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ARTICLE INFO ABSTRACT
Keywords: The main aim of this study was to identify the perceptions of people suffering from inflammatory
Inflammatory intestinal disease bowel diseases (IBD) regarding the need for specialised nursing care, based on their opinions from
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their own experience. A qualitative design with an inductive approach based on constructivist
grounded theory was conducted using a questionnaire. Almost 63 % of respondents felt that a
nursing intervention was necessary for the patient’s self-care and supported the care of the
environment of the patient with IBD in need of care. Approximately 75 % of respondents felt that
the initial nursing consultation following diagnosis of IBD was essential to address all aspects of
the patient’s daily life and environment for quality care and follow-up. More than 87 % of re-
spondents felt it was important for nurses to recognise the need for referral to other professionals
when caring for IBD patients and their environment to maximise their wellbeing. The percentage
of females who answered yes to this last question was significantly higher than that of males (p =
0.025). Some 67.1 % of respondents felt that nurses should be responsible for informing the
patient and those around them of the steps to be taken following diagnosis and what these consist
of. More than 94 % of all respondents felt that IBD patients and their carers should have a plan
and time for specific and appropriate education on this topic. More than 80 % of respondents
agreed that the progression, monitoring, and management of their IBD should be supervised by a
nurse in addition to their specialist doctor to achieve an optimal level of quality. In conclusion,
this study shows that patients suffering from IBD consider the role of the nurse to be crucial in the
diagnosis, management and treatment of their disease and highlights the need for specialised
nurses in inflammatory bowel disease who can provide patients with high-quality healthcare.

1. Introduction

Inflammatory bowel disease (IBD), including Crohn’s disease (CD) and ulcerative colitis (UC), is characterised by recurrent chronic
intestinal inflammation that can lead to flare-ups, serious complications, and functional, physical, and psychological disability. It is a
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disease with an unknown cause, although all scientific evidence suggests that it is due to an immune mechanism [1] triggered by a
combination of genetic and environmental factors. IBD is considered a severe public health problem as it occurs worldwide [2], with a
higher incidence in industrialised countries, such as those in North America and Europe, than in developing or underdeveloped
countries [3]. Additionally, the rate has increased significantly over in the last 50 years. According to current data, the annual inci-
dence of IBD in North America is 20 per 100,000 people/year, and the annual incidence of IBD in Europe is 24.3 per 100,000 peo-
ple/year [4]. Worldwide, CD and UC affect around five million people between the ages of 15 and 35. In Spain, an increase in incidence
has been observed in recent years, with an increase of 42.2 % for cases of CD and 87.8 % for UC [5] with estimated standard mortality
ratio of 4.83 (CD: 3.28 and UC: 6.51) [6]. Because of the high and increasing rate of incidence of IBD and its increasing burden on
healthcare systems, it is crucial to fully understand IBD patient experiences, particularly in terms of nursing care.

The nursing profession supports and assists both patients and their caregivers, on equal footing to ensure high-quality care. As a
monitoring process, this includes a specific service, nursing indications, health education and advice on the steps to be followed,
preparations of the patient and their environments for future prevention and opportunities to participate in the process [7]. Although
numerous studies have addressed chronically ill patient perceptions of the healthcare received, few have attempted to find out what
patients suffering from IBD are like clinically and what they and their caregivers think about the nursing profession, specifically how it
can improve their daily quality of life. To date, there has been no study performed in Spain concerning patient opinions of the role of
the nursing for IBD care. Studies of this type in Spain could have a direct impact on patientcare, as it would likely support the creation
of specialised IBD nursing practice and on health policies, as the nurse could play a role in helping the patient adapt better to the
disease and the IBD nurse specialist could acquire an intermediary role, without the patient having to first be sent back to the general
practitioner for referral to the appropriate specialist.

The main aim of this study was to identify the perceptions of people suffering from IBD regarding the need for specialised IBD
nursing care, based on their own experience. The secondary aim was to investigate whether there was a relationship between patient
perceptions and patient gender-identity, academic level, or the type of IBD.

Contribution of the paper

What is already known

In Spain, few studies have tried to discover what patients suffering from IBD are like clinically.

What this paper adds

This study of patients in Spain begins to discover patients suffering from IBD experience while living with their disease, and their
perceptions of their healthcare environments, particularly the significance of nursing in that care.

