al., 2016; Van Limbergen et al.,
2008).

Even though individuals are most likely to be diagnosed with IBD as an emerging adult
(individuals ages 18-29), previous research has focused on adolescents and those diagnosed later
in adulthood (Loonen, Grootenhuis, Last, Koopman, & Derkx, 2002; Mackner & Crandall, 2006;
Trivedi & Keefer, 2015). Focusing on emerging adults with IBD is essential since these adults
experience negative disease outcomes and may benefit from an intervention aimed at improving
self-management behaviors of medication adherence and diet modification. Social support is one
potential factor to examine since research in self-management with older adults has shown that
social support is an essential factor (Boger et al., 2015; DiMatteo, 2004). The relationship
between social support and self-management behaviors within this emerging-adult population is
neither heavily researched nor understood.

IBD patients, regardless of age, have identified the importance of social support in
managing their disease and many in-person and online support groups have been established to
promote positive IBD outcomes (Fletcher, Schneider, Van Ravenswaay, & Leon, 2008; Lynch &
Spence, 2008; Swarup et al., 2017). Although identified as important by IBD patients, little
empirical evidence has tested the relationship between social support and self-management
behaviors, such as medication adherence and diet modification, within the emerging adult

population. Nor is there a robust understanding of what makes certain people receive more social



support than others. Understanding social support and self-management behaviors among
emerging adults is critical in developing interventions for this population and advancing the
science of self-management. Therefore, the purpose of this dissertation is to examine social
support and self-management behaviors of medication adherence and diet modification among
emerging adults with IBD.

Background and Significance

This section will describe the significance of emerging adulthood, self-management
behaviors, and social support, and relate these concepts to IBD.
Emerging Adulthood

Individuals with IBD are most commonly diagnosed during emerging adulthood (Crohn's
and Colitis Foundation of America, 2015; Dahlhamer et al., 2016). Arnett (2015) coined the term
“emerging adulthood” to refer to individuals ages 18-29. Arnett (2015) identified five features of
emerging adulthood which are most prevalent and prominent in emerging adulthood. These five
features include: identity explorations (answering the question “who am 1?” and trying out
various life options, especially in love and work), instability (in love, work, and place of
residence), self-focus (focusing on the self since obligations to others decrease), feeling in-
between (in transition, neither adolescent nor adult), and possibilities/optimism (when hopes
flourish and people have an unparalleled opportunity to transform their lives).

Emerging adulthood should be a central topic within the IBD literature due to disease
prevalence and poor health outcomes such as an increased likelihood of needing advanced
treatment, emergency room utilization, and bowel stricture and fistula complications compared
to older adults (Molodecky et al., 2012; Shivashankar, Tremaine, Harmsen, & Loftus, 2017).

Research on emerging adulthood was introduced into the IBD community by Trivedi and Keefer



(2015) and focuses on transitioning emerging adults from pediatric to adult gastroenterologists to
ensure emerging adults obtain a smooth transition of care (Clarke & Lusher, 2016; Fu et al.,
2017; Klostermann, McAlpine, Wine, Goodman, & Kroeker, 2017). Yet, the greater symptoms
and disease complications that emerging adults face occur across emerging adulthood and not
just during the transition from adolescent to emerging adult (Crohn's and Colitis Foundation of
America, 2015; Dahlhamer et al., 2016). The proposed research will move beyond the period of
care transitions to examine the self-management behaviors necessary throughout emerging
adulthood.

The five features of emerging adulthood can influence one’s ability to engage in self-
management behaviors (Arnett, 2015; Trivedi & Keefer, 2015). Emerging adults experience
changing social relationships and transitions which may include moving away from home to
independent living situations, beginning careers, full-time employment, schooling, and/or
establishing homes and families (identity explorations, instability, and self-focus). Emerging
adults may question who is responsible for managing the disease (feeling in-between) or feel like
their disease is not that bad (possibilities/optimism). All of these factors make it important to
manage their disease well (Joly, 2016; Lenz, 2001; Trivedi & Keefer, 2015).

Many emerging adults begin taking responsibility for health, self-care, and health
behaviors and may, for the first time, be taking accountability for their own self-management
behaviors of medication adherence and diet modification (Lenz, 2001; Trivedi & Keefer, 2015).
Accepting accountability for self-management along with the five distinctive characteristics of
emerging adulthood means that research pertaining to middle age and older adults may not

accurately reflect the developmental transitions experienced by emerging adults. Thus, research



which focuses specifically on emerging adults is needed to create developmentally appropriate
interventions.
Self-Management

Self-management behaviors among IBD patients are key to reducing inflammation,
decreasing symptoms, and improving quality of life (Kamat, Ganesh Pai, Surulivel Rajan, &
Kamath, 2017). Self-management is defined as a process in which patients assume responsibility
for their disease management and includes the “the day-to-day management of chronic
conditions by individuals over the course of an illness” (Grady & Gough, 2014, p. e26; Ryan &
Sawin, 2009). Individuals with IBD engage in multiple self-management behaviors, such as
medication adherence, diet modification, stress management, exercise, and sleep hygiene. This
dissertation will focus on two important self-management behaviors: medication adherence
(important from a provider standpoint due to the effectiveness of medication) and diet
modification (important from a patient standpoint due to interest in natural treatment methods
and suggestions that a gastrointestinal disease is related to foods introduced to the
gastrointestinal tract).

Medication adherence. Medication adherence is a key self-management behavior since
the use of medication is one of the few methods shown to reduce symptoms and induce
remission; therefore, medication is important for managing IBD from a provider’s standpoint
(Kamat et al., 2017). In addition, individuals who are nonadherent experience a threefold
increase in costs and a fivefold increased risk of disease relapse compared to adherent patients
(Hommel et al., 2017; Mitra, Hodgkins, Yen, Davis, & Cohen, 2012; Testa, Castiglione,

Nardone, & Colombo, 2017). Furthermore, emerging adults are more likely to be nonadherent to



medication compared to older adults which may be due to having a more recent diagnosis and
less experience with self-management (Coenen et al., 2016; Severs et al., 2017).

Diet modification. Diet modification, as a self-care strategy, is the most common self-
management behavior because patients believe in its effectiveness and try modifying their diet
on their own to reduce symptoms (Tanaka, Kawakami, lwao, Fukushima, & Yamamoto-Mitani,
2016; Vagianos et al., 2014). Dietary research has shown benefits of diet modification on
symptom reduction (including bowel frequency, pain, bloating, and diarrhea) and quality of life
(Charlebois, Rosenfeld, & Bressler, 2016; Lee et al., 2015; Olendzki et al., 2014; Wong, Harris,
& Ferguson, 2016). Yet, healthcare providers typically do not recommend diet modification due
to the limited quantity of rigorous IBD dietary research. Although, there is a growing interest in
improving the quality of dietary studies to better understand the potential role of diet within
disease management (Tanaka et al., 2016; Vagianos et al., 2014).

