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To those who suffer from inflammatory bowel disease 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
‘‘It is more important to know what sort of person has 
a disease than to know what sort of disease a person 
has.’’ 
       Hippocrates 
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ABSTRACT 
Living with inflammatory bowel disease (IBD) affects physical, psychological 
and social dimensions, limiting the ability to engage in daily activities. The at 
times debilitating symptoms create situations that may involve constant 
consideration of the limitations. To be able to live the life they want and enjoy 
as good health as possible, persons with IBD may need frequent and lifelong 
contacts with healthcare services (HC), highlighting the importance of quality 
care. High quality HC for persons with IBD involves a partnership between the 
HC professionals and the person living with the disease. In order to manage 
and accept the disease, information is essential. The more a person knows 
about their disease, the more adherent and satisfied with their treatment they 
are likely to be.   
 
The overall aim of this thesis was to describe the knowledge need, life situation 
and perception of HC among persons living with IBD, in order to develop a 
questionnaire to evaluate the quality of HC. 
 
This thesis is based on three studies presented in four papers. Qualitative 
methods were used to describe aspects of life situation in relation to the 
disease, whereas a quantitative method was used to develop a questionnaire 
measuring quality of care. Study I and II have an inductive qualitative design. 
In study I, qualitative interviews with 30 persons were performed to describe 
the knowledge need and experience of critical incidents in daily life while living 
with IBD. The interviews in study I were analyzed using content analysis 
(results presented in Paper I) and critical incident technique (results presented 
in Paper II). In study II, the perceptions of HC among persons living with IBD 
was explored in five focus group interviews and two individual interviews, in 
total n=26. Study III aimed to develop and evaluate a questionnaire measuring 
quality of care among persons with IBD, including 318 persons with IBD and 8 
professionals. The knowledge need among persons with IBD focused on 
managing symptoms and course of the disease and learning to assimilate the 
information in order to manage everyday life. Losing bowel control was of 
great concern for most of the informants in the study. Many of the informants 
said that “the bowel ruled their lives” and that it had a great impact on them. 
The perception of HC among persons with IBD included being met with 
respect and mutual trust, receiving information at the right time, shared 
decision-making, competence and communication, access to care, 
accommodation, continuity of care and the pros and cons of specialized care. 
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The quality of care questionnaire QoC-IBD was constructed in five dimensions, 
building on the results from Study I and II. The dimensions are trust and 
respect, decision-making, information, continuity of care and access to care. 
There are 21 questions in total. The QoC-IBD is a short, self-administrated 
questionnaire that measures experiences of healthcare among persons with 
IBD with promising validity and reliability. 
 
To improve quality of care, HC is recommended to consider individual care 
needs and take the person’s daily life and social context into account. To create 
a partnership between patients and HC professionals, the patients need to be 
involved in decisions that optimize and match their personal care preferences. 
This knowledge led to the development of the QoC-IBD. The QoC-IBD 
questionnaire measures the subjective experience of quality of care and was 
developed in close cooperation with patients to really capture their perception 
of the quality of care. Further testing in clinical practice is necessary to 
evaluate if the QoC-IBD can be used to evaluate the care given and identify 
areas of improvement in HC for persons living with IBD. 
 
Keyword: critical incident, Crohn’s disease, inflammatory bowel disease, 
knowledge need, life situation, perception of healthcare, quality of care, 
ulcerative colitis. 
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INTRODUCTION 
Persons with inflammatory bowel disease (IBD) have to manage a lifelong 
condition. Living with IBD is unpredictable and may influence several aspects 
of life (1).  

The following text is an extract from one of the interviews in this thesis and 
describes the life situation when living with IBD. 