2. Materials and methods
2.1. Ethics and other permissions

The study was conducted in accordance with the Ethical Principles for Medical Research Involving Human Subjects, the Declaration
of Helsinki, by the 18" World Medical Assembly (WMA) in Helsinki, Finland, in 1964 and revised in 2008. Data was collecting using a
proprietary questionnaire approved by the Ethics Committee for Research with Medicines of HM Hospitals (ID code: 05.21.1853-GHM)
after being approved by Dr Moreno-Almazan (Head of the Service of Gastroenterology and Digestive System and Head of the Digestive
Inflammation Unit). In the preparation of our questionnaire, other already validated questionnaires were considered e.g., the IBDQ 32,
an instrument to assess patient quality of life. In our case, a self-administered questionnaire of closed-ended questions was distributed,
along with a patient information sheet and an informed consent. There was a deadline for questionnaire submission and dismissal of
those who did not comply (6 weeks). In addition to the above, each participant also received a withdrawal declaration. The promoter
and the principal investigator, in this case one and the same person, guarantees the confidentiality of the subject data and ensures
compliance with the provisions of Spanish Organic Law 3/2018 of 5 December on Protection of Personal Data and Guarantee Digital.
This law is the adaptation of the Spanish legal system to Regulation (EU) 2016/679 of the European Parliament and of the Council of
April 27, 2016 on the protection of natural persons with regard to the processing of personal data and on the free movement of such
data, and repealing Directive 95/46/EC (General Data Protection Regulation). For this purpose, each participant recruited was
assigned a unique study identification number, meaning that datasets submitted to sponsor centers and all study documentation
exclude participant names.

2.2. Theoretical framework

A qualitative approach was selected to best capture participant perceptions of their health conditions, specifically Constructivist
Grounded Theory (CGT). Grounded Theory (GT), first defined by Glaser and Strauss (1967) and revised to Constructivist Grounded
Theory (CGT) by Kathy Charmaz [8], is a method in which hypotheses and theories are constructed throughout the research process by
the researcher and also participants. This type of qualitative research begins with a general reading of the topic to assess and familiarise
oneself with the intention and nature of the research carried out up to that point; this first step was mainly performed AG. The method
also involves a series of data collections coupled with on-going inductive analyses to refine understanding, a process all researchers
were involved in.
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2.3. Design and data collection

The study was conducted using a qualitative study design to assess IBD patient perceptions following the guidelines of a descriptive
observational study. Data were analysed cross-sectionally and prospectively. As this was an exploratory study, it was not necessary to
calculate the sample size. Therefore, the sample used for the study was an intentional, non-random selection, with maximum variation
in age, gender and IBD experience. This purposive sample was chosen because it is the only way to select participants who are
considered relevant to the research, patients who have chronically suffered from IBD and met the inclusion and exclusion criteria
described below.

Participants were recruited from the Hospital Universitario Madrid Monteprincipe (Boadilla del Monte, Community of Madrid), the
Fisioalpe Physiotherapy Clinique (Alpedrete, Community of Madrid), and social networks, national associations and working groups,
such as Spanish Association of Crohn’s Disease and Ulcerative Colitis (ACUC), Spanish Working Group on Crohn’s Disease and Ul-
cerative Colitis (WGCUC), and Inflammatory Bowel Disease Nursing Working Group (IBDNWG) and Facebook groups named “Chron y
CU equipo C’, “Enfermedad de Crohn y Colitis Ulcerosa Espafia”, and “Sociedad Cientifica de Enfermeria y Enfermedad Inflamatoria
Intestinal”. Participants recruited in person were patients who attended either the Gastroenterology Clinic of the Hospital Universitario
Madrid Monteprincipe or the Fisioalpe Physiotherapy Clinic and their questionnaires were completed privately in person between
October 7™ 2021 and December 30™ 2021. Participants recruited through social networks were contacted by email using the email
addresses provided on the notice boards of the corresponding social networks, national associations and working groups. After
indicating their willingness to participate, patients received all the documents required for participation in the study via email. Data for

A B

BB Yes (62.9%, n=44)
B8 No (37.1%, n=26)

Bl Yes (74.3%, n=52)
3 Sometimes (18.5%, n=13)
@8 No (7.2%, n=5)