Patients who do not engage in self-management behaviors have an increased likelihood
of disease relapse, rising direct and indirect costs, productivity losses, and decreased quality of
life (Kamat et al., 2017). Among pediatric and adult IBD patients, hospitalizations and
medication (especially prednisone treatments) increase both patient and system costs, although
exact cost estimates vary (Cohen et al., 2015; Gibson et al., 2008; Sin et al., 2015). In addition,
costs may be higher for emerging adults due to fewer outpatient and office visits and greater
utilization of emergency services and subsequent hospitalizations compared to middle age and
older adults (Bollegala, Brill, & Marshall, 2013; Karve et al., 2012). These differences may be
due to lack of adherence to treatment regimens, patient-provider relationships, recency of

diagnosis, and patient financial challenges (Ananthakrishnan, McGinley, Saeian, & Binion,



2010). Therefore, there is a need to understand self-management behaviors among emerging
adults in order to address the challenges of cost and the utilization of healthcare services.

Emerging adults are more likely to have decreased medication adherence and increased
diet modification (Coenen et al., 2016; Ediger et al., 2007; Goodhand et al., 2013; Hilsden,
Verhoef, Rasmussen, Porcino, & DeBruyn, 2011; Nahon et al., 2011; Testa, Castiglione,
Nardone, & Colombo, 2017). IBD self-management is essential for preventing and reducing
symptoms, increasing regimen adherence, improving health-related quality of life (HRQoL), and
decreasing healthcare costs (Goodhand et al., 2013; Lachaine, Yen, Beauchemin, & Hodgkins,
2013; Robinson, Hankins, Wiseman, & Jones, 2013; Schurman, Cushing, Carpenter, &
Christenson, 2011). Particularly, IBD self-management among emerging adults remains an
understudied and not well understood area.
Social Support

Social support has been shown to improve self-management and increase HRQoL among
individuals with chronic conditions (Boger et al., 2015; DiMatteo, 2004). Within the limited IBD
and social support research, increased social support has been associated with improved health-
related quality of life (Katz et al., 2016). Two types of social support will be examined: a)
received social support, which is the supportive behaviors that an individual obtains, and b)
perceived availability of social support, which is an individual’s perception that support is
available. Due to the limited social support research within the IBD population, literature on
chronic conditions in general is included as well as IBD-specific literature.

Received social support. Among individuals with chronic conditions, an increase in
received social support can improve self-management behaviors of medication adherence and

diet modification (Marquez et al., 2016; Plevinsky et al., 2016; Rad, Bakht, Feizi, & Mohebi,



2013). Common types of received social support include informational support such as providing
information and giving advice, emotional support such as encouragement and comfort, and
tangible support such as assistance and reminders. Specifically, tangible support is associated
with medication adherence among individuals with chronic conditions (DiMatteo, 2004; Rico et
al., 2017). In online IBD communities, informational and emotional support are the most
common types of social support received (Britt, 2016). Individual factors (age, sex, marital
status, employment, and education), condition-specific factors (type of IBD, time since IBD
diagnosis, symptoms, medications currently using, and surgeries), and emerging adulthood
factors (possibilities/optimism, instability, identity explorations, and feeling in-between) have the
potential to influence the receipt of social support (Williamson & O’Hara, 2017). Previous
research has indicated that individual factors of being female, married, employed, and having
higher education are associated with receiving more social support (Arora, Finney Rutten,
Gustafson, Moser, & Hawkins, 2007; Davis, Anthony, & Pauls, 2015; Nordgren & Soderlund,
2017; Williamson & O’Hara, 2017). The relationship between age and received social support is
mixed and perhaps developmental stages, such as emerging adulthood, may be a better predictor
of received social support (Jason, 2007; Luong, Charles, & Fingerman, 2011; Williamson &
O’Hara, 2017). Individuals with a more recent time since diagnosis are more likely to receive
social support (Arora et al., 2007). Type of IBD, medications, symptoms, and surgeries each
could influence received social support; however, these factors have not been examined within
the literature. Although the most common types of social support received within IBD
communities have been examined, little is known regarding the individual, condition-specific,
and emerging adulthood factors that make an emerging adult with IBD more or less likely to

receive social support (Plevinsky et al., 2016).



Perceived availability of social support. Perceived availability of social support has
been shown to influence self-management behaviors. Among older adults with chronic
conditions, children, and adolescents with IBD, lower perceived availability of social support
was associated with decreased medication adherence (DiMatteo, 2004; Janicke et al., 2009).
Perceived availability of social support can also lead to the adaptation of beneficial dietary
behaviors such as improved diet quality and adherence to dietary recommendations among youth
and adults with chronic conditions (Anderson Steeves, Jones-Smith, Hopkins, & Gittelsohn,
2016; Gallant, 2003; Strom & Egede, 2012). Although the current research primarily focuses on
the main effect of perceived availability of social support on self-management behaviors, there is
the potential that perceived availability of social support may serve to moderate the relationship
between received social support and self-management behaviors. For example, an emerging
adult with IBD who perceives that social support is available may have improved self-
management behaviors even if minimal support was received. This is potentially due to
perceptions of support having more consistent ties to health and chronic conditions since
perceived availability of social support is generally stable over time (Sarason, Sarason, Shearin,
& Pierce, 1987; Uchino, 2004, 2009). Therefore, perceived availability of social support may
strengthen the relationship between received social support and self-management behaviors.

Despite the known benefits of social support among individuals with chronic conditions,
the current literature has limited information on social support and self-management behaviors
among emerging adults with chronic conditions, and especially among those with IBD (Gallant,
2003; Leung, Smith, & McLaughlin, 2016; Staniute et al., 2015; Zhou et al., 2017). Social
support is important to understand within the emerging adult context due to life changes (e.g.,

moving, starting a family, starting a new job) and the dimensions of emerging adulthood which



may influence receipt and perceptions of social support (Arnett, 2015; Erikson, 1994). Therefore,

additional research is needed to focus on emerging adults with a chronic condition such as 1BD.

This dissertation examines social support (both received social support and perceived availability

of social support) and self-management behaviors of medication adherence and diet modification

among emerging adults with IBD using a nursing self-management theoretical framework.
Theoretical Framework

A theoretical model is presented to provide a framework for the variables to consider
when approaching self-management among emerging adults with IBD. The Individual and
Family Self-Management Theory (IFSMT) by Ryan and Sawin (2009) provides the theoretical
foundation for this dissertation since the framework integrates the major concepts of social
support and self-management behaviors. The IFSMT describes self-management as a
phenomenon that can be beneficial in chronic conditions such as IBD. Within this model, the
accountability for managing a chronic condition is placed on the individual and family (Ryan &
Sawin, 2009).