“I was still at school when I became ill. I was 12, that’s more than 50 years 
ago, and it was quite an unusual illness then. They didn’t know as much 
about it then. All of a sudden, I lost a lot of weight, started bleeding a lot and 
had frequent diarrhea. I couldn’t get out the door even though they tried to 
force me to go to school. I was admitted to a specific type of ward where they 
did all the examinations. I was in the same room as the adults, despite being 
so young, because I was nearly as tall as I am now although I weighed close 
to nothing. They couldn’t fit me in the children’s ward because I was too tall. I 
spent a great deal of my childhood in hospital. I remember being there over 
Christmas, I think my mom came to see me occasionally. My dad didn’t, 
because he found it too hard. In addition, my parents ran a company each 
and they had four children of whom I was the oldest.  

All those examinations, I remember having a really high temperature and 
they needed to examine my stomach and take X-rays. I shudder when I think 
about all the injectable contrast I had to take. And there were real enemas to 
flush out the intestines. I didn’t know what was going to happen and no one 
told me. They just carried on with the examinations. For some, they needed to 
use physical violence. It was really tough. I asked loads because I was curious 
while at the same time shy and scared, but I never received any answers.   

I had to stay in hospital for a long time. I had to go and get my own food at 
some kind of hospital restaurant, but I couldn’t do it and fainted instead, and 
I seem to remember that some other patients helped me. My blood count was 
really low, so I got dizzy. No one realized how ill I was. Or perhaps they did, 
but they never told me in case I’d worry. Being really ill and more or less 
growing up in hospital affects you more than you might think. Perhaps that 
explains why my body aches so much these days. And I don’t care for my 
mom to this day, but I am very fond of my dad”. 

People living with a chronic illness such as IBD are dependent on a 
collaborative process, involving mutual understanding between the person 
living with the disease and healthcare professionals, development of a care 
plan, self-management, and follow-up contacts (2).  
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More attention has been drawn to the quality of the delivered care for persons 
with chronic illness and there has been an increasing effort in improving the 
quality of care (3).  

In the last few decades, the medical progress has been prominent, with new 
therapies that will potentially revolutionize treatment strategies for persons 
with IBD (4). However, although a wide array of drugs have been, and are still 
being developed, (4) HC providers sometimes tend to focus on treatment and 
symptoms and forget to listen to the subjective aspect of living with IBD. 
Persons living with a chronic disease such as IBD require information and 
support from the HC in order to deal with everyday life.  
Due to the complexity, heterogeneity, costs, patient impact and lifelong nature 
of IBD, the illness should ideally be managed by a multidisciplinary team 
(MDT) including a number of professions (2). Research on IBD and MDT has 
provided recommendations on the composition of an IBD team (3). The core 
team should include IBD specialist nurses, a nutritionist, a gastroenterologist, 
an endoscopist and a surgeon (3). It seems obvious to include the patient in the 
MDT, but no literature has been found to support this concept in IBD.  
 
This thesis originated from a number of clinical questions. While I was 
working at the ward caring for persons with IBD, and the more experienced I 
became as a nurse, the more I realized that these patients need nursing 
support to be able to manage their life situation. Part of my master’s degree in 
nursing science consisted of a study identifying and describing the meaning of 
quality of life to persons with Crohn’s disease (CD). The experience of quality 
of life was associated with limitations in daily activity. Moreover quality of life 
varied, depending on how the persons managed limitations related to the 
symptoms of the disease.  One conclusion was that it is important to identify 
limitations and provide support so that patients are able to maintain a daily life 
where each and every one is able to do the most important activities to them 
and achieves their goals in life (5). I became curious about questions such as 
whether HC professionals provide persons with IBD with the information they 
want, and what the actual need for information might be. What is the most 
critical issue when living with IBD? How should HC professionals’ best support 
persons living with IBD to manage these situations? Other questions dealt with 
how persons living with IBD perceive HC, what quality of care means to them 
and whether they perceive that HC professionals focus on the right things?  
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BACKGROUND 
Historical background 
IBD comprises ulcerative colitis (UC) and Crohn’s disease (CD). The two 
diseases involve the gastrointestinal tract and are characterized by alternating 
periods of remission and relapses (6, 7). IBD is a lifelong disease and to date 
there is no cure. Descriptions of bloody diarrhea date back to antiquity (8) and 
in the latter part of the 18th century Matthew Baillie’s suggested that patients 
were dying from UC (8). In 1859 the first “impact” description of UC by Samuel 
Wilks concerned a 42- year- old woman whose autopsy demonstrated a 
transmural ulcerative inflammation of the colon and terminal ileum, originally 
designated as “simple ulcerative colitis”. A century later this was, however, 
identified as CD (9). A case report by Wilks and Moxon in 1875 describing 
ulceration and inflammation of the entire colon in a young woman describes 
an early incidence of UC (9). European care reports of CD in the early 20th 
century, have documented the occurrence of a similar condition. By 1920 
American physicians were reporting similar clinical features: young patients 
often operated upon for appendicitis, symptoms such as fever, abdominal 
cramps, diarrhea, and weight loss. The disease usually involved the terminal 
ileum or ileocecal area (10).  At the American Gastroenterology meeting in 
1932, the American pathologist Burrill B. Crohn and coauthors compiled for 
the first time the complete histological and clinical picture of terminal ileitis, 
and how the disease manifests itself. Later on the disease was referred to as 
“Crohn’s Disease” (10).   