BB Yes (87.1%, n=66)
B8 No (12.9%, n=9)

B Yes (67.1%, n=47)
BB No (32.9%, n=23)

Bl Specialized Nursering (94.3%, n=66) F
Bl General Nursering (5.7%, n=4)

@ Yes, itis essential (82.9%, n=58)
@8 No, itis not necessary (17.1%, n=12)

Fig. 1. Graphical representation of the results obtained in the questionnaire of this study by question. (A) Is nursing intervention for both the IBD
patient’s self-care and care supported by family/carers? (B) For high-quality care and effective follow-up, do you think that the initial nursing
consultation after the diagnosis of IBD is essential to address all aspects of the patient’s daily life and environment? (C) For the IBD patient to
achieve the highest level of physical, psychological and spiritual well-being, do you think it is important for the nurse to recognise the need for
referral to other professionals, such as dieticians, physiotherapists, psychologists, sexologists, etc.? (D) Do you think that the nurse should be
responsible for informing the patient and their family/carers about the steps to follow and what these consist of? (E) Do you understand that the
nurses who will care for you and those around you must have a plan and time for specialised and appropriate training on this topic, or on the
contrary, do they work in the same way as general nurses? (F) In order to achieve the highest-quality care, do you think that the process of disease
awareness, monitoring and treatment of your IBD needs to be managed by a nurse in addition to your specialist doctor? Note: Next to each answer to
the questionnaire in each graph, the exact percentage and number of participants representing that answer is given.
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virtual participants were collected between July 5% 2021 and December 30" 2021. All participants gave written consent regardless of
the method of recruitment. All data were collected using the questionnaire issued by the same researcher (AG-A). For either data
collection method, AG-A was available should participants require assistance. Data collection and analysis were carried out simul-
taneously, as required by CGT, with constant comparison of the two. Such comparison was supported by literature review throughout
the study.

2.4. Inclusion and exclusion criteria

The target population met the following criteria. The inclusion criteria were (1) being of legal age for health (> 16 years), (2)
having their disease monitored by gastroenterology consultation, (3) having been diagnosed at least 12 months prior to study
participation and therefore fully aware of the chronic nature of IBD, and (4) having volunteered to participate in the study by signing
the informed consent. Exclusion criteria were (1) being unable to participate in the study due to their physical or mental state, (2) not
having correctly filled in at least one of the contact details of the informed consent, and (3) having been diagnosed within the last 12
months.

Table 1

Percentages (n) per question and variable evaluated in this study. IBD: Inflammatory bowel disease. CD: Crohn’s disease. UC: Ulcerative disease. p <
0.05 are highlighted in bold.

Is nursing intervention for both the IBD patient’s self-care and care supported by family/carers?

Possible answers Gender Academic level IBD
Female Male p Basic Intermediate ~ Higher p CD uc p
Yes 59.5(25) 67.9 0.480  37.5 58.3 (14) 71.1 0.179  56.1 (23) 72.4 0.164
(19) 3 (27) 21
No 40.5(17) 32.1(9) 62.5 41.7 (10) 28.9 43.9 (18) 27.6 (8)
%) an

For high-quality care and effective follow-up, do you think that the initial nursing consultation after the diagnosis of IBD is essential to address all aspects of the
patient’s daily life and environment?

Possible answers Gender Academic level IBD
Female Male P Basic Intermediate ~ Higher P CD ucC P
Always 78.6(33) 67.9 0.537 87.5 70.8 (17) 73.7 0.560  78.0 69.0 (20) 0.596
(19) @ (28) (32)
Sometimes 16.7 (7) 21.4 (6) 0.0 (0) 25 (6) 18.4 (7) 14.6 24.1 (7)
(6)
Never 4.8 (2) 10.7 (3) 12.5 4.2 (1) 7.9(3) 7.3 6.9 (2)
@™ 3

For the IBD patient to achieve the highest level of physical, psychological and spiritual well-being, do you think it is important for the nurse to recognise the need for
referral to other professionals, such as dieticians, physiotherapists, psychologists, sexologists, etc.?