Individual and Family Self-Management Theory

The IFSMT (see Figure 1.1) has three broad dimensions: context, process, and outcomes,
which includes both proximal and distal outcomes. Each dimension will be briefly discussed
followed by an explanation of the relationships between dimensions.

Context. Context factors challenge or protect engagement in self-management. These
factors include: condition-specific factors, physical and social environment, and individual and
family factors.

Process. Process refers to the factors which make an individual more or less likely to

engage in self-management behaviors (Ryan & Sawin, 2009). The process dimension of self-



management is comprised of knowledge and beliefs, self-regulation skills and abilities, and
social facilitation. This dissertation places a special emphasis on social support, which is a
component of social facilitation.

Proximal Outcomes. Proximal outcomes are specific behaviors an individual or family
undertakes to manage a condition, disease risk, symptoms, and/or drug therapies, and the cost of
health care services. Self-management behaviors can include the engagement in
activities/treatment regimes, use of recommended pharmacological therapies, and symptom
management.

Distal Outcomes. Distal outcomes are the end point of this model. Distal outcomes
include health status (prevention, attenuation, stabilization, or worsening of the condition),
quality of life (perceived well-being), and costs of health (direct and indirect costs).

Figure 1.1: Model of the Individual and Family Self-Management Theory by Ryan and

Sawin (2009)
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Model relationships. The IFSMT as presented by Ryan and Sawin represents a linear
approach to self-management. Context factors can directly impact process, proximal outcomes,
and distal outcomes. By enhancing the process of self-management, both proximal and distal
outcomes can be improved. The theory indicates that interventions can influence both context
and process variables. Proximal outcomes lead to the attainment and success of distal outcomes.
No feedback loops are included in the original model.

The original IFSMT has been used in a variety of populations. The theory was tested
among adolescents with Type 1 diabetes finding that depressive symptoms, self-efficacy, and
self-management behaviors significantly predicated health-related quality of life (Verchota &
Sawin, 2016). For Sawin and colleagues (2017), the IFSMT guided the development of a
discharge intervention for parents of hospitalized children. Among frail older adults, the IFSMT
guided variable selection and analysis of an intervention using nurse care coordination to
improve self-management of medications (Marek et al., 2013). The process dimensions of the
IFSMT were used as intervention components to increase calcium and vitamin D intake among
middle-age women (Ryan, Maierle, Csuka, Thomson, & Szabo, 2013). The theory has previously
focused on adolescents, parents of hospitalized children, middle-age adults, and frail older adults.
This dissertation study extends the components of the IFSMT to address both received and
perceived availability of social support, incorporating a moderation hypothesis.

Limitations. The IFSMT provides an approach to examining social support and self-
management behaviors but also has limitations. The model appears to include critical outcomes
variables for emerging adults such as medication adherence within the self-management
behaviors of “engagement in activities/treatment regimens” and “use of recommended

pharmacological therapies.” Yet, the authors’ publications have noted that these outcomes do not



include adherence (Marek et al., 2013; Ryan & Sawin, 2009). The authors suggest that concepts
of adherence, alliance, and compliance are opposing to self-management since they dismiss the
patient’s responsibility for management (Ryan & Sawin, 2009). Yet, this assumption does not
occur in other self-management frameworks and even appears to be implied within the original
IFSMT model (Grey, Schulman-Green, Knafl, & Reynolds, 2015; Modi et al., 2012). In addition,
the IFSMT approaches support as a general category and does not differentiate between received
social support and perceived availability of social support which are conceptually different.
Finally, the original IFSMT approaches the process of self-management in a linear format. In
reality, feedback loops may exist such that outcomes, in turn, influence context and process
variables.
Individual and Family Self-Management Theory applied to IBD

This dissertation utilized select variables from the IFSMT to focus specifically on the
relationship between context, process (received social support), and proximal outcomes (self-
management behaviors of medication adherence and diet modification) and to incorporate the
moderating effect of perceived availability of social support (see Figure 1.2). The original theory
did not include variables that may moderate the relationship between the process and outcomes;
therefore, the theory applied to IBD includes perceived availability of social support which may
moderate the relationship between received social support and self-management behaviors
(Uchino, 2004). The theory will be referred to as the Individual and Family Self-Management
Theory (IFSMT) applied to IBD.

Context. The IFSMT applied to IBD includes individual, condition-specific, and
emerging adulthood factors as context variables. Individual factors are factors that are specific to

the patient and include age, sex, marital status, employment, and education. Condition-specific



factors are specific to the disease. Within the IBD population, the condition-specific factors have
been adapted to include type of IBD (ulcerative colitis or Crohn’s disease), time since diagnosis,
symptoms (frequency, severity, and interference), current medication use, and surgeries. The
original model includes developmental stages within individual factors, but previous research has
operationalized developmental stages as age (Marek et al., 2013; Verchota & Sawin, 2016). To
clarify the distinction between development as a chronological age and development as a
psychological stage, emerging adulthood factors were included as a context factor separate from
individual factors (although some overlap between age and emerging adulthood factors does
occur for the purposes of this dissertation age and emerging adulthood factors are presented
separately). Emerging adulthood factors refer to the features that are associated with emerging
adulthood and include possibilities/optimism, instability, identity explorations, and feeling in-
between (Stéphanie, Katia, Joseph, & Gerhard, 2014).

Process. The original model was simplified to focus on the effects of one specific social
facilitation process, received social support. Future research may draw upon process components
included in the IFSMT. The process variable of received social support directly influences self-
management behaviors of medication adherence and diet modification (Marquez et al., 2016;
Ryan & Sawin, 2009). The IFSMT applied to IBD acknowledges that the relationship between
the process and outcome variables have the potential to be moderated by perceived availability of
social support (Uchino, 2004). Perceived availability of social support can be conceptualized in
multiple ways. Within the IFSMT applied to IBD, perceived availability of social support will be
examined as a potential moderator of the relationship between process and outcome variables in

order to determine how perceptions of support interact with receiving social support.



Figure 1.2: Individual and Family Self-Management Theory applied to IBD
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Outcome. Proximal outcomes are specific to IBD and include the self-management

behaviors of medication adherence and diet modification. Although the authors of the IFSMT do
not include adherence as a part of self-management, a number of other self-management theories
have included adherence (Grey et al., 2015; Modi et al., 2012; Ryan & Sawin, 2009). In the
IFSMT applied to IBD, “use of recommended pharmacological therapies” (from the original
model) is medication adherence and “engagement in activities/treatment regimens” is diet
modification.

