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Abstract: Personalized medicine is becoming a widespread effort to provide the right treatment to the
right patient at the right time. However, it lacks consideration for non-medical factors, such as patient
preferences and psychosocial factors, which should not be avoided. The present study summarizes the
psychosocial difficulties experienced by patients with inflammatory bowel disease (IBD) during dif-
ferent phases of the disease in order to identify methods to assess psychosocial risk factors and per-
sonalize treatment strategies. To reach this goal, the quantitative literature is matched with the pa-
tients' perspective, offering a broad overview of psychosocial risk factors that IBD patients experi-
ence. Quantitative results offer strong evidences for specific psychosocial risk factors in IBD and for
weak results of psychosocial interventions, but show a lack of individually tailored researches, in-
struments and interventions, increasing the distance between the research findings and clinical prac-
tice. At the same time, qualitative findings show important, though veiled information uncovered by
the quantitative research (e.g., identity recovery, fight for control, sexual concerns), which may be
used as a starting point for further explorations. The present study suggests a need to adopt individual-
ized therapeutic approach and deliver psychological therapies while taking into account patients' expe-

riences and preferences.

Keywords: Clinical psychology, inflammatory bowel disease, mixed-methods, personalized medicine, psychological corre-

lates, psychological interventions.

1. INTRODUCTION

Personalized medicine, as a promising effort to revolu-
tionize patient care, has become the new agenda across
medical fields [1, 2]. In general terms, this effort is an at-
tempt to identify individual predictors of health outcomes
with an aim to "individualize the prevention or treatment of
disease" [3]. This would significantly improve the prediction
of disease as well as the diagnostic tests and treatments [3].
Especially in biomedical and genetic fields, personalized
medicine has made many efforts to allow a preventive
screening of biomarkers that would be able to predict disease
and personal response to treatments. The genetic factors
more easily attract the interest of researchers in this field,
while other factors (e.g., environmental) seem to be less
studied in personalized medicine, although they interplay
with the personal genetic makeup and health outcomes. In
particular, psychological factors mediate the role of the envi-
ronmental ones, and they may significantly affect the clinical
course of the disease with relevant consequences on mental
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health co-morbidities. Specifically, psychosocial factors may
play an important role in identifying risk or protective factors
that influence the clinical course of the disease. Managing
the psychological responses to environmental events is a
preventive practice able to modify personal health trajecto-
ries. The present study summarizes the psychosocial difficul-
ties experienced by patients with inflammatory bowel dis-
ease (IBD) during different phases of the disease in order to
identify methods to assess psychosocial risk factors and per-
sonalize treatment strategies. The complex interplay between
psychosocial triggers and clinical course of the disease is
studied particularly in patients with IBD [4, 5]. Starting with
a diagnosis with unknown clear causes, the IBD journey is
often characterized by repeated, often never ending, relapses
and remissions that require a surgical intervention, which is
not always an attractive option [6]. Both the clinical condi-
tions of Crohn's disease (CD) and ulcerative colitis (UC) that
compound the IBD complex are chronic and forecast inva-
sive symptoms. Consequently, most of these patients experi-
ence psychosocial difficulties (e.g., depression, anxiety,
stress and distress) that lower their quality of life and affect
the course of the disease itself [4, 5]. Since flares are impor-
tant triggers of the psychological state of these patients [7]
and an impaired mental health status may lower care and
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cure followed [8], it appears crucial to understand the rela-
tion between the clinical course and patients’ psychological
states to give professionals a multidisciplinary frame to
guide the treatment and support their patients.

In this study, a framework of the psychosocial factors in-
volved during the health care journey of IBD patients is dis-
cussed from the medical research perspective and from that
of patients. Indeed, both the quantitative and qualitative lit-
erature on this topic is reviewed. While quantitative research
has explored the "relationships between variables within a
value-free framework" [9], it has not explored individual
experiences and the patients’ perceptions of their experi-
ences. The review and synthesis of such quali-quantitative
findings would generate more comprehensive results, poten-
tially overcoming “the limitation of purely quantitative and
purely qualitative approaches, providing a fruitful context for
a more comprehensive psychological research" [10].

