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Abstract

Introduction: Crohn’s disease constitutes one of the most serious diagnostic-therapeutic problems of contemporary gastro-
enterology and appropriate lifestyle may prevent symptoms of this disease.

Aim of the research: To assess the level of patient knowledge of Crohn’s disease.

Material and methods: The study enrolled 100 patients from three Warsaw hospitals (53 women). Mean age of the study
population was 34.6 years (min. 18, max. 60; SD = 5.690). The voluntary and anonymous questionnaire study used a ques-
tionnaire developed by the authors (32 questions). Statistical analysis of the study results was carried out in the StatSoft
Statistica 10.0 program, using the Mann-Whitney U test. The significance level was established at p < 0.05.

Results: The study group of patients had basic knowledge of Crohn’s disease. A majority of the study participants (over 60%)
knew the key factors responsible for the development of non-specific inflammatory bowel disease, 64% of them knew the
effects of immunosuppressive therapy, and 77% of the patients correctly indicated the group of drugs used in the therapy;
however, detailed knowledge of the disease significant for further treatment and its influence on the quality of life was insuf-
ficient and required supplementation. Differences among women and men were statistically insignificant (p = NS).
Conclusions: Studies on patient knowledge of Crohn’s disease are rarely published in Polish and world scientific literature
and therefore there is a need for continuation of studies. Detailed knowledge of patients about Crohn’s disease was insuf-
ficient. Therefore, information campaigns and actions as well as continuous education of patients performed by members of
interdisciplinary therapeutic teams are justified. The level of knowledge of Crohn’s disease is not gender-related. The study

results may be used in practice for development of educational programmes for patients with this disease.

Introduction

Crohn’s disease is one of the most serious diagnos-
tic-therapeutic problems of contemporary gastroenter-
ology [1-4]. The first case of the disease was described
in 1903 by Antoni Le$niowski, who presented a bowel
biopsy of a female patient showing the ileo-caecal re-
gion that had been removed due to obstruction and
numerous ulcerations [1]. Studies conducted so far
have not indicated a direct cause of the disease [1-11].

The incidence of non-specific inflammatory bowel
disease has rapidly increased in recent years [12-20].
Due to the fact that Crohn’s disease mostly affects
young patients (aged 18—40) who would like to be pro-
fessionally active, the issue of disease management has
gained interest [12-20]. A correct diagnosis and proper
treatment improve the quality of life, and the mainte-
nance of a proper lifestyle (e.g. proper dietary manage-
ment) constitutes one of the most important factors
influencing the patient’s condition [12-20]. Therefore,
providing patients with Crohn’s disease with proper
information and education on maintaining a proper
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lifestyle that may prevent symptoms of this disease is
of such importance [12, 13, 15, 16, 18-22].

A Polish, authorized website http:/www.choro-
bacrohna.pl was established only several years ago
and contains data on the disease that are crucial for
both patients and doctors [23]. The website also pres-
ents an up-to-date review of the literature and the Na-
tional Register of Crohn’s Disease. However, it needs
to be remembered that these sources are not always
comprehensible for patients.

The available Polish and world literature (Polish
Medical Bibliography, PubMed, EMBASE, SCOPUS)
presents a number of publications on various clinical
issues concerning the essence of Crohn’s disease [2-7],
9-12]. However, only a few publications deal with pa-
tient knowledge of this disease [18-20]. The present
study provides an innovative depiction of the prob-
lem. The present results may be used in practice in
order to define the areas of insufficient knowledge of
patients about their disease and to develop education
programmes for patients with Crohn’s disease on the
basis of the present results.
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Aim of the research

The main aim of the study was to assess the level
of patient knowledge of Crohn’s disease. A detailed
aim of the study was to compare the level of knowl-
edge of the disease between females and males.

Material and methods

The study enrolled a group of 100 patients: 53 wo-
men (group 1) and 47 men (group 2) with Crohn’s dis-
ease. These were consecutive patients who presented
to the following three Warsaw hospitals: Hospital of
the Ministry of Interior, Maria Sktodowska-Curie In-
stitute of Oncology, and Professor Witold Ortowski
Independent Public Clinical Hospital — Postgraduate
Medical Education Centre. Such a selection method
was an assurance of randomisation.