Medication adherence. Medication adherence has been included within the IFSMT
applied to IBD due to the central role of medication in the IBD disease management process.
Medication adherence is especially important for IBD patients since without medication many
patients will experience an increased number of exacerbations, hospitalizations, and decreased
HRQoL (Herman & Kane, 2015; Higgins, Rubin, Kaulback, Schoenfield, & Kane, 2009; Kane,

Huo, Aikens, & Hanauer, 2003).



Diet modification. Patients with IBD often believe modifying their diets may influence
IBD symptoms (Knight-Sepulveda, Kais, Santaolalla, & Abreu, 2015; Lee et al., 2015; Wong,
Harris, & Ferguson, 2016); furthermore, studies have shown the benefits of diet modification on
symptom reduction (including reduced bowel frequency, pain, bloating, and diarrhea) and
improved quality of life in IBD patients (Charlebois et al., 2016; Lee et al., 2015; Olendzki et al.,
2014; Wong et al., 2016). The relationship between diet modification and disease activity is less
clear (Haskey & Gibson, 2017; Konijeti et al., 2017; Olendzki et al., 2014). Both medication
adherence and diet modification will be examined. Distal outcomes are not the focus of this
dissertation and are not shown in the IFSMT applied to IBD.

Model Relationships. In the IFSMT applied to IBD, context factors are hypothesized to
influence both the process of received social support and the outcomes of self-management
behaviors. The process of received social support can directly influence self-management
behaviors (main effect model), but can also be moderated by perceived availability of social
support (moderating model). The dotted lines indicate the variables are in the same dimension
(e.g., context, process, or outcome). Although not included in Figure 1.2, a feedback loop is
hypothesized to exist since the self-management behaviors of medication adherence and diet
modification can then influence the context of condition-specific factors. For instance,
medication adherence may lead to decreased hospitalizations and improved symptoms. While
this potential is acknowledged, the feedback loop will not be examined in this dissertation due to

the cross-sectional design. Future work will address the hypothesized feedback loop.



Purpose

The purpose of this dissertation is to examine the relationship between social support and
self-management behaviors of medication adherence and diet modification among emerging
adults with IBD. This dissertation addresses three significant gaps in the literature.

First, the dissertation will update the state of the science on the relationship between
social support (both general social support and types of social support) and self-management
behaviors among adults with IBD through a systematic literature review (Aim 1.a). Although
social support has been shown to influence self-management behaviors among individuals with
chronic conditions, this relationship has not been examined within younger chronic condition
populations such as those with IBD. Additionally, this dissertation will examine how patient age
may influence the relationship between social support and self-management behaviors (Aim
1.b). Typically, adults are examined as a homogenous group without acknowledgement of the
impact of developmental stages. The developmental stage of emerging adulthood may have a
unique influence on social support and self-management behaviors different than individuals in
middle or older adulthood.

Second, the dissertation will determine the individual, condition-specific, and emerging
adulthood factors which influence received social support within an emerging adult IBD
population (Aim 2). Within the IBD literature, patients have acknowledged the importance of
received support (Dur et al., 2014; Plevinsky et al., 2016). Since little is known regarding the
factors that make some emerging adults more likely to obtain social support, this chapter will
expand the science by examining individual, condition-specific, and emerging adulthood factors

that influence received social support among emerging adults with IBD. Findings from this study



have implications for the development of future social support interventions and can inform
healthcare providers of which individuals may need additional supportive resources.

Third, the dissertation will examine the relationship between received and perceived
availability of social support and self-management behaviors among emerging adults with IBD
while controlling for individual, condition-specific, and emerging adulthood factors (Aim 3).
Received social support has been associated with self-management behaviors in older adult
chronic condition populations, but has not been examined among emerging adults with chronic
conditions (Marquez et al., 2016; Plevinsky et al., 2016; Rad et al., 2013). The developmental
changes experienced by emerging adults may influence received social support (Arnett, 2015;
Erikson, 1994). The purpose is to evaluate the role of received social support and self-
management behaviors of medication adherence and diet modification among emerging adults
with IBD and examine the potential moderating effect of perceived availability of social support.
Describing this relationship will enhance the existing literature by focusing on the self-
management behaviors of emerging adults with IBD.

Research Questions

Several research questions will be addressed in this dissertation.

1. What is the relationship between social support (overall social support and type of social
support [e.g., informational, emotional, and tangible]) and self-management behaviors
among adults with IBD?

2. How does patient age influence the relationship between social support and self-

management behaviors among adults with IBD?



. Which individual factors (age, sex, marital status, employment, education) are
predictive of received social support (total received social support, informational support,
emotional support, and tangible support)?
. Which condition-specific factors (type of IBD, times since diagnosis, symptoms,
medication types, and surgeries) are predictive of received social support (total received
social support, informational support, emotional support, and tangible support)?
. Which emerging adulthood factors (possibilities/optimism, instability, identity
exploration, and feeling in-between) are predictive of received social support (total
received social support, informational support, emotional support, and tangible support)?
. Among emerging adults with IBD, what is the association between received social
support and self-management behaviors (medication adherence and diet modification)
while controlling for contextual variables?
. Among emerging adults with IBD, does perceived availability of social support moderate
the association between received social support and self-management behaviors
(medication adherence and diet modification) while controlling for contextual variables?
Dissertation Format

A multiple manuscript format is used for this dissertation. Chapters 2, 3, and 4 represent

separate publishable manuscripts that address the central theme of social support among

emerging adults with inflammatory bowel disease. The remaining chapters in this dissertation

include:

Chapter 2 (Manuscript 1)

Chapter 2 is a systematic review to assess the effects of social support on self-

management behaviors among adults with IBD. A secondary aim of the review is to determine if



patient age impacts the relationship between social support and self-management behaviors for
this population. In the systematic review, patient age will be used as a proxy for developmental
stage due to a lack of studies addressing developmental stages in adults. The review is guided by
the Preferred Reporting Items for Systematic Reviews and Meta-Analysis (PRISMA) statement
(Liberati et al., 2009; Moher, Liberati, Tetzlaff, Altman, & The Prisma Group, 2009). A variety
of databases were searched including PubMed, Web of Science, Cumulative Index of Nursing
and Allied Health Literature (CINAHL), PsycINFO, Communication and Mass Media Complete,
and Communication Abstracts.

Keywords included: social support, emotional support, esteem support, tangible support,
instrumental support, affection support, family support, parental support, friend support, social
network, structural support, inflammatory bowel disease, IBD, Crohn’s, and colitis. Articles
were limited to the date range of January 2000—December 2017. This manuscript is formatted to
meet the author guidelines of the Journal of Advanced Nursing.