Diagnosis 
Diagnostics of IBD currently relies on symptoms, the detection of 
inflammatory changes macroscopically and histologically, and the exclusion of 
infectious or other differential diagnoses (11). Crohn’s’ disease is a transmural 
segmental inflammation that can affect any part of the gastrointestinal tract, 
from mouth to anus, while UC is a continuous homogenous inflammation 
involving the rectum and to various extent the colon, but no other parts of the 
gastrointestinal tract (6, 12). Most of the histopathologic findings in UC are 
limited to the mucosa and superficial submucosa with deeper layers unaffected 
except in severe disease where the deeper layers are also affected (11). In CD, 
the macroscopic findings of endoscopy are discontinuous lesions of ulcers or 
deep linear mucosal ulcers, cobblestone formation of mucosa, thickened bowel 
wall and luminal narrowing (11). Laboratory biomarkers can be used in the 
diagnosis and management of IBD, but none have been proven to be optimal.  
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More efforts are being made to discover new biomarkers that can discriminate 
between the types of IBD, predict future responses to treatment, and aid in 
differential diagnosis, treatment planning, and prognosis prediction (13).     

Course of the disease and symptoms 
The most common symptoms in IBD are diarrhea, urgency, tenesmus, rectal 
bleeding and/or mucus, abdominal pain, weight loss, fever and fatigue (14).  
The clinical spectrum of IBD is very wide and ranges from an asymptomatic 
quiescent state to a life-threatening illness (14). The long-term course of IBD is 
often characterized by symptomatic flare-ups and intermittent periods of 
remission. Crohn’s disease often has a more progressive course, with 
complications from ulcerations and strictures that may result in abdominal or 
perianal fistulous tracts, abscesses and intestinal obstruction (6).  
 
The course of the disease is reported to be highly variable, but there are still 
relatively limited data available on the natural history of IBD from population-
based studies. The cumulative relapse rate after living with UC for 10 years is 
83%. The cumulative colectomy rate after 10 years is 9.8% overall and 19% in 
patients with initial extensive colitis (15). During a ten-year period, 28% of 
persons with CD underwent surgery with intestinal resection. Half of these 
diseases were localized in the terminal ileum. At the time of diagnosis 15-27 % 
had ileitis, 42-45 % colitis and 26-37 % ileocolonic CD (16, 17). Fourteen 
percent of the patients had a relapse-free 5-year course (15).  As most patients 
have a relapsing course and most CD patients develop complications, there has 
been much focus in recent years on the determination of important predictive 
factors (18).  

