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Abstract

Background: Although patients with ulcerative colitis (UC) recog-
nize that their conditions are worsening, they do not always visit a 
doctor immediately. Our aim was to investigate how patients rec-
ognize a flare-up of UC and how significant a gap there is between 
symptoms recognized as a flare-up and symptoms judged to require 
physician visit.

Methods: Questionnaires were distributed to 1,641 Crohn’s and 
Colitis Foundation of Japan members and returned by 426, with 
260 UC patients subsequently analyzable (Crohn’s disease pa-
tients were excluded). Symptoms recognized as a flare-up of UC 
and symptoms judged to require physician visit were collected as 
free descriptions. A gap was determined if descriptions of symp-
toms judged to require physician visit contained expressions of 
prolonged symptoms, aggravation of symptoms, or critical symp-
toms. Furthermore, obvious delay was also determined if described 
symptoms contained critical symptoms.

Results: Blood in stool was the most significant flare-up symptom 
recognized in patients with UC. A gap was observed in 134 cases 
(56.8%) and obvious delay was present in 70 cases (29.7%). More-
over, 52% of subjects debated whether to consult with a doctor 
when their conditions became subtly worse. Conversely, approxi-
mately 50% subjects also reported “If my condition subtly worsens, 

I want to visit a doctor immediately”.

Conclusions: Although patients with UC recognized flare-ups ac-
curately, a gap was observed in half of our subjects. Our data are 
important evidence that health professionals must educate patients 
effectively to improve patient outcomes.

Keywords: Ulcerative colitis; Inflammatory bowel disease; Self 
care; Patient education; Self monitoring

Introduction

Ulcerative colitis (UC) is an incurable disease of unknown 
etiology characterized by alternating periods of remission 
and relapse. Most patients face difficulties in their daily life 
due to the disease and/or treatments [1-3]. In particular, pa-
tients experience great concern regarding the possibility of 
unanticipated flares or feeling out of control [2, 4-6]. Starting 
treatment for induction of remission as soon as possible is im-
portant for patients with UC who are experiencing symptoms 
of relapse. Although patients recognize that their conditions 
are worsening by signs of relapse, they do not always visit a 
doctor immediately. The gap between symptoms recognized 
as a flare-up and symptoms judged to require physician visit 
might result in more serious outcomes, such as need for hos-
pitalization. To prevent such poor outcomes, patients must be 
able to adequately recognize their symptoms as a flare up of 
UC and then visit a doctor or use additional medication as di-
rected by a doctor to start induction treatment. In actual fact 
in Japan, induction treatment is usually started when a patient 
visits a doctor, because the concept of patient participation in 
treatment has not yet become widespread. Similarly, our pre-
vious study revealed that patients with Crohn’s disease (CD) 
hesitated to consult a doctor immediately and tried to control 
their disease by adjusting their daily lives, even if patients rec-
ognized that their conditions were worsening [7]. One of the 
possible reasons for hesitating to visit a doctor immediately 
is perceived severity of symptoms. Considerable numbers of 
patients with UC sometimes experience abdominal symptoms 
even in the remission phase because they have irritable bowel 
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syndrome as a comorbidity [8-9]. Therefore, it can be diffi-
cult for patients to distinguish whether their present symptoms 
may be resulting from relapse of their UC. Moreover, varia-
tions in disease such as location or severity challenge health 
professionals to judge how to educate each UC patient about 
coping with a worsening in their condition. Besides, there are 
not enough doctors who are well-experienced in UC, because 
it is not a common disease in Japan. Furthermore, there is 
no formal guideline for educating UC patients and thus each 
health professional is entrusted with educating their patients 
according to their own professional experience. To understand 
how best to support UC patients, it is important to elucidate 
how they recognize a flare-up of their UC and how they judge 
whether they require physician visit. The purpose of this study 
was to investigate: 1). What symptoms are recognized as a 

flare-up of UC; and 2). How significant a gap there is between 
symptoms recognized as a flare-up of UC and symptoms 
judged to require physician visit.