In particular, this study aims to answer the following
questions:

e What psychosocial risk factors affect the clinical course
of the disease?

e What psychosocial strategies and interventions for IBD
patients are followed along the IBD journey?

A particular attention will be paied to the different phases
of the IBD journey — from the diagnosis to the period after
surgery — in order to figure out a map of the psycho-social
features involved in the healthcare pathway of IBD patients.
A similar framework may be used to identify risks for psy-
chological markers during different disease phases and con-
sequent guidelines for personalized psychosocial treatment,
as discussed in the conclusion.

2. METHODS

The search was launched without years’ restriction with
the following terms “inflammatory bowel disease” or “IBD”
or “Crohn” or “colitis” and “psycho*” on the electronic da-
tabases Scopus, PubMed, PsyclInfo, Google Scholar. Hand-
searching reference lists from identified papers allowed fur-
ther relevant articles to be retrieved. Articles suitable for
inclusion were those ones overcoming the following screen-
ing questions: 1) Is the focus of the article suited to psycho-
social factors (e.g., articles on lifestyle risk factors were ex-
cluded)?, 2) Is the article suited to IBD patients (e.g., articles
including healthcare professionals or caregivers were ex-
cluded)?, 3) Does the article provide details about the
timeframe for the IBD journey to be considered?. Articles
overcoming this screening process were thereafter synthe-
tized considering the following areas: (i) phase of the IBD
journey, (ii) psychosocial factors mentioned, (iii) psychoso-
cial strategies/interventions, (iv) main results. Quantitative
and qualitative articles were separately analyzed, data were
nested during the reporting phase.

3. RESULTS

The retrieved literature (25 qualitative and 38 quantita-
tive articles) reported different psychosocial experiences
with IBD connected to specific phases of the IBD journey.
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These phases can be resumed as follows: 1. becoming an
IBD patient, 2. experiencing phases between repeated remis-
sion and relapses, 3. undergoing surgery. (Fig. 1) provides an
overview of the main psychosocial factors experienced by
IBD patients through these phases as reported by the quali-
quantitative literature.

i) Becoming an IBD Patient: The Time Around Diagnosis

The psycho-social factors featuring the time around diag-
nosis are mostly addressed by qualitative studies. Although
the pathogenesis of IBD is unknown and the underlying
mechanisms seem to be multifaceted, different qualitative
studies report that patients often attribute the cause of the
IBD onset to a bad life event or a stressful period [11, 12],
with a consequent effect on the autoimmune system that be-
came overwhelmed and weakened, incapable to fight the
disease alone [13]. Quantitative results of the role of stress as
potential trigger of the onset of the disease [14] had recently
disconfirmed the patients’ opinions and gathered no evi-
dences for a causal link between stressful events and disease
onset [15]. The IBD onset typically occurs between 15 and
30 years, with invasive but invisible symptoms (e.g., rectal
bleeding, cramps, diarrhea, weight loss) that can be "embar-
rassing and poorly understood by the general population,
making it particularly disruptive and challenging" [16].
Among these, bowel urgency and flatulence are the ones
perceived as the most embarrassing and bothersome [13]. A
delay in diagnosis can worsen the situation. One single-case
study reported that diagnosis is often delayed for years, as
general practitioners are often unaware of IBD problems,
with a consequent heap of wrong treatments and frustration
[17]. Generally, the nature of IBD symptoms trigger the feel-
ings of embarrassment, fear of being stigmatized, concern,
and humiliation that make it difficult to disclose them to oth-
ers because of the fears of others’ reactions [12, 18, 19]. The
consequence is that the onset of IBD is associated with a
gradual period of isolation and alienation of patients from
social world, avoidance of public situations, and restricted
range of relationships [18-20]. Furthermore, at the same
time, being diagnosed with IBD requires reestablishment of a
personal worldview that reflects an individual’s new identity
as a patient [16]. If not adequately managed, identity issues
can lead to self-esteem problems, symptoms misperception,
and lack of support and understanding [13]. Generally, from
patients' perspective, IBD affects different spheres of daily
life, such as lifestyle, work, sex, relationships, and personal
life [13]. Patients use different coping strategies to manage
symptoms and associated concerns, ranging from restrictive
and maladaptive to functional strategies [13]. Examples of
them are avoidance or control of public restrooms and meals,
restricted social meetings, increased sleeping time, and
choice of comfortable or dark clothing, among others [12,
13]. Obtaining appropriate information about IBD symptoms
and course of the disease and treatment, medication side ef-
fects, self-management of symptoms, and dietary guidance is
particularly important for patients at this stage [21, 22]. This
is the reason why patients are encouraged to search and con-
tact other IBD patients with whom they could share their
experiences, which can be particularly useful for engaging in
their long-term care [13].