Possible answers Gender Academic level IBD
Female Male p Basic Intermediate ~ Higher p CD ucC p
Yes 95.2(40) 75(21) 0.025 875 91.7 (22) 84.2 0.779 92.7 79.3(23) 0.148
7) (32) (38)
No 4.8 (2) 25 (7) 12.5 8.3(2) 15.8 (6) 7.3 20.7 (6)
@™ 3
Do you think that the nurse should be responsible for informing the patient and their family/carers about the steps to follow and what these consist of?
Possible answers Gender Academic level IBD
Female Male P Basic Intermediate ~ Higher P CD ucC P
Yes 66.7(28) 67.9 0917  75.0 79.2 (19) 57.9 0.195 73.2 (30) 58.6 (17) 0.202
19) (6) (22)
zNo 33.3(14) 321(9) 25.0 20.8 (5) 42.1 26.8 (11) 41.4 (12)
) 16)

Do you understand that the nurses who will care for you and those around you must have a plan and time for specialised and appropriate training on this topic, or on
the contrary, do they work in the same way as general nurses?

Possible answers Gender Academic level IBD
Female Male P Basic Intermediate ~ Higher P CD ucC P
Specialised 90.5(38) 100(28) 0.144 100 (8) 95.8 (23) 92.1 (35) 1.000  92.7 (38) 96.6 (28) 0.637
Nursering
General Nursering 9.5(4) 0.0 (0) 0.0 (0) 4.2 (1) 7.9 (3) 7.3(3) 34Q1)

In order to achieve the highest-quality care, do you think that the process of disease awareness, monitoring and treatment of your IBD needs to be managed by a
nurse in addition to your specialist doctor?

Possible answers Gender Academic level IBD

Female Male P Basic Intermediate  Higher P CD ucC P
Yes, it is essential 81.0 (34) 85.7 (24) 0.751 87.5(7) 83.3 (20) 81.6 (31) 1.000 85.4 (35) 79.3 (23) 0.536
No, it is not necessary ~ 19.0 (8) 143 (4 125(1) 16.7 (4) 18.4 (7) 14.6 (6) 20.7 (6)
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2.5. Statistical analysis

Qualitative variables are presented with their frequency distribution and percentage. In contrast, quantitative variables are pre-
sented with their mean and standard deviation when they were normally distributed, and with median and interquartile range when
they were not normally distributed. To determine whether there was an association or dependence between the responses obtained in
the surveys and the independent variables of participant gender and academic level, the y? test was used, and in cases where more than
20 % of cells in the contingency table had an expected frequency of less than 5, Fisher’s exact test was used. If any of those associations
were significant, the effect size (ES) was calculated by using Cramer’s V. For absolute values of ES, < 0.2 is regarded as weak, 0.2-0.6
as moderate, > 0.6 as strong. IBM® SPSS software version 27 was used for all analyses. A significance level was set at o = 0.05.

3. Results

Forty-three patients were recruited from the Hospital Universitario Madrid Monteprincipe, 16 patients were recruited from the
Fisioalpe Physiotherapy Clinique, and 21 patients contacted through social networks and national associations and working groups,
The total number of study participants was 80, of whom 10 were excluded because they did not fulfil the inclusion criteria. The sample
size was also considered sufficient as information saturation was reached and further interviews were required to obtain additional
relevant data for the study. Among the 70 patients, 60 % were women, who had a mean age 35.3 + 13.8 (16-64) years, and the
remaining 40 % were men,who had a mean age of 39.3 + 13.6 (20-70) years.

The results obtained are represented in Fig. 1 and detailed in Table 1.

To the question "Is nursing intervention for both the IBD patient’s self-care and care supported by family/carers?", more than 62.9
% of the respondents answered yes (Fig. 1A), with significant different for gender, academic level or type of IBD (p > 0.05) (Table 1).

To the question "For high-quality care and effective follow-up, do you think that the initial nursing consultation after the diagnosis
of IBD is essential to address all aspects of the patient’s daily life and environment?", 74.3 % of respondents answered alwayss. 18.5 %
thought that the initial nursing consultation after the diagnosis of IBD is sometimes essential to address all aspects of the patient’s daily
life and environment (Fig. 1B). No significant differences were found in response for gender, academic level, or type of IBD (p > 0.05)
(Table 1).