Pathogenesis 
The underlying pathogenesis of IBD remains uncertain. The etiology is 
believed to be multifactorial, and associated factors mucosal barrier 
dysfunction, gut microbiome immune dysregulation that is triggered by 
environmental stimuli, and genetic predisposition (12). To date, 200 genetic 
loci have been associated with IBD via large-scale genome-wide association 
studies (19). Together, these loci explain 13.1% and 8.2% of variance in disease 
liability in Crohn's disease and ulcerative colitis respectively (19). However, no 
single gene  has been identified explaining exactly why some individuals 
develop IBD (11). Knowledge of epigenetic mechanisms may explain the 
influence of environmental factors and the microbiota on IBD (12). There are 
also environmental risk factors, such as smoking, appendectomy, diet, 
infections, nonsteroidal anti-inflammatory drugs (NSAID) and antibiotics (20, 
21). 
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Epidemiology 
IBD occurs worldwide, but has a varying incidence and prevalence. The annual 
incidence of UC varies between 0.6-24.3 cases per 100,000 inhabitants in 
Europe, 0.1-6.3 cases per 100,000 inhabitants in Asia and the Middle East, 
and 0-19.2 per 100,000 in North America (22). For CD, the estimated 
incidence ranges from 0.3-12.7 per 100,000 in Europe, 0.04-5.0 per 100,000 
in Asia and the Middle East, and 0-20.2 per 100,000 in North America (22). 
The incidence of IBD is currently increasing in areas where the disease was 
previously infrequent. As a result, the gap between high and low incidence 
countries is closing (23).  

Associated health problems 
About one third of persons with IBD develop additional extra intestinal 
symptoms involving other organs than the gastrointestinal tract. The most 
common extra intestinal symptoms occur in the skin (erythema nodosum, 
pyoderma gangranosum), joints (entheropathic arthropathy, sacroilitis, 
ankylosing spondylitis), hepatobiliary tract (primary sclerosing cholangitis, 
autoimmune hepatitis), and eyes (uveitis, conjunctivitis) (24). Primary 
sclerosing cholangitis (PSC) is a chronic IBD- associated hepatobiliary disease 
with a prevalence of 1.4-3.5% in CD and about 2-7.5% in UC, predominantly 
among persons with total colitis (25). PSC is frequently diagnosed between the 
third and fifth decades of life, with a 2:1 male predominance (25). Patients with 
PSC are at risk of a malignant transformation of the bile duct and in the 
colorectal tract, which makes this group of patients important to monitor (25). 
Malnutrition and micronutrient deficiencies are reported in 20-50% of persons 
with CD (26). Women with IBD have fertility rates similar to the general 
population prior to surgery. However, after surgery for an ileal pouch anal 
anastomosis (IPAA), fertility rate is decreased (27, 28). Among the IPAA 
patients, infertility occurs before diagnosis of UC in 13.6 %, after diagnosis but 
before surgery in 6.7 %, and after IPAA in 79.7 % (28). The offspring of 
patients with IBD are more likely to have IBD than the general population. The 
prevalence of a family history of IBD is significantly increased in first-, second, 
and third-degree relatives of persons with IBD, with up to 12% of all IBD cases 
being family cases (29).  

Treatment 
Before treatment was available, the relative risk of dying from IBD was 
increased (30). The cumulative mortality rate was 30 % 15 years after diagnosis 
in the 1950s (31). Mortality has declined and nowadays, the overall mortality is 
no different to that of the background population (32). Treatments were 
previously based on a wide range of different diets and surgical procedures 
(30).  
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As there is no cure for IBD, the main goal for medical treatment was to induce 
and maintain remission(14). The first effective drug Sulphasalazine was 
introduced in the 1940s, and its use can be attributed to the Swedish professor 
Nanna Svartz (33). Steroid treatment was established in the 1950s (30). 
Treatment choice depends on inflammatory activity, disease location, and 
previous treatment response. Traditionally a “step-up” approach of adding 
therapies is used, but it has been suggested that a “top-down” strategy has 
more advantages in cases of more severe disease(34, 35). Maintenance 
treatment in UC generally includes drugs such as amino salicylates(34). 
Treatments effective for inducing remissions include corticosteroids and 
amino salicylates. Immunosuppressive treatment with thiopurines (6-
mercaptopurin, azathioprine) and biological immunosuppressive therapies 
(anti-TNF, anti-α4β7-integrin, and anti-IL12/23) have emerged as efficient 
therapy options in more severe disease. For patients not responding to medical 
treatment or suffering from intestinal complications such as colonic dilatation, 
perforation, dysplasia, stenosis, abscesses or fistulae, surgery should be 
considered (34-36). There is a large number of ongoing studies in various 
stages of research on new molecules for treatment of IBD that are expected to 
change the course for treatments. Small molecules such as tofacitinib, a non-
biologic oral inhibitor of Janus kinases (JAKs) selective for JAK1 and JAK3, 
hold promising results with a tolerable safety profile (37, 38). 