Personalizing Psychological Treatment Along the IBD Journey

The m

Current Drug Targets, 2017, Vol. 18, No. 11 3

m pricd
The the

et roller
E @

Why me?
I'm embarrassed

¢ i'ma new me
+ | need controf

Qualitative
sfudies

I'm alane « I'm struggling

« Stress exacerbates
= Mood can be low

.................................

» Stress js not the
cause

Fersrnnas

Quantiative
sfudies

surgery

w

! don't know who
'm going fo be

« [ need to adjust to
my body image

= Pm scared and to my sexual
I'm ugly fife

- s ]
» Quality of life iz low ¢ E «  Quality of ife improves §
- Fatients are concemed | i+ Sexual problems i

Fig. @n overview of quantitative (in the black boxes) and qualitative (in the red boxes) psychosocial factors reported during the IBD

journey.

ii) Between Disease Remission and Relapses: Being in the
Roller Coaster

The IBD diagnosis is often a result of a long and chal-
lenging path and once diagnosed, patients have to come to
terms with having a chronic disease that requires managing
symptoms and treatment side effects. Most of the quantita-
tive literature assess psychosocial factor at this time point,
and different literature reviews summarized the psychosocial
aspects of living with IBD during this period after diagnosis
and before surgery [23, 24]. In particular, two main psycho-
social features seem to affect the IBD course and disease
flares from a quantitative medical research perspective:
stress/distress and depression. The role of stress is widely
debated in literature, as potential trigger not only of the onset
of the disease but also of flares [14]. For many years, results
remained mixed [25-27]. However, in the last ten years, dif-
ferent studies had gathered evidences for a causal link be-
tween stressful events and disease flares [27-29]. Some evi-
dences of the specificity of the disease, with UC patients
reporting a greater contribution of stress to disease flares
[15]. Distress, i.e., the personal perception and response to a
stressful event, plays a role in mechanisms underlying the
effect of stress on IBD course [30]. Interestingly, social sup-
port seems to mediate the level of distress [31]. Generally, a
bidirectional relationship between stress/distress and disease
activity has been observed [32, 33]. Furthermore, depressive
symptoms are commonly present in people with IBD, and
the evidence consistently suggests their contribution to the
disease course [15, 34, 35]. A recent literature review on the
nature of the relationship between IBD and anxiety and de-
pression clearly supports the role of depression in disease
flares [34] through promising results confirming the role of
antidepressant in reducing relapses [36]. As in the case of
stress, the relationship between depression and disease exac-
erbation is clearly bi-directional [37].

Finally, literature reported other psychosocial factors
(e.g., anxiety, emotion-focused coping strategies, family
dysfunction, and maladaptive illness perception) that influ-
ence the quality of life of IBD patients and lower the overall
mood status of patients, thus reducing health-related behav-
iors and affecting the management of the disease. However,
none of the existing studies has demonstrated a clear effect
of these factors on the disease course [24].