Chapter 3 (Manuscript 2)

Chapter 3 examines the individual, condition-specific, and emerging adulthood factors
that influence received social support among emerging adults with IBD. This manuscript focuses
on the relationship between the context and process of the IFSMT applied to IBD. Survey data
was collected from emerging adults (age 18-29) with a self-reported diagnosis of IBD.
Participants were recruited from ResearchMatch, a national health volunteer registry created by
several academic institutions, which is supported by the United States National Institutes of
Health as part of the Clinical Translational Science Award Program. Participants were also
recruited from Facebook using posts within groups and advertisements and through word of

mouth.



Individual, condition-specific, and emerging adulthood factors are examined in this
study. Individual factors include age, sex, marital status, employment, and education. In addition,
condition-specific factors include type of IBD (ulcerative colitis or Crohn’s disease), time since
diagnosis, symptoms (frequency, severity, and interference), medications currently using, and
surgeries. Emerging adulthood factors of possibilities/optimism, instability, identity explorations,
and feeling in-between were measured using the eight-item short form of the Inventory of
Dimensions of Emerging Adulthood; a higher score indicates individuals are experiencing more
of the features associated with emerging adulthood.

Received social support will be measured using the Inventory of Socially Supportive
Behaviors (ISSB). The ISSB asks participants to rate how often supportive activities occurred
within the last four weeks and contains three subscales: informational support (guidance),
emotional support, and tangible support. Data analysis includes descriptive statistics and
multivariable linear regression. The model was built according to the stepwise process of
purposeful selection of covariates as outlined in Hosmer, Lemeshow, and Strudivant (2013).
Manuscript two will be formatted to meet the author guidelines of Clinical Nursing Research.
Chapter 4 (Manuscript 3)

Chapter 4 enhances the knowledge of received social support by examining the influence
of received social support on the self-management behaviors of medication adherence and diet
modification (main effects) and determining if perceived availability of social support buffers
this relationship (moderating effect). This chapter uses online survey-data collected from
emerging adults (ages 18-29) with a self-reported diagnosis of IBD who are currently prescribed
medication to manage their IBD. ResearchMatch, an online database of participants, and

Facebook, a social media site, and word of mouth were used for recruitment.



Received social support, perceived availability of social support, and self-management
behaviors of medication adherence and diet modification are examined. Received social support
is defined as the supportive behaviors that an individual obtains and is measured with the
Inventory of Socially Supportive Behaviors. Perceived availability of social support is defined as
an individual’s perception that support is available if needed and is measured with the Medical
Outcomes Social Support Survey. Medication adherence is whether patients use their medication
as prescribed by a provider (four-item Medication Adherence Report Scale) and diet
modification is an individual’s alteration of food intake (Dietary Screener Questionnaire).

Individual, condition-specific, and emerging adulthood factors are controlled for in the
analysis. Individual factors include age, sex, marital status, employment, and education.
Condition-specific factors include type of IBD, time since diagnosis, symptoms (frequency,
severity, and interference), medications currently using, and surgeries. Emerging adulthood
factors of possibilities/optimism, instability, identity explorations, and feeling in-between will be
measured using the eight-item short form of the Inventory of Dimensions of Emerging
Adulthood. Higher scores indicate that individuals are experiencing more of the features
associated with emerging adulthood. Descriptive statistics will be calculated for the variables.
Both outcomes are dichotomous; therefore, a multivariable logistic regression is used.
Manuscript three is formatted to meet the author guidelines of Nursing Research.

Chapter 5

The conclusion, synthesis of all findings, and recommendations for future research will

occur in chapter 5. Conclusions will be discussed in relationship to their impact on future nursing

research, practice, and health policy.



Contribution to Science

This project contributes to advancing the science in three major areas: a) social support
and self-management among adults with IBD; b) factors which influence received social support
among emerging adults with IBD; and c) integrating both medication adherence and diet
modification behaviors among emerging adults with 1BD.

First, although emerging adults with IBD are more likely to have poorer health outcomes,
research specific to this developmental stage is lacking. This lack of knowledge means emerging
adults may not be receiving developmentally appropriate care. This dissertation seeks to advance
the science of self-management by systematically reviewing the literature between social support
and self-management behaviors, and examining differences based on patient age. Previous
literature has not addressed potential age differences; therefore, maintaining a “one-size-fits-all”
approach to self-management.

Second, previous literature has indicated that receiving social support can be beneficial in
improving health outcomes. Yet, there is a gap in the knowledge regarding what individual,
condition-specific, and emerging adulthood factors are associated with an increase in received
social support. Understanding this relationship would enable clinicians to more easily identify
patients in need of additional supportive resources.

Finally, self-management behaviors are critical to improving symptoms and decreasing
disease activity. This dissertation provides a unique contribution by examining self-management
behaviors that are important to both providers (medication adherence) and patients (diet
modification). In addition, previous IBD literature has primarily focused on perceived
availability of social support. This dissertation advances the science by focusing on received

social support and examining perceived availability of social support as a potential moderator of



the relationship between received social support and self-management behaviors. This
dissertation advances the science of social support by examining both received and perceived
availability of social support as well as the science of self-management among emerging adults
with IBD. Both medication adherence and diet modification are examined to create a more
holistic approach to self-management from the patient’s view.

Emerging adults with IBD are in need of developmentally appropriate interventions
aimed at improving self-management behaviors. Received social support serves as one
potentially modifiable factor which could improve self-management behaviors among emerging
adults with IBD. This dissertation provides the foundation to establish a program of research

aimed at improving self-management behaviors among emerging adults with I1BD.



CONCLUSIONS

This dissertation used a multiple manuscript option to address the central theme of social
support among emerging adults with inflammatory bowel disease. Manuscript one (chapter two)
is a systematic review of the relationship between social support and self-management behaviors
among adults with IBD. Manuscript two (chapter three) and Manuscript three (chapter four) are
data-based papers which address elements of the Individual and Family Self-Management
Theory applied to IBD.

Summary of Manuscript 1

Manuscript 1 summarized the current research findings examining relationships between
overall and type of social support (e.g., informational, emotional, and tangible) and self-
management behaviors among adults with IBD. The systematic review indicated some support
for a relationship between increased overall social support and improved self-management
behaviors. However, findings are still inconclusive due to the variety of conceptualizations of
both social support and self-management behaviors. Consistency in the use of social support
definitions and measurements is needed. The relationship between types of social support and
self-management behaviors was unable to be determined due to only one article examining a
type of social support. Examining the types of social support would provide a better
understanding of the relationship between informational, emotional, and tangible social support
and self-management behaviors.