Impact on life situation 
The often unpredictable symptoms of IBD can have a profound effect on the 
individual’s life situation. Living with the disease can be stressful in itself and 
potentially contribute to difficulties in coping with other demands as they arise 
(39-41). There is a high prevalence of psychological distress such as anxiety 
among persons with IBD (42-44). Disease severity, illness perceptions, 
maladaptive coping, stress, anxiety, depression and quality of life seem to be 
related (45). Individuals who experience greater disease severity seem to 
generate poorer illness perceptions, more often have maladaptive coping 
strategies, suffer from stress and pressure to a greater extent, experience 
higher levels of psychological problems such as anxiety and depression, and 
have a lower health- related quality of life (HRQoL) (45, 46). 
 
Individuals enduring more symptoms might generate more pessimistic 
cognitions of their disease and think about their condition with more 
hopelessness. The severity of the flare-up and the frequency of relapses 
intensely affect lifelong well-being in persons with IBD (47). Illness 
perceptions have been shown to directly influence stress suggesting that 
poorer illness perceptions could increase mental and emotional tension(44).  
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Illness perceptions may also influence anxiety, depression and quality of life. 
Thoughts about having a chronic disease, that cannot be controlled and that 
has complex consequences have been shown to lead to high levels of 
psychological distress and reduced HRQoL (44, 46). HRQoL in persons with 
IBD, and their worries and concerns have been thoroughly investigated (5, 48, 
49). Higher levels of worrying seem to be associated with increased IBD 
symptoms. In addition, worries about undergoing surgery or having an ostomy 
bag have been rated the highest among persons with UC, even when IBD 
symptoms improve. In CD, the top three concerns were ostomy bag, energy 
level and, loss of bowel control (48). 
 
IBD has been described to negatively affect daily routines, including physical 
activity, sleep patterns/habits and social outings (50). Most of the stress 
experienced is related to the lack of control over bowel movements. Therefore, 
it is an important task for HC professionals to reduce or control symptoms. 
Studies have shown that persons with IBD emphasize that  symptoms and 
bowel control are important issues, but that HC still does not respond fully to 
these needs (51, 52).  As a way to prevent social isolation, patients may be 
encouraged to use coping strategies such as planning and preparation to 
facilitate participation in social activities. Coping strategies used by patients 
include, informing their network about the disease, accepting the disease and 
staying positive (50, 53).  IBD significantly affects all aspects of a person’s life 
– education, work and social life. For example, a recent international survey 
found that around half of all patients felt that their career prospects had been 
negatively affected. Almost the same number of people said that IBD had 
hindered them in their personal life and relationships (51).  
One consequence of IBD is a reduced ability to work or study (54, 55). A ten- 
year follow-up study showed that an increased risk for disability pension was 
associated with being diagnosed at a young age (under 30 years of age at the 
time of diagnosis), steroid treatment one year after diagnosis, colectomy 
during the first year and more than two relapses during the first year (56). 
Women with CD have the highest rate of disability pension among persons 
with IBD, although no study has been able to show that the clinical course of 
the disease in CD is more severe in women than in men (56). 
 