Looking at the qualitative literature and at the patients’
experiences, this is a period where patients begin to under-
stand that they need to achieve a balance between positive
and negative changes imposed by IBD [16, 20, 38, 39]. IBD
patients often describe a struggle to regain a normal life -
strengthened by the periods of remission - and weakened by
limits imposed by disease symptoms - reinforced by flares.
Such balancing involves control, as often reported by pa-
tients [20, 39]. Indeed, many studies report that patients suf-
fer the uncontrollable nature of disease and symptoms and
perceive that the IBD controls their lives [39]. This activates
the strategies to regain control over own body and own life
(e.g., dietary restrictions), which have a positive effect on the
self-concept of the individual [39], even though a waste of
energy [20]. Individuals with IBD perceive flare-ups as a
loss of psychological not only physical control that threatens
their coping ability [38, 40]. All IBD patients in Daniel’s
study [19] revealed that the loss of control is a major source
of concern. Cooper and colleagues [39] suggested that
achieving a balance in personal control could reduce the
negative effect of disease. Patients may also need to accept
that not everything is controllable [39]. The fight between
loss of control and desire to lead a normal life affects some-
times treatment perceptions and adherence. Treatments and
therapies are often perceived as a reminder of the disease,
and in the fight to regain normality, especially in a mild state
of the disease, patients report negative feelings toward the
treatment, which jeopardizes treatment adherence [38]. In the
study of Norton and colleagues [13] "many participants ac-
cepted a new state of normalcy instead of expecting more
effective treatment that could provide sustained remission".
Differently, patients with severe symptoms experiencing
flares are more likely adhere to treatment regimens and ac-
cept shift in therapy [13, 38], such as shifting to biologic
therapy [13]. Generally, acceptance of medications has been
linked to acceptance of disease over time, therefore to treat-
ment adherence and acceptance of disease course [38].

In the period of remissions and relapses, strategies of
comparison - with other patients or other moment of disease
- are added to the concrete daily strategies to manage symp-
toms shown in the period of diagnosis, as way to realize and
maintain awareness of their health status [13, 38]. Studies
also reported the adoption of strategies (e.g., avoidance be-
havior, acceptance and adaptation, anticipation of possible
flare-ups) to help patients reach a normality status. A study


Julia
Sticky Note
quality of the figure is low, we provide attached the original version hoping to improve it


4 Current Drug Targets, 2017, Vol. 18, No. 11

on the needs of IBD patients showed a change over time and
a high individuality of those needs, ranging from a great
need of information that would allow individuals to influ-
ence their care and monitor the situation to not needing any
information for the fear of becoming frightened, which re-
flects avoidance behaviors [21]. Generally, knowledge needs
arise during relapses [21], and studies reported a specific
lack of knowledge about self-management programs and
long-term prognosis [20]. Even more, at this stage psycho-
logical support can be particularly important because of the
psychosocial difficulties experienced. In one study con-
ducted with more than 300 patients, almost a third of them
expressed a desire for additional psychological treatment
[41]. As showed by the different reviews of psychological
interventions for IBD patients currently available [24, 42,
43], such interventions range from stress management to
psychodynamic-oriented, cognitive-behavioral, or hypnosis-
based interventions. In particular, considering the case of
stress that is particularly present during the period of remis-
sion/relapses, we identified three trials for patients with IBD
that aimed to improve stress management [44-46], and three
interventions included stress management sessions within a
multi-componential program [47-49]. Stress management
techniques were delivered in most of the cases individually
[44, 47-49] and ranged from self-directed (e.g., autogenic
training, personal planning skills, communication tech-
niques) to guided stress management techniques (e.g., re-
laxation practice, problem solving, coping, CBT). Only one
study targeted patients with stress problems [47] and one
included patients with active disease [46]. The results were
mixed. Considering depressive problems that also affect IBD
patients at this stage, a limited number of studies evaluated
psychological therapies for depression and most of them
targeted youth patients [50-53]. Interventions involving
adults were not specifically tailored to depression, which was
included as only one of the outcome measures [48, 54-56].
The existing interventions adopted different approaches,
such as psycho-dynamically oriented psychotherapy in com-
bination with relaxation techniques [55], nurse led counsel-
ling with different components [54], behavioral therapies
[48], or patient education programs [56]. Some of them were
individually tailored [48, 54] and others were group-
delivered [55, 56]. Only one study reported positive effects
of therapy on depression [48]. Generally, most of these stud-
ies did not target specific psychological disorders or patients
experiencing psychosocial disturbances. Moser [57] reported
that this may be the reason why the interventions "in patients
with IBD without psychological disturbance shows little or
no benefit with regard to the number of relapses observed"