When asked "For the IBD patient to achieve the highest level of physical, psychological and spiritual well-being, do you think it is
important for the nurse to recognise the need for referral to other professionals, such as dieticians, physiotherapists, psychologists,
sexologists, etc.?", most respondents answered yes (Fig. 1C). This opinion was not influenced by academic level or type of IBD (p >
0.05), but the percentage of females who answered yes was significantly higher than that of males (p = 0.025). For this association
between gender and the need for the nurse to be able to recognize the need for referral, the ES was moderate (ES = 0.296) (Table 1).

When asked "Do you think that the nurse should be responsible for informing the patient and their family/carers about the steps to
follow and what these consist of?", 67.1 % of respondents answered yes (Fig. 1D). No significant differences were found for gender,
education level or type of IBD (p > 0.05) (Table 1).

To the question "Do you understand that the nurses who will care for you and those around you must have a plan and time for
specialised and appropriate training on this topic, or on the contrary, do they work in the same way as general nurses?", 94.3 % of all
respondents thought that nurses must have a plan and time for specialised and appropriate training on this topic (Fig. 1E). Again, no
significance differences were found for gender, academic level, or type of IBD (p > 0.05) (Table 1).

When asked "In order to achieve the highest-quality care, do you think that the process of disease awareness, monitoring and
treatment of your IBD needs to be managed by a nurse in addition to your specialist doctor?", more than 80 % of respondents agreed
(Fig. 1F). No differences were found for gender, academic level, or type of IBD (p > 0.05) (Table 1).

4. Discussion

To our knowledge, this is the first Spanish study of IBD patients’ perceptions of the role of nursing in their treatment and their
environments. Although some studies have investigated the needs of IBD patients in meeting and communicating with healthcare
professionals by exclusively recruiting patients from specialised gastroenterology outpatient clinics at hospitals [9], this study
recruited participants from both healthcare clinics and via online means, as was recently done in survey of IBD units and patients in the
United Kingdom [10].

In the treatment of patients with chronic illnesses, nurses are crucial. Most respondents felt that nursing intervention is necessary
for the IBD patient’s self-care and for supported care of and by family and/or carers. More specifically, for high-quality care and follow-
up, participants also recognised the importance of the initial nursing consultation after the IBD diagnosis to address issues with the
patient’s daily life and their environment. This finding is also in line with what is known about the importance of nursing in patient
education. Long-term care and self-maintenance are necessary for patients with chronic conditions, such as IBD. Patients need to
educate themselves on their conditions and engage in disease self-management to effectively manage chronic diseases [11]. By
educating patients on follow-up care, nurses have the potential to improve patients’ self-efficacy, coping, and self-management
abilities [11].

Participants in this study understand the value of a direct relationship between nurses and specialist. Patients with chronic con-
ditions often benefit from follow-up visits by nurses, as long as these visits are repeated, extended over time [12]. Due to the chronicity
of IBD, relapses often occur, leading to complications that can increase morbidity and mortality [13]. The extraintestinal manifes-
tations (EIM) of IBD form a heterogeneous group of diseases that affect numerous organs and systems, which is why they are
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considered systemic diseases [14]. This means that EIM must be correctly suspected and identified to make a timely diagnosis and
referral to the appropriate specialist. Respondents in this study mirror what previous research has shown: the importance of the IBD
specialist nurse to be able to recognise the need for referral to other health professionals when caring for IBD patients. An IBD specialist
nurse with the power to appropriately and directly refer such chronic patients to the relevant health specialist would be of enormous
help to the patient, but also help to the gastroenterologist or the primary care physician, whose schedules would be freed up from
consultations in which they act only as intermediaries [15,16]. Curiously, a higher percentage of females than males (p = 0.025)
thought it important that a specialist nurse could recognise the need for referral. More research is needed understand the specific role
gender plays in patient and their caregivers’ perceptions of not only their IBD nursing care, but the full range of medical professionals.

Two-thirds of respondents considered the nurse responsible for informing the patient and their caregivers of the diagnosis-specific
steps to follow and what these consist of. This is in line with the vital role of nurses in chronic disease management where they are the
responsible of enhancing and of the planning and delivery of the healthcare resources in primary care [17].