Notably missing from the literature review was articles that focused on medication
adherence and diet modification as self-management behaviors. Only one article addressed
medication adherence; however, this article indirectly assessed social support through

membership in a supportive intervention group. Future research is needed to understand the



relationship between social support and medication adherence since medication adherence is a
vital component of self-management for this disease. Diet modification, although frequently used
by patients, was also not identified during the review process. Addressing the gap of the
relationship between social support and the self-management behaviors of medication adherence
and diet modification is important to determine if social support interventions may improve self-
management behaviors and, therefore, became the focus of manuscript 3.

In addition, the systematic review examined the role of patient age. Although individuals
with IBD are typically diagnosed between the ages of 18-29, the mean age of participants in the
systematic review was 40 (range: 34.6-45.5). In addition, a lower age (age <40) was associated
with poorer self-management behavior. Thus, it became apparent that future research is needed
to specifically address the needs of an emerging adult (ages 18-29) population in order to inform
interventions to improve self-management behaviors among this age group. This manuscript
contributes to science by emphasizing the role of age and developmental stage on self-
management behaviors. Enhancing the literature on emerging adults, social support, and self-
management behaviors was the focus of manuscripts 2 and 3.

Summary of Manuscript 2

Manuscript 2 focused on the individual, condition-specific, and emerging adulthood
factors which influenced total and subscales of received social support among emerging adults
with IBD. Emerging adults (ages 18-29) with a diagnosis of IBD were recruited through
ResearchMatch, Facebook, and word of mouth. The sample included 61 emerging adults with a
mean age of 24.7 (SD=2.9). Participants were mostly female (n=55, 90%), single (n=47, 77%),
and employed full-time (n=30, 49%). Most were diagnosed with Crohn’s disease (n=39, 64%)

for an average of 76 months (SD=57.3).



Findings indicated that age, marital status, and employment were associated with total
received social support; age and marital status were also associated with emotional received
social support. When controlling for time since diagnosis and symptom interference, the use of
immunomodulator medication, biological medication, and both immunomodulators and biologics
was associated with increased tangible social support. Emerging adulthood factors were not
associated with total or subscales of received social support. The factors which influenced social
support varied based on the type of social support; thus, the type of social support may provide a
more precise understanding of social support. This manuscript contributes by focusing on the
impact of individual and condition-specific factors on types of received social support.

Summary of Manuscript 3

Manuscript three examined the association between received social support and self-
management behaviors of medication adherence and diet modification and how perceived
availability of social support may moderate this relationship. Emerging adults with a self-
reported healthcare provider diagnosis of ulcerative colitis or Crohn’s disease were recruited
through ResearchMatch, Facebook, and word of mouth. Participants were currently prescribed
medication to manage their IBD (although not all participants were adherent to the medication),
could understand written English, and had access to the internet. Emerging adults hospitalized
within the past month or currently pregnant were excluded. Engaging in diet modification was
not an inclusion criteria for the study.

Sixty-one participants were included in the analysis. Seventy-three percent of emerging
adults were adherent to their medication (n=45). The most common types of medications were
biologics (n=37, 61%), aminosalicylates (n=22, 36%), immunomodulators (n=16, 26%), and

corticosteroids (n=11, 18%). In addition, seventy-five percent (n=46) never had surgery. When



controlling for biological medication, time since diagnosis, symptom frequency, and feeling in-
between, having high informational received social support compared to low informational
received social support was associated with medication adherence (p = 0.023). Perceived
availability of social support did not moderate the relationship between received social support
and medication adherence. Although when controlling for the interaction between received social
support and perceived availability of social support, the relationship between informational
received social support and medication adherence becomes non-significant (p=0.129).

Sixty-four percent of emerging adults reported modifying their diet (n=39). The most
commonly modified food groups included: fruits and vegetables (n=41, 67%), fiber (n=40, 65%),
dairy (n=37, 61%), and grains (n=37, 61%). Received social support was not associated with diet
modification. Perceived availability of social support did not moderate the relationship between
received social support and medication adherence. In addition, individual, condition-specific, and
emerging adulthood factors were also not associated with diet modification. To better determine
the types of emerging adults who engage in diet modification, future research is needed to
examine other factors, such as beliefs about diet and cause of IBD, which have the potential to
influence diet modification.

Overall Summary

This dissertation utilized select variables from the Individual and Family Self-
Management Theory to address the research questions. The selected variables were specific to
IBD and the resulting model was referred to as the Individual and Family Self-Management
Theory applied to IBD [See Figure 5.1 for the IFSMT applied to IBD with significant variables
only]. The model included context factors (individual, condition-specific, and emerging

adulthood factors), process factors (received social support), outcome factors (medication



adherence and d|et Figure 5.1: Individual and Family Self-Management Theory applied to IBD: Significant Findings
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Within this dissertation, individual and condition-specific factors, but not emerging adulthood
factors, influenced received social support. Condition-specific factors and emerging adulthood
factors influenced medication adherence. None of the context factors were found to influence
diet modification. The relationship between received social support and self-management
behaviors was not significant, except for the relationship between informational received social
support and medication adherence. Future work related to this model could examine other
process variables beyond social support which were included in the original model such as
knowledge and beliefs, self-regulation skills and abilities, and social facilitation. In addition,
received social support may influence self-management behaviors indirectly through self-
efficacy, anxiety, or depression (Calloway et al., 2017; Fuller-Thomson & Nimigon, 2008).

The purpose of this dissertation was to examine the relationship between social support
and self-management behaviors of medication adherence and diet modification among emerging
adults (ages 18-29) with Inflammatory Bowel Disease (IBD) [see Table 5.1 for Research
Questions and Findings]. The systematic review indicated that social support may influence self-
management behaviors. Among emerging adults with IBD, a high degree of received

informational support compared to low degree of received informational support was associated

with medication adherence. Total received social support, emotional received social support, and



tangible received social support were not associated with medication adherence. Social support
was not associated with diet modification. Furthermore, perceived availability of social support
did not modify the relationship between received social support and self-management behaviors.
These insignificant findings may be based due to the sample which appeared to have well-
managed disease. The received social support measure used in this dissertation was a measured
of global received social support, perhaps including a social support measure specific to self-
management behaviors or tasks related to IBD would yield different results. Received social
support and self-management behaviors may be related indirectly through a different variable or
perhaps social support and self-management behaviors are just not related.