 
Patients and Methods

   
Data collection

Data were collected by an anonymous questionnaire survey 
from January to June 2011. A draft questionnaire was cre-
ated based on our previous studies [7] and was confirmed to 
have face validity by an IBD specialist. After a pilot test was 
conducted in 3 patients with UC, the main survey was car-
ried out. We sent a letter of explanation of the survey and the 

Variable Mean ± SD    Case (%) (N = 260)

Age (y) 47.2 ± 16.1
Disease duration (y) 12.8 ± 7.9

Gender (male) 130 (50.0)

Current treatment

Oral aminosalicylates 217 (83.8)

Topical aminosalicylates 48 (18.5)

Oral corticosteroid 32 (12.3)

Topical corticosteroid 35 (13.5)

Immunomodulatory drug (6MP, AZA) 34 (13.1)

Immunomodulatory drug (Tacrolimus) 1 (0.4)

Leukocyte apheresis 5 (1.9)

Biologics 7 (2.7)

Supplemental elemental diet 11 (4.2)

Treatment Experience

Oral aminosalicylates 240 (92.7)

Topical aminosalicylates 160 (61.5)

Oral corticosteroid 177 (68.1)

Topical corticosteroid 175 (67.3)

Immunomodulatory drug (6MP, AZA) 69 (26.5)

Immunomodulatory drug (Tacrolimus) 13 (5.0)

Leukocyte apheresis 86 (33.1)

Biologics 9 (3.5)

Supplemental elemental diet 60 (23.1)

Table 1. Self-Reported Clinical Characteristics and Demographic Parameters
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questionnaire to members of the Crohn’s and Colitis Foun-
dation of Japan (CCFJ), which is a nonprofit, volunteer-run 
organization dedicated to finding cures for CD and UC [10]. 
The return of a questionnaire implied consent for participa-
tion in the survey. This study was conducted with the ap-
proval of the ethics committee of The University of Tokyo.

The questionnaire explored symptoms recognized as in-
dicating a flare-up of UC and symptoms judged to require 
physician visit, and included questions on cognitions about 
consulting with a doctor when their conditions are worsen-
ing, disease characteristics, and demographic characteristics. 
We investigated as follows. 1). Symptoms recognized as a 

Table 2. Symptoms Recognized as a Flare-Up of UC and Symptoms Judged to Require 
Physician Consultation

Symptoms recognized as a flare-up of UC (n = 247)

n %

Blood in stool 145 58.7

Frequent bowel movements 87 35.2

Stool mucus 83 33.6

Abdominal pain 76 30.8

Diarrhea 58 23.5

Loose stool 29 11.7

Fatigue 25 10.1

Urgency 23 9.3

Fever 20 8.1

Flatulence 16 6.5

Tenesmus 12 4.9

Abdominal discomfort 10 4.0

Symptoms judged to require physician consultation (n = 237)

n %

Blood in stool 156 65.8

      (worsening of bloody stool) (38)

Frequent bowel movements 84 35.4

      (more than 6 times per day) (18)

Abdominal pain 56 23.6

Diarrhea 35 14.8

Stool mucus 21 8.9

Fever 20 8.4

Fatigue 10 4.2
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flare-up of UC and symptoms judged to require physician 
visit were elicited by open-ended questions. 2). Cognitions 
about consulting with a doctor when their symptoms are 
worsening were elicited by five questions with answers ob-
tained by ordinal scale responses (“1 = completely disagree” 
to “5 = completely agree”). 3). Disease characteristics elicit-
ed were duration of morbidity, current treatments, and treat-
ment experience. 4). Demographic characteristics elicited 
were age, sex, occupational status, and marital status.

Data analysis

We used the content analysis method [11] to summarize the 
contents of the free description about symptoms. The gap 
between symptoms recognized as a flare-up and symptoms 
judged to require physician visit was analyzed by compar-
ing these described symptoms, and the presence of a gap 
was determined if descriptions of symptoms judged to re-
quire physician visit contained expressions of prolonged 
symptoms, aggravation of symptoms, or critical symptoms. 
Furthermore, obvious delay in visiting a doctor was also de-
fined if described symptoms contained one of the following 
expressions of severe symptoms: bloody diarrhea more than 
6 times per day, blood in stool accompanying fever, bloody 
diarrhea for more than 1 week, and problems interfering 
with life such as nocturnal bowel movements, being unable 
to take food, or weight loss. Initially, the first author (M.T.) 
conducted the coding carefully for all of our data. Subse-
quently, two other coders determined the code for each de-
scription independently for 25.4% of samples selected con-
veniently (picked up in serial order) from all the data. The 
concordance rates for determinations of the codes by the two 
independent coders were 81.6-84.1%. Finally, the confirmed 
codes were counted and handled as descriptive data. Statisti-
cal analyses were performed using IBM SPSS statistics ver-
sion 19 for Windows.