More than 90 % of respondents understood that their nurses must have a plan and time for specialised and appropriate training on
this topic. Additionally, to achieve the highest-quality care, more than the 80 % of respondents thought that the process, monitoring
and treatment of their IBD needs to be managed by a nurse in addition to a specialist doctor. A specialist nurse can provide a high-
quality and cost-effective care to patients with chronic diseases, which may have a positive impact on patient, family, and health-
care team outcomes [18]. The results can range from patient satisfaction to good clinical outcomes to cost savings [12]. A clear
example of the positive outcome associated with nursing intervention in the management of a chronic disease is diabetes. Recently,
Cho & Kim [19] showed in their meta-analysis of 23 diabetes intervention studies that the reduction in glycosylated haemoglobin in
these patients was directly related to the care programmes, home visits and tailored programmes. Thus, the nursering intervention in
the context of IBD would reduce the number of flare-ups and hospital stays and reduce the associated cost, as demonstrated by the
Department of Paediatric Gastroenterology and Nutrition, Robert Debre University Hospital (Paris, France) [20].

More than 80 % of respondents believe that, to achieve the highest-quality care, the progression, monitoring and treatment of their
IBD should be supervised by a nurse in addition to a specialist. The IBD nurse can play a crucial role in the follow-up and management,
especially education, of patients with more severe disease. A descriptive observational study conducted in Chile found that the most
common nurse interventions (in descending order) were reinforcement of medical indications, assessment of laboratory results, disease
follow-up and IBD education [21]. Recently, the hospital burden since the SARS-CoV-2 pandemic has changed current medicine [22].
These changes include various tools such as telemedicine [23] Telemedicine could be a useful way to the follow-up of IBD patients,
allowing specialist doctors and nurses to work effectively and harmoniously without the constraints of time or location to achieve an
optimal level of monitoring and treatment of IBD.

Limitations and future perspective

This study is not exempt from some limitations. First, the number of participants is low; for this, future studies with a higher number
of participant could corroborate the findings here asserted, as a larger sample size will be obtained, and the appropriate multivariate
study will undoubtedly be conducted to find possible confounding factors. Second, the activity of participation in the study may have
create awareness of or changed in some way patient perceptions of IBD specialised nursing and its importance. Three, there may exist
some biases often associated with this type of study, e.g., Berkson’s paradox [24] or the Hawthorne effect [25]. Berkson’s paradox
occurs when hospitalised patients are taken as controls, rather than controls from the community of origin of the cases,
social-desirability bias [26]; this bias refers to the need of the individual undergoing an experiment to look good to the experimenter,
to do what he/she is supposed to do, or to favour in some way the experimental outcome that is desired. The Hawthorne effect [25], a
type of human behavioural reactivity in which individuals change an aspect of their behaviour in response to their awareness of being
observed, may have affected our results. Future studies could consider how to mitigate such biases during the experimental design.
Four, it is important to note that there might be some limitations associated with self-reported data, as participants might provide
socially desirable responses rather than their true perceptions.

The future relevance of the study highlights the need to explore the nursing personal perception of their own role and the extent to
which they match or differ from patients’ perceptions. An in-depth study that compares and understands this dichotomy could provide
more comprehensive strategies to improve caregiver-centred IBD care. Future studies should also investigate the relationship between
patient perceptions, clinical outcomes and quality of life. This would increase the value of the study and thus provide a detailed
interpretation linking perceptions of specialised care to patient morbidity, and quality of life would help to underline its clinical
importance.

5. Conclusion

In conclusion, patients suffering IBD consider that (1) nursing intervention is necessary for the patient’s self-care and supported
care for the environment of the patient; (2) the initial nursing consultation after the diagnosis of IBD is essential to address all aspects of
the patient’s daily life and their environment for their high quality care and follow-up; (3) the nurse is able to identify the need fot
referring them to other health care professionals when necessary; (4) the nurse should be responsible for informing them and their
environment about the steps to follow based on the diagnosis; (5) the nurses should be who care for them and those around them is
specialised in IBD; and (6) the process, monitoring and treatment of their IBD needs is managed by a nurse in addition to a specialist
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doctor in order to achieve an optimal level of quality. This study shows that patients suffering from IBD consider the role of the nurse to
be crucial in the diagnosis, management and treatment of their disease and highlights the need for specialised nurses in inflammatory
bowel disease who can provide them with better healthcare.
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