Younger age (age <40), as identified in the systematic review, has been negatively
associated with self-management behaviors. A younger age was also associated with greater
received social support. However, the emerging adulthood factor of feeling in-between was
associated with medication adherence whereas age was not associated with medication
adherence among emerging adults. The factors which influenced received social support differed
based on the received social support subscale being examined. For instance, individual factors
influenced total received social support and emotional received social support whereas
condition-specific factors influenced tangible received social support.

Future research using the Individual and Family Self-Management Theory applied to IBD
should examine relationships over time to examine how received social support may vary based
on disease trajectory and other environmental factors. For this dissertation, other process
variables were removed to focus specifically on received social support. Future work could
integrate these process variables which include knowledge and beliefs, self-regulation skills and

abilities, and other social facilitation variables.



Table 5.1:
Research Questions and Findings

Research Questions

| Finding

Chapter 2 / Manuscript 1

1. What is the relationship between
social support (overall social support
and type of social support [e.g.,
informational, emotional, and
tangible]) and self-management
behaviors among adults with IBD?

A positive relationship between social support
and self-management behaviors.

Unable to examine types of social support
since only one study addressed emotional
social support.

2. How does patient age influence the
relationship between social support
and self-management behaviors
among adults with IBD?

Age is negatively associated with self-
management behaviors.

Chapter 3 / Manuscript 2

3. Which individual factors (age, sex,
marital status, employment, education)
are predictive of received social
support (total received social support,
informational support, emotional
support, and tangible support)?

Total received social support: decreased age
(p = 0.001), being married (p = 0.039) and
having employment full-time compared to
being unemployed or a student (p = 0.007)
Informational support: none

Emotional support: decreased age (p =
0.033) and being married (p = 0.001)
Tangible support: none

4. Which condition-specific factors
(type of IBD, times since diagnosis,
symptoms, medication types, and
surgeries) are predictive of received
social support (total received social
support, informational support,
emotional support, and tangible
support)?

Total received social support: none
Informational support: none

Emotional support: none

Tangible support: the use of
immunomodulates (p = 0.000), the use of
biologics (p = 0.002) and the interaction
between immunomodulators and biologics (p
= 0.000) when controlling for time since
diagnosis and symptom interference

5. Which emerging adulthood factors
(possibilities/optimism, instability,
identity exploration, and feeling in-
between) are predictive of received
social support (total received social
support, informational support,
emotional support, and tangible
support)?

Total received social support: none
Informational support: none
Emotional support: none

Tangible support: none

Chapter 4 / Manuscript 3

6. Among emerging adults with IBD,
what is the association between
received social support and self-

Informational received social support is
associated with medication adherence




Research Questions Finding

management behaviors (medication Received social support is not associated with
adherence and diet modification) diet modification
while controlling for contextual
variables?

7. Among emerging adults with 1BD, Perceived availability of social support did
does perceived availability of social not moderate the relationship.

support moderate the association
between received social support and
self-management behaviors
(medication adherence and diet
modification) while controlling for
contextual variables?

Limitations
This dissertation has several limitations. The systematic review identified few articles
that examined social support and self-management behaviors; all seven of the articles meeting
inclusion criteria were older than 5 years. The studies included within the review used a variety
of conceptualizations of social support and self-management behaviors. Participant recruitment
methods, for manuscripts two and three, focused on online modalities and therefore cannot,
necessarily, be generalized to clinic populations. The average participant was female, diagnosed
with Crohn’s disease, using biological medication, and adherent to medication. In addition, the
sample had low symptom severity and interference and had been diagnosed for an average of 6.3
years. Therefore, findings from this dissertation cannot be generalized to all IBD patients. The
cross-sectional nature of this data is another limitation.
Implications
This dissertation has implications for research, policy, and practice.
Research
Future work should continue to focus on emerging adults since the systematic review

identified that lower age was negatively associated with self-management behaviors. The



emerging adulthood sample highly endorsed the factors of emerging adulthood demonstrating
that these individuals are experiencing the typical demands of emerging adulthood. In addition,
the emerging adulthood factor of feeling in-between influenced medication adherence.
Therefore, there is some indication that developmental stage may influence self-management
behaviors, although developmental stage did not influence received social support. Trivedi and
Keefer (2015) introduced emerging adulthood to the IBD literature. Yet, most of the literature
continues to focus on chronological age, specifically the transition between pediatric and adult
IBD care which typically occurs between 18-22 years old (Cho et al., 2018; Gumidyala et al.,
2018; Stollon et al., 2017; van Groningen, Ziniel, Arnold, & Fishman, 2012). Whereas
improving this transition is important, a paradigm shift needs to occur from focusing on
chronological age to examining developmental stages which may affect emerging adults
transition readiness and ability to self-manage their IBD.

This dissertation examined social support as one process that could influence the self-
management behaviors of medication adherence and diet modification. However, only
informational received social support was associated with medication adherence. To better
understand the relationship between received social support and self-management behaviors,
social support should be examined longitudinally as there is the potential that social support is
beneficial during transition times. For instance, emerging adults may benefit from additional
social support when switching medication types, beginning a new diet, or experiencing an
increase in symptoms. A longitudinal, observational study could help identify periods along the
disease trajectory in which patients would benefit from additional received social support.

Social support may have a stronger effect on psychological/emotional components of

health such as depression, anxiety, self-efficacy, or coping and could indirectly influence self-



management behaviors. Another possibility is that social support influence other health outcomes
such as health-related quality of life (Katz et al., 2016) and simply is not related to self-
management behaviors. Further investigation of types of social support can clarify these
relationships and determine if informational, emotional, and tangible social support influence
outcomes differently.

Increased symptom frequency was associated with medication adherence; yet, symptom
measures (frequency, severity, and interference) were not associated with received social
support. The lack of relationship between symptoms and received social support may be due to
support providers not being aware of symptoms or the stigma associated with IBD (Groshek et
al., 2017; Taft et al., 2009). Follow-up work is needed to understand symptom severity and
interference within emerging adults with IBD since the low symptom severity and inference in
this sample may be due to recruitment methods and selection bias in which healthier individuals
completed the survey. IBD symptom science is a relatively new area of research. A 2010
conceptual paper outlined symptom burden within IBD (Farrell & Savage, 2010); however, only
in recent years has research begun to focus on examining symptoms within the IBD population
including examining symptom frequency, severity, and distress (Farrell, McCarthy, & Savage,
2016) and symptom clusters (Conley, Proctor, Jeon, Sandler, & Redeker, 2017). Thus, there is a
need to enhance IBD symptom science research focusing on symptom cut points, symptoms
across the lifespan and disease trajectory, and biological underpinnings of symptoms (McCall et
al., 2018).