Various forms of support and information, in groups or individually, have been 
requested by persons with IBD. It has been stressed that educational 
interventions  should be provided by a MDT (2). Educational interventions 
should fit the individuals’ needs and be offered at times when they are needed, 
that is, in recently diagnosed patients and during episodes of flare-ups (57).  
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However, in HC there is a knowledge gap regarding the situations that are the 
most critical for persons living with IBD. There is a need for a deeper 
understanding of limitations and critical incidents in daily life. To manage 
these situations, persons with IBD need knowledge on symptom recognition, 
how to handle symptoms, plan their lives and seek new options (57). Some 
persons with IBD do not have sufficient knowledge to manage or recognize 
symptoms of flare-ups, which in turn can lead to them delaying seeking care 
during a relapse (57). 

Disease related knowledge 
Acquiring knowledge is a complex cognitive process of perception, learning, 
communication, association and reasoning closely associated with health 
behavior. According to social cognitive theory, processes entailed in regulating 
one’s health can be taught through social modeling, supports, and feedback 
(58, 59).  The area of information exchange in HC has been thoroughly studied 
in terms of, for example, research on lack of health literacy (60), dissatisfaction 
with the amount of information received (61), failure to remember 
information, and lack of understanding the perspective of the person living 
with the disease (62, 63). Research in the area of knowledge and IBD has been 
focused on measuring the amount of knowledge (64-66) rather than studying 
the actual need for knowledge among persons living with IBD.  
 
Persons with chronic diseases must navigate through a complex HC system to 
obtain care from the time when they start having symptoms and throughout 
their whole lives. For persons living with a chronic disease, it is essential to 
have disease related knowledge in order to be able to manage and accept the 
disease (67).   Most want to know all about their disease and treatment options 
but yet many may become overwhelmed by the sheer volume of information 
(68).  
 
The terms knowledge and information are often used more or less 
interchangeably, although there are obvious differences.  In this thesis, 
knowledge is defined as information that is given meaning and understanding 
to be applied in different situations, in this case, by persons living with IBD. 
Factual information that is not placed in a specific context is defined as 
“information”. Information needs to be interpreted and given a context to 
become knowledge (69). It is important to give some thought to how 
information is to be given to a person. This requires an understanding of how 
each individual acquires knowledge (63).  
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HC professionals need to be aware of the questions and concerns of persons 
with IBD and they have to be capable of providing the information in a clear 
and concise manner (63). Patients with chronic diseases such as IBD require 
an information exchange with a HC professional in order to achieve disease-
related knowledge. Knowledge about the disease can play a critical role in 
facilitating a person’s acceptance of their illness and understanding of 
behavioral changes, in order to actively participate in treatment and the 
development of a better caregiver-patient relationship (65). A great part of 
persons with IBD feel insufficiently informed about their disease (70). A low 
level of knowledge combined with poor social support is associated with a 
greater impairment in HRQoL (71). Schwarz and Blanchard (1991) showed that 
a combination of IBD-related education and individual behavioral treatment 
reduced IBD symptoms and IBD-related stress (72). Larsson et al. (2003) 
reported an improvement of satisfaction with IBD-related information in a 
group-based educational program for persons with IBD suffering from high 
levels of anxiety. However, there was no improvement of HRQoL (73). A study 
evaluating a group based intervention program showed a correlation with 
increased HRQoL among patients with short disease duration (74). A low level 
of disease related knowledge seemed to correlate with more worries and 
concerns, whereas a high level of disease-related knowledge seemed to 
increase compliance (71). Moreover, it was shown that suitable education 
improves patients’ treatment and coping methods and reduces their anxiety 
(66). Disease related knowledge seemed to reduce the number of appointments 
with physicians and, consequently,  lower patient costs (66).  
 