The selection of patients was conducted according
to the following criteria:

—having this particular disease,

— providing oral, informed consent of the participant

—before the study, a surveyor provided patients with
detailed information on the aim, range, and method
of the study,

—no history of known mental disease.

Mean age of the study population was 34.6 years
(min. 18, max. 60; SD = 5.690). Patients with a higher ed-
ucation degree comprised a majority of the study group
(61 persons), patients with a secondary school degree
accounted for 40% of the total, and patients with a vo-
cational education degree represented 9%. The largest
group of the study participants (36%) lived in a town
with a population over 500,000 people, 30% of the total
lived in a town with a population between 20,000 and
100,000 people, and the smallest number of the study
participants (16%) lived in towns with a population
below 20,000. As many as 18% of the patients lived in
the country. A diagnostic poll method with a survey
technique was used in the study. The voluntary, anon-
ymous questionnaire study was conducted between
December, 2011 and March, 2012. The questionnaire
developed by the authors was given to each patient
personally by a surveyor. The questionnaire comprised
32 questions, including 30 closed-ended questions.

Statistical analysis

The data were collected in the Microsoft Excel pro-
gram. The StatSoft Statistica 10.0 program (licensed
to Warsaw Medical University) was used for statisti-
cal analysis of the results. Owing to the fact that two
separate groups of patients — women (group 1) and
men (group 2) — were compared and due to the nature
of the data (qualitative, non-parametric data) and the
absence of normal distribution of the data (Shapiro-
Wilk test: p > 0.05), the non-parametric Mann-Whit-
ney U test was used for the statistical analysis. The sig-
nificance level was established at p < 0.05.
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Results

The study group had a basic knowledge of Crohn’s
disease. However, the knowledge of detailed informa-
tion crucial for the efficiency of further therapy and
its influence on the quality of life was insufficient. The
majority of the study participants knew the key fac-
tors responsible for the development of non-specific
inflammatory bowel disease. Differences among wom-
en and men were statistically insignificant (p = NS).
See Table 1 for detailed data.

The other part of the questionnaire concerned the
knowledge of the patients about possibilities of phar-
macological treatment of Crohn’s disease. More than
half of the study participants (64%) knew the effects
of immunosuppressive therapy and a vast majority of
the total (77%) correctly indicated the group of drugs
used in the therapy (Table 2). Differences among wom-
en and men were statistically insignificant (p = NS).

Discussion

A vast majority of the available Polish and world
publications relate to an assessment of the quality of
life of patients with non-specific inflammatory bowel
disease [19-21, 24-30]. A significantly smaller number
of publications are devoted to an analysis of the level
of patient knowledge of Crohn’s disease [18-20].

The results of the Crohn’s and Colitis Knowl-
edge Score (CCKNOW) test that assessed the level
of knowledge of non-specific inflammatory bowel
diseases (including mostly Crohn’s disease and ul-
cerative colitis) is one of not numerous world pub-
lications referring to measurement of knowledge of
Crohn’s disease [18].

The study was conducted in a British hospital. Ini-
tially, it enrolled physicians, nurses, and administra-
tion staff. As predicted, the level of knowledge of the
physicians was higher than that of the nurses, and
their level of knowledge was higher than that of the
hospital administration staff. Seeking test reliability
and legibility, the test was modified on an ongoing
basis and, after being used with reference to the spec-
ified groups of employees, it became a tool to measure
the level of knowledge of the target group, i.e. pa-
tients with Crohn’s disease and ulcerative colitis [18].