Future research should examine other processes identified in the original theory such as
knowledge and beliefs, self-regulation skills and abilities, and social facilitation. In addition,

other models which incorporate biological mechanisms may be better suited to examine the



relationship between symptoms and self-management behaviors (McCall et al., 2018). Potential
models include the National Institute of Health Symptom Science Model (Cashion & Grady,
2015) and the University of California at San Francisco Symptom Management Model (Dodd et
al., 2001).

Finally, none of the factors included within this dissertation influenced diet modification.
There is a need to better understand what promotes an emerging adult to modify their diet. Since
such a high percentage of emerging adults are modifying their diet, future interventions should
seek to incorporate psychoeducational interventions including managing symptoms and diet
together with the typically medical interventions of medications. Incorporating both components
will provide researchers with a better understanding of the overall picture of IBD self-
management.

Future research questions could include:

1. Among emerging adults with IBD, does self-efficacy mediate the relationship
between received social support and the self-management behaviors of medication
adherence and diet modification?

2. Among newly diagnosed emerging adults with IBD, what is the relationship between
received social support and the self-management behaviors of medication adherence
and diet modification?

3. How does symptom frequency, severity, and interference change over time among
adults with IBD?

4. What is the relationship between beliefs about diet and diet modification?



Policy

Emerging adults face unique challenges and barriers to self-management. Most patients
within the study were on biological medications and had minimal symptoms and surgeries
indicating well-managed disease. Policy makers should seek to improve emerging adults’ access
to these necessary medications including increasing access to insurance and decreasing co-pays.
Emerging adults commonly face barriers in which patients must fail insurance-preferred
medications before obtaining coverage for provider-prescribed medications. Eliminating
insurance company step therapy protocols would promote patient access to necessary medication
without insurance company delays.

Twenty-six percent (n=16) of the sample were non-adherent to medication (hon-
adherence was not associated with greater symptoms than those who were adherent).
Informational received social support may influence medication adherence; therefore, insurance
companies should expand coverage to include support groups and other psychoeducational
interventions. Telehealth could be used to extend these interventions to emerging adults with
IBD who do not live closed to a specialized IBD-center. In addition, the emerging adulthood
factor of feeling in-between was associated with medication non-adherence. Patient programs,
offered by insurance companies, schools, or employers, can be tailored to meet the
developmental needs of emerging adults.

Policy makers should seek to expand funding of IBD research; research is needed to
develop psychoeducational interventions with components tailored to the needs of emerging
adults. In addition, research funds would contribute to better understanding the role of
symptoms, the relationship between diet and medication, and the influence of diet and nutrients

within the IBD population.



Practice

Nurses and other healthcare providers should be aware that emerging adults are at risk for
negative self-management behaviors. The need to improve self-management behaviors extends
past the transition period from pediatric to adult gastroenterology. Specifically, emerging adults
who are feeling in-between may be more likely to have medication non-adherence. Other
potential risk factors for medication non-adherence include: low informational social support, not
using biological medications, increased time since diagnosis, and decreased symptom frequency.
Emerging adults with these condition-specific and emerging adulthood factors may be in need of
educational programs to improve medication adherence.

Although receiving social support had minimal associations between self-management
behaviors of medication adherence and diet modification, IBD research has indicated the
relationship between received social support and quality of life (Katz et al., 2016; Oliveira et al.,
2007). Therefore, providers can assess for characteristics that are associated with increased
received social support. Age, marital status, and employment are associated with total received
social support; age and marital status are also associated with emotional received social support.
The use of immunomodulator medication, biological medication, and both immunomodulators
and biologics was associated with increased tangible social support when controlling for time
since diagnosis and symptom interference. These individual and condition-specific factors can be
used to help identify emerging adults who may benefit from improved social support.

Most importantly, healthcare providers should recognize that individuals diagnosed at
younger ages (under 35) report greater symptoms and disease complications (Bager, Julsgaard,
Vestergaard, Christensen, & Dahlerup, 2016; Liverani, Scaioli, Digby, Bellanova, & Belluzzi,

2016; Torres et al., 2016). In addition, a younger age (age <40) is negatively associated with self-



management behaviors (Coenen et al., 2016; Severs et al., 2017). The Theory of Emerging
Adulthood by Arnett (2000) can provide an overview of the developmental stages faced by
emerging adults. There is a need for individuals in practice settings to work with researchers to
design interventions to address the challenges faced by emerging adults.

Contribution to Science

The research in the proceeding chapters enhances the science in three ways: 1) synthesis
and identification of gaps in the literature regarding the influence of social support and self-
management behaviors finding that research primarily focuses on older adults and neglects the
emerging adult population (manuscript one/chapter two); 2) examining the factors which
influence received social support among emerging adults with IBD (manuscript two/chapter
three); and 3) determining the relationship between received and perceived availability of social
support and self-management behaviors (medication adherence and diet modification) among
emerging adults with IBD (manuscript three/chapter four). The findings from this dissertation
serve to build the science by focusing specifically on emerging adults and emerging adulthood
factors which may influence social support and self-management behaviors, identifying types of
social support which may be important to incorporate into future interventions, and examining
how social support has the potential to influence self-management behaviors of medication
adherence and diet modification.

This dissertation focused on emerging adults since previous research has identified that a
younger age is negatively associated with self-management behaviors among IBD patients.
Examining emerging adulthood factors in addition to age is a unique contribution to the literature
as this is one of the first known studies to examine emerging adulthood factors related to social

support and self-management behaviors in chronic conditions. Age, not emerging adulthood



factors, was associated with total received social support and emotional received social support.
Emerging adulthood factors, and not age, were associated with medication adherence. These
findings contribute to the development of the emerging adulthood literature.

Based on previous literature indicating that receiving social support can be beneficial in
improving health outcomes, the contextual factors that influence received social support were
examined. It was found that the contextual factors varied based on the type of social support.
These findings advance science by determining the potential individual and condition-specific
factors that may identifying patients in need of additional supportive resources. Since these
factors vary based on type of social support, this dissertation also highlights the importance of
examining not only total social support but also the types of social support. Total social support
provides an overview of social support levels; however, informational, emotional, and tangible
social support provide detailed information regarding potential support areas that may need
improvement.

High informational received social support compared to low informational received
social support was associated with increased medication adherence. Total received social support
was not significant; therefore, when examining self-management behaviors, it is essential to
examine the specific types of social support which may influence outcomes differently. This
dissertation helped advance understanding of the relationship between social support and self-
management behaviors among emerging adults with 1BD.

In conclusion, the developmental stage of emerging adulthood may influence the ability
to engage in self-management behaviors. This dissertation contributes to science by examining

the potential of social support to influence self-management behaviors among emerging adults



with IBD. A continued focus on developmental stages is needed to advance personalized

healthcare in the area of IBD self- and symptom management.
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