(p.417).

iif) Undergoing Surgery: To Exceed the Boundary

When classical treatments fail and biologic therapy is un-
able to relieve the symptoms, surgical intervention may be
considered. Surgery represents a major and difficult event on
the IBD journey, with many studies exploring the manage-
ment of the IBD in this particular moment. We found 10
articles that investigated the role of psychosocial factors in
surgery adopting validated questionnaires. Some of these
studies aimed to explore the effect of surgery on the quality
of life while others investigated the psychosocial factors ex-
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perienced by patients during the surgery that can potentially
affect the quality of life. Generally, studies reported that the
preoperative period induces concerns and lowers the quality
of life [58, 59], which significantly improves during the
postoperative period [58, 59]. The period after surgery can
be however a moment of increased risk for depression [35],
or a reason for impaired body image and sexual problems,
especially in female patients [60, 61]. Individuals may also
experience significant problems at work during the postop-
erative period; however, these problems tend to diminish
significantly during time [61]. Stable personality factors (i.e.,
emotional lability, sense of coherence, and extraversion)
were demonstrated to have a stronger effect on the quality of
life after surgery compared to clinical variables [62]. Also
maladaptive coping behaviors (i.e., self-blame, self-control,
and escape) and perceived social support were showed to
make an important contribution to postsurgical quality of life
[63]; none of these psychological factors had however a role
in surgery outcomes [64]. A research comparing different
disease activity after surgery found that only having an ac-
tive disease affects quality of life rather than surgical treat-
ment [65]: the type of surgery (stoma vs non-stoma bowel
resection) does not have an effect on quality of life of pa-
tients [61].

Regardless of its nature - temporary or permanent - and
its positive prognosis in terms of life saving or improved
quality of life, ostomy surgery is usually a reason for con-
cerns and fears from a patients’ perspective [13, 66]. Surgery
can easily occur at a young age, and the effect of surgery on
youth can be even more pronounced [67]. Therefore, most
studies investigating stoma in IBD patients considered young
groups [67@

The period before surgery increases anxiety about differ-
ent care aspects, from hospitalization, surgery, and postop-
erative functioning to anxiety for loss of self-dependence
[69, 70]. Despite the period before surgery deserves particu-
lar attention for the experienced pervasive anxiety, most
studies on surgery experience focus on the postoperative
period and on sexual and social health of patients [70, 60].
Patients perceive that their impaired body image has a severe
effect on their sexual life and relationship status [60, 70].
Berndtsson and colleagues (2004) [71] interviewed IBD pa-
tients about sexual functioning and satisfaction before and
after the surgery, and patients reported dissatisfaction about
their sexual life particularly before surgery, with a consider-
able normalization few months after the surgery. Gloeckner
obtained similar results [72], with 40 patients showing im-
provements in perceived attractiveness one year after the
surgery. Furthermore, female patients undergoing ileostomy
who had been ill for more than 10 years reported enhanced
sexual adjustment, with an overwhelming need for support
[66]. Additionally, different studies indicated that patients
express the need to know about the surgery procedures,
prognosis, and ostomy care. One study reported that during
hospitalization, patients have opportunities to share their
experiences with other patients with the same condition;
thus, they can give and receive support and learn from oth-
ers' experiences [21].

Although undergoing surgery has been related to low
level of quality of life and high anxiety and concerns, we
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found no interventions that specifically targeted patients un-
dergoing surgery.

4. DISCUSSION

Personalized medicine is becoming a widespread effort to
"make use of combined knowledge about a person to predict
disease susceptibility, disease prognosis, or treatment re-
sponse and thereby improve that person's health" [73]. The
ultimate goal of personalized medicine is to provide "the
right treatment to the right patient at the right time", and "it
would be folly to say that this goal can be achieved without
considering nonmedical factors, such as patient preferences
and psychosocial factors" [73]. Therefore, the ongoing con-
sideration impels us to pose further research questions about
the contribution of psychology to personalized medicine to
encounter personalized care. With these considerations, the
present article summarizes the psychological aspect of the
IBD journey, matching the quantitative literature with the
patients' perspective and offering a broad overview of psy-
chosocial risk factors that IBD patients experience.