Results
  

Subjects

The questionnaires were distributed to 1,641 CCFJ members 
and 426 (recovery rate was 26%) patients returned the ques-
tionnaire. One hundred forty CD patients and four patients of 
unknown diagnosis were excluded (this study was conducted 
as a part of research project of self-management in patients 
with IBD). Furthermore, 22 UC patients who had undergone 
surgery were also excluded. Therefore, 260 UC patients were 
analyzable and their characteristics are reported in Table 1. 
There were 143 married persons (55.2%) and 117 unmarried 
persons (44.8%). There were 148 subjects (56.9%) with a job 
and 13 students (5.0%).

Symptoms recognized as flare up of UC and symptoms 
judged to require physician visit

Table 2 shows the content analysis of the free description 
about symptoms recognized as a flare-up of UC. Two hun-
dred forty-seven UC patients described the symptoms rec-
ognized as a flare-up. Those listed in the top half of Table 2 
were reported by at least 10 subjects. Blood in stool was the 
most described symptom, followed by frequent bowel move-
ments. Aside from symptoms listed in the top half of Table 
2, there were various symptoms from subtle changes, such 
as smell of stool (8 cases), bowel sounds (6 cases), or loss of 
appetite (4 cases), to crucial symptoms, such as weight loss 
(3 cases), nocturnal bowel movements (3 cases), or erythema 
nodosum (2 cases).

Concerning symptoms judged to require physician visit, 
237 UC patients described the symptoms listed in the bottom 
half of Table 2. Similarly, the most-described symptom was 
blood in stool, which was reported by two-thirds of subjects 
(156 cases), followed by frequent bowel movements (84 

Figure 1. Presence of gap between symptoms recognized as a flare-up of UC and 
symptoms judged to require physician visit.
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cases). Among the 156 cases, 38 cases expressed worsening 
of bloody stools.

Figure 1 shows the analysis for presence of a gap. There 
were 236 pairs of descriptions concerning symptoms rec-
ognized as a flare-up and judged to require physician visit. 
Among them, 134 cases (56.8%) were coded as having the 
presence of a gap. Among them, there were also some valid 
gaps, such as early recognition of a flare-up. Conversely, 70 
cases (29.7%) were coded as having the presence of obvious 
delay in visiting a doctor. Beyond those cases, many cases 
were not judged to have the presence of an obvious delay 
in visit, because of no clear notification about frequency of 
bowel movement or duration of prolonged critical symp-
toms.

Cognition about consulting a doctor when their symp-
toms are worsening

Figure 2 shows the descriptive results of cognitions about 
consulting a doctor when their symptoms are worsening. 
The total percentage of subjects who answered “when my 
condition subtly worsens, I debate whether to consult with a 
doctor” with “completely agree” or “agree” was over 52%. 
Conversely, the total percentage of subjects who reported 
“completely agree” or “agree” concerning the cognition of 
“If my condition subtly worsens, I want to visit a doctor im-
mediately” was also approximately 50%.

Discussion
  
We elucidated that blood in stool was the most significant 

symptom recognized as a flare-up in patients with UC, and 
that there was a gap between symptoms recognized as a 
flare-up of UC and symptoms judged to require physician 
visit in more than half of our subjects. Moreover, approxi-
mately 50% of subjects debated whether to consult with a 
doctor. Blood in stool is one the most UC-specific symptoms 
[12], which is contained in almost all clinical disease activity 
indices of UC [13]. Therefore, our findings suggest that in 
spite of patients’ valid recognitions of their flare-ups, there 
could have been significant obvious delays in starting induc-
tion therapy. Our data are important evidence that our health 
professionals must educate, involve, and empower patients 
so that their UC can be provided with induction treatment 
earlier when they experience symptom of relapse. Some 
studies in the US and Europe have demonstrated improved 
patient outcomes [14-17] or health care service use [14-15] 
by giving personalized self-management plans, providing 
self-monitoring tools, and clearly indicating some circum-
stances for which patients should make a clinic appointment. 
However, there has been no study focusing on patient educa-
tion or patient coping with flare-ups of UC in Asia, in spite of 
increasing numbers of patients with UC [18-20].