The questionnaire study conducted among pa-
tients of Leicestershire county included the follow-
ing areas: general knowledge of the disease, anatomy,
complications, diet, and treatment. A vast majority of
the study participants (96%) knew that it is not a direct
contact spread disease, but as many as 72% of the pa-
tients were not aware that it is a familial disease, and
almost half of the study group did not know that it
may affect other organs as well, not only the intestines.
Most of the patients knew that they have not fully re-
covered even if the symptoms have not occurred for
3 years [18].
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Table 1. Patients' knowledge of Crohn's disease
Item Question = £ ~ Q
e S5 - & 0%
e E 5 S
g g = %
1 What are the Small intestine 70 39 31
most common sites of Caecum 28 15 13
Crohn’s disease?* Rectum 20 10 10
Ileum and colon 44 22 22 0.671
Colon 1 0 1
The entire large intestine 42 22 20
Do not know 3 3 0
2 Which factors influence Environmental factors 64 32 32
the development of non- Genetic conditioning 71 41 30
specific inflammatory Bacterial flora of the digestive tract 36 18 18
bowel disease?* Unhealthy dietary patterns 28 13 15 0.789
Abnormalities in the intestinal immunological 76 43 33
system
Do not know 6 3 3
3 Which symptoms are Pain in the right hypogastrium 51 32 19
characteristic Weight loss 91 49 42
of Crohn’s disease?* Fatigue, weakness, loss of appetite 71 38 33
Fever 54 31 23
Increase in bowel movement frequency with 80 42 38
bloody and mucous stools 0.901
Persistent bloody diarrhoea 41 23 18
Abdominal pain 78 43 35
Headache 9 6 3
Changes in the anal area 37 23 14
Do not know 2 1 1
4 Fistula is: An abnormal connection between two organs 59 30 29
(mostly intestines) or between an organ and
the skin
A narrowing in the intestines that causes an 8 7 1
obstruction to the flow of chyme 0.602
Ileorectostomy 1 1 0
An abnormal hole in the intestinal wall that 22 1 1
joins it to the peritoneal cavity
Do not know 14 8 6
5 Which examinations are Blood studies 78 43 35
performed in cases with Abdominal ultrasound 69 37 32
suspicion of non-specific Colonoscopy 96 51 45
inflammatory bowel Radiograph of the large intestine 29 13 16 0.703
disease?* Gastroscopy 67 35 32 ’
Endoscopic ultrasound — fistula examination 21 15 6
Computed tomography (CT) 55 30 25
Magnetic resonance imaging (MRI) 30 20 10
6 Which age range experiences  Between 40 and 49 years of age 6 4 2
the highest rate of incidence? Between 16 and 39 years of age 81 41 40
Between 50 and 59 years of age - - -  0.665
Over 60 years of age = = =
Do not know 13 8 3
7 If no symptoms occur True 5 2 3
within 3 years, patients with  False 79 40 39
non-specific inflammatory Do not know 16 1 5 0.893
bowel disease have possibly
recovered.
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Table 1. cont.
Item Question o8 T~ Q
no. 88 ¢ & 5
ZER £ § 3
<z § = o
8 Drawing the small or large Pouch 2 0 2
intestine through the abdominal Anastomosis 2 1 1
wall is called: Stoma (colostomy/ileostomy) 88 48 40 0934
Do not know 8 4 4
9 Persons with non-specific True 20 9 1
inflammatory bowel disease do False 73 39 34 0653
not consume dairy products: Do not know 7 5 2
10 Does smoking influence Crohn’s Yes 75 41 34
disease? No 10 5 5 0481
Do not know 15 7 8

p — significance level, “more than one answer could be provided, **the number of study participants was 100, so the proportion of study
participants is equal to the number of patients

Table 2. Patient knowledge of medications used in Crohn’s disease

Item
no.

Glucocorticoids, such as
prednisone, budesonide,
hydrocortisone:*

Steroids usually produce
side-effects:

Sulfasalazine:

Immunosuppressive
drugs used in Crohn’s
disease include the
following:

Immunosuppression:

Question L 3
> X ~ L
i 5 & B
<35 = >
Can be administered as rectal infusion 29 18 11
Can be administered orally 58 28 30 0.893
Can be administered directly to a vein 47 21 26 )
Do not know 23 12 11
When taken for a long period in high doses 66 35 31
When taken in small doses and for a short period 6 5 1
When doses are not fixed and side-effects resolve 12 5 7 0.777
with the end of the therapy
Do not know 17 8 9
Monitors the levels of sulfur in the body 2 1 1
Is used to decrease the incidence of exacerbation 75 38 37
of the disease 0.259
Cannot be used in exacerbation of the disease 1 0 1
Do not know 24 14 10
Mesalazine 13 10 3
Sulfasalazine 14 10 4 0721
Azathioprine 77 37 40 :
Do not know 9 4 5
Prevents bacterial infections of the intestines 4 4 0
Reduces the inflammation levels in the intestines 64 33 31
Prevents viral infections 4 2 2 0489
Is the only alternative to surgical treatment 8 3 5
Do not know 23 12 11

p = significance level, *more than one answer could be provided, **the number of study participants was 100, so the proportion of study
participants is equal to the number of patients

Similarly, the study by Perek and Cepuch showed erbation. However, to the question about the causes of
that the youth with Crohn’s disease knew that both  non-specific inflammatory bowel disease, the young
this disease and ulcerative colitis are clinically incur-  patients answered that they are not fully recognised.
able and chronic, with periods of remission and exac-  As few as 19% of the study participants indicated ge-
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netic load as a cause of the disease [19]. In the present
study, approximately 70% of the patients correctly indi-
cated the three key factors: environmental, genetic, and
abnormalities in the intestinal immunological system.

Better knowledge of aetiology of the disease among
this group may result from a greater health awareness
of patients in the productive age. Nevertheless, a low
level of knowledge among the English patients about
the influence of family correlations on the develop-
ment of the disease is surprising [19]. Similarly, the
study by Hawkey and Hawkey demonstrated a lack of
knowledge of the familial incidence of inflammatory
bowel disease [20].

A detailed analysis of the level of knowledge
among this group needs to be supplemented with the
level of knowledge of drugs administered to the Brit-
ish patients with Crohn’s disease. More than half of
the study group (60%) understood the effects of im-
munosuppressive drugs, but 76% of the total thought
that sulfasalazine and mesalazine are examples of
such medicines [18]. Better results were obtained
with patients from Warsaw hospitals: 77% of the
study participants correctly indicated azathioprine as
an example of such a drug. Similarly, in the study by
Perek and Cepuch the youth managed to list names of
the drugs and half of the study participants were able to
specify their activity [19]. The respondents from War-
saw hospitals demonstrated a similar knowledge, show-
ing a wide knowledge of routes of administration of the
so-called glucocorticoids, whereas half of the Leicester-
shire respondents did not know that these drugs can be
administered per rectum, intravenously, and orally [18].

The study by Perek and Cepuch show the level of
health awareness of patients with Crohn’s disease.
Most of the study participants knew that the use of
stimulants may affect the course of the disease, but
21.9% of the respondents reported that smoking has
no effect on the development of the disease [19]. In
the present study, a majority of the participants re-
ported that tobacco exerts a negative effect on the
course of Crohn’s disease. Surprising results were ob-
tained among the British patients: as many as 77% of
them were not aware of the fact that smoking may sig-
nificantly affect the development of the disease and
lead to its exacerbation [18]. The lack of knowledge in
this area may be a result of insufficient education of
patients or their ignorance regarding the influence of
harmful substances on the disease process. Neverthe-
less, it is worth emphasising that the expenditures on
health protection and education in the UK are among
the highest in the entire European Union.

The present results demonstrate the need to con-
tinue studies on the patient knowledge of non-specif-
ic inflammatory bowel diseases. More detailed stud-
ies should focus on the assessment of behaviour of
patients and their compliance with instructions with
reference to the outcomes of treatment.
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Conclusions

An analysis of the available literature demonstrates
that studies on the patient knowledge of Crohn’s dis-
ease are not common and are rarely published in Pol-
ish and world scientific literature; therefore there is
a need for continuation of studies. Among the study
group, detailed knowledge of Crohn’s disease was in-
sufficient. Therefore, information campaigns and ac-
tions as well as continuous education of patients per-
formed by members of interdisciplinary therapeutic
teams are justified. Among the study group, the level
of knowledge of Crohn’s disease was not gender-re-
lated. The study results could be used in practice for
development of educational programmes devoted to
Crohn’s disease for patients with this disease.
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