The IBD journey traversed from pre-diagnosis, to diag-
nosis, to treatment, to living with side effects and symptoms,
and to surgery is different for every individual [12]. The
adoption of a mixed methods approach allowed us to collect
different type of data and offer an overview of psychosocial
features studied by researchers and experienced by patients
along the IBD journey. Quantitative articles showed a prob-
lem in personalizing their research, instruments, and inter-
ventions to the persons with IBD while qualitative research
offered interesting insights that should be investigated fur-
ther. More in details, receiving a diagnosis of IBD represents
a long-lasting, overwhelming, and disrupting change for pa-
tients who have to deal with intimate and invisible symptoms
that form a background for uncertainty and social isolation.
The mismatch between qualitative and quantitative literature
at this stage is particularly evident, where quantitative litera-
ture mainly focuses on the role of stress for the IBD onset
and qualitative findings report the disruptive experiences of
IBD patients when dealing for the first time with IBD symp-
toms. IBD patients thereafter experience cyclical turnovers
of remissions and relapses, fighting the disease and trying to
gain personal control to reacquire normality while searching
for a new identity. Gaining control is a core theme for the
qualitative literature collecting the patients’ experiences in
this phase, whereas quantitative results mostly report the role
of stress and depression as contribute to disease flares. Fi-
nally, considering the surgery period, although these patients
have a reason to fear the surgery during the preoperative
period and express their concerns about sexual and identity
problems postoperatively, the surgery may also represent an
occasion to regain, after some months, normality. On this
journey, quantitative and qualitative findings slightly over-
lap, providing different although often complementary in-
formation. Indeed, qualitative findings show important,
though veiled information uncovered by the quantitative
research (e.g., identity recovery, fight for control, sexual
concerns), which may be used as a starting point for further
explorations. One example is the gender specificity of stud-
ies on the postoperative period. Most qualitative studies de-
scribe the period after surgery from the perspective of spe-
cific populations, such as female or young patients, particu-
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larly because the evidence suggests that psychosocial factors
particularly affect post-operative adjustment of women [74]
or that females "are more likely to report concerns related to
attractiveness and body image" [75]. These hypotheses re-
quire further explorations to substantiate the findings so they
could be implemented in practice itself. The risk of using
quantitative evaluations deliberately without first considering
the qualitative suggestions is evident when taking into ac-
count literature on psychological interventions. There is a
lack of individually tailored interventions, increasing the
distance between the research findings and clinical practice.
None of the interventions considered the psychosocial fea-
tures and most did not target specific populations (e.g., dis-
tressed or depressed IBD patients) or specific timeframes
(e.g., the period following diagnosis or surgery). Conse-
quently, only few studies reported clear effectiveness. Thus,
there is a need to adopt individualized therapeutic approach
and deliver psychological therapies while taking into account
disease course and psychosocial status [43, 76, 77]. Further-
more, multiple perspectives, contextualized information, and
complementary pictures of the patient’s care are needed to
provide "the right treatment to the right patient at the right
time" and assure a highly-personalized care. This can be ad-
dressed by merging quantitative and qualitative methods
[78]. Our results show how researches on the psychosocial
factors involved in the IBD journey focused mostly on quan-
titative or qualitative evaluations, showing different faces of
the same reality. Merging qualitative and quantitative find-
ings might help understanding the complex nature of the
psychological factors involved in IBD, thus supporting a
highly personalized care of patients affected by IBD. Indeed,
while quantitative researches provided strong evidences sup-
porting the role of psychosocial risk factors in the IBD
course, exploring patients' perspective and giving voice to
their experiences, unmet needs, and strategies to deal with
disease can help us understand a part of reality that cannot be
explored using quantitative methods [16, 79]. This creates"
humanizing health care change" [80]" to help us understand
IBD, tailor the treatment, and provide personalized care to
capture the patient experience" [20]. The qualitative findings
may offer a deeper insight into IBD that may be used to
guide quantitative research to develop patient-centered and
tailored practices "that are effective, feasible, and meaning-
ful" [74, 81].
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