We think that the gap does not necessarily mean a delay 
which creates a problem. Early recognition of a flare-up by 
subtle signs usually results in a valid gap, while the higher 
cognition about preference for immediately consulting with 
a doctor occasionally leads to some inappropriate immedi-
ate visits. Other than blood in stool, abdominal pain and 
frequent bowel movements are among the common symp-
toms experienced for various other reasons such as IBS or 
virus infection and therefore patients may have difficulty 
distinguishing a relapse of UC from these symptoms alone. 

Figure 2. Recognition of the need to consult a doctor when symptoms are worsening.
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Furthermore, abdominal pain or frequent bowel movements 
may make UC patients hesitant to go out. Also, some pa-
tients may add extra medication when they recognize a flare-
up by early signs. On an empirical basis, some Japanese 
experts in IBD provide their patients with a personalized 
self-management plan, especially topical therapies that are 
easy to entrust to patients. However, the present study could 
not take into account directions about how to cope with flare-
ups from healthcare providers. These might influence patient 
perceptions of circumstances where they should consult with 
a doctor. In the future, we must investigate the actual state 
of patient education about how to cope with flare-ups of UC.

There were approximately 30% of patients who still did 
not visit a doctor until they experienced severe symptoms. 
This might be because more than half of subjects debated 
whether to consult a doctor and more than quarter of sub-
jects experienced difficulty in going to the clinic except for 
a scheduled visit. If we could include further information 
about what patients do when they have recognized a flare-up, 
our findings might become more valuable and our definition 
of obvious delay might not fit in mild or moderate relapse 
cases. However, to diagnose a problem concerning delay by 
using descriptions of symptoms is difficult, due to the ab-
sence of clinical background data or disease history informa-
tion. Although the presence of a gap might over-diagnose the 
problem and obvious delay might also under-diagnose the 
problem, both outcomes have contributed to identifying and 
highlighting the problem.

The present study had several limitations. First, the study 
was conducted in the membership of the CCFJ, which is a 
nonprofit, volunteer-run organization dedicated to finding 
cures for CD and UC [10]. We should note that the results of 
the present study were based on a sample containing patients 
with a comparatively high concern about their diseases. Be-
cause all of our subjects might not be followed by a doctor 
who is an IBD expert, if the survey was conducted in other 
settings, such as an IBD center, the results would be differ-
ent. Hence, this sample is not sufficiently representative for 
our results to be generalized. Next, all data were collected 
by self-report, and examination of clinical data was insuf-
ficient. Exploration of factors related to the gap could not be 
exhaustive. Furthermore, symptoms recognized as a flare-up 
and symptoms judged to require physician visit were col-
lected by free description, and therefore patients may have 
omitted or over-exaggerated some symptoms. Consequently, 
both under-estimates and over-estimates of some problems 
might have occurred. However, we found that a consider-
able number of patients with UC possess a problem about the 
timing of physician visit. We should provide effective patient 
education which can improve patient outcomes. To do that, 
further studies that develop a valuable education program for 
coping with worsening conditions are necessary. After that, 
we should examine the efficacy of the program for the sake 
of understanding effective support for UC patients. Although 

these are the tasks ahead, this study is valuable given that 
there was no previous study in patients with UC about their 
perception of circumstances when they should consult a doc-
tor.

In conclusion, the present study revealed that although 
patients with UC recognized flare-ups accurately, there was 
a gap between symptoms recognized as a flare-up of UC and 
symptoms judged to require physician visit in more than half 
of our subjects. The presence of obvious delays in visiting a 
doctor was observed in approximately thirty percent of our 
subjects. We should provide effective education for these pa-
tients. These findings will help to understand UC patients 
and to develop a patient education program to improve the 
timing of starting induction treatment.
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