In a study from 1987 by Scholmerich et al., aiming to identify fear factors 
among patients with IBD, patients were asked to fill in a questionnaire 
containing 36 questions and 9 "fear factors"(75). The most important 
questions selected were remission of their disease, and developing cancer. 
Women deemed questions regarding cancer, sex life, side effects of diagnostic 
techniques or drugs to be important more often than men. The latter were 
more  interested in the cause, symptoms and natural history of the disease 
(75). In 2008, the consensus on patient quality of care by the European 
Crohn's and Colitis Organisation – ECCO- recommended delivery of patient-
centered information to meet patients' needs. However, it does not specify how 
information should be provided (76). In 2002, Kennedy et al (77) aimed to 
develop patient information that would engage HC professionals in shared 
management. The study identified a significant gap between the patients’ and 
professionals’ opinion on need for information. Patients wanted information 
that was supportive (77).  
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They were concerned about how they would be affected by UC and, 
consequently, in finding out about other people’s experiences. In contrast, 
doctors expected information to increase adherence and help patients make 
better use of HC services. This finding suggests a conflict between patients’ 
need for alternative knowledge and a tendency for doctors to retain a 
preference for information about traditional management strategies (77). It 
can be concluded that interventions aiming to increase the knowledge have not 
led to an improvement in HRQoL so far  (74).In addition, a low level of disease 
related knowledge seems to correlate with increased worries (73). Patients 
seems to be willing to become more involved in their HC and understand the 
full consequences of any actions they take (75).  
 
In this thesis, the focus is on the need for knowledge among persons with IBD, 
in order to understand the variety in individual knowledge need. Furthermore, 
we wanted to investigate the time point in the disease process at which 
knowledge is needed.  

Quality of care  
In 1980, Donabedian described high-quality care as the kind of care that is 
expected to maximize an inclusive measure of patient welfare, after one has 
taken into account the balance of expected gains and losses that occur 
throughout the process of care (78).  
 
The American Medical Association has defined high-quality care as care that 
consistently contributes to the improvement or maintenance of quality. They 
identified specific attributes of care that should be examined when 
determining its quality, including health promotion and disease prevention, 
timeliness, the informed participation of individuals, attention to the scientific 
basis of medicine, and the efficient use of resources. In 1990, the Institute of 
Medicine (IOM) defined quality of care as ‘‘the degree to which health services 
for individuals and populations increase the likelihood of desired health 
outcomes and are consistent with current professional knowledge” (IOM, 1991, 
pp. 21). The IOM concluded that there is a gap between the existing HC and 
the care we could have. This report was a call for action demanding 
accountability of the HC system and implying that system wide changes were 
necessary to substantially improve care (79).  
The World Health Organization (WHO) definition of the concept of quality of 
care divides healthcare into six different components. These are effective, 
efficient, accessible, acceptable/patient-centered, equitable and safe (80).  
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In Sweden the National Board of Health and Welfare (2009) has confirmed the 
aspects of good care addressed by the WHO (2006) and uses the same six 
aspects to describe what characterizes good quality care in a Swedish care 
context (81). When discussing quality of care, the interaction between the 
caregiver and caretaker is an important concept. The interaction between them 
depends on several elements in their relationship, such as the quality of their 
communication, the HC professional’s ability to maintain the patient’s trust, 
and the HC professional’s ability to treat the patient with concern, empathy, 
honesty, discretion and sensitivity (80).  
 
Over the past decade, efforts to improve the quality of care have been made in 
many parts of the world. In a Swedish context, a model was formulated by 
Wilde et al. in 1993 (82). According to this model, quality of care can be 
understood from the resource structure of the care organization and the 
patient's preferences. The resource structure of the care organization consists 
of person-related and physical and administrative qualities. The patient's 
preferences have a rational and a human aspect. Within this framework, 
patients' perceptions of quality of care may be considered from four 
dimensions: the medical-technical competence of the caregivers; the physical-
technical conditions of the care organization; the degree of identity-orientation 
in the attitudes and actions of the caregivers and the socio-cultural atmosphere 
of the care organization (82). 
 
An increasing body of evidence has suggested that creating centers of 
excellence will lead to better quality of care. The types of quality indicators 
generally used are structural measures. When evaluating quality of care,  it is 
important not to forget the patients perception of the received care, quality of 
life, and patient satisfaction (83). 

Assessing quality of care 
The purpose of measuring quality is to lay the foundation for improving it. 
Many questionnaires measuring quality of care are typically structured 
according to a framework originally described by Avedis Donabedian (1980, 
1989), who formulated a model according to which patients’ wishes can be 
divided  into three general components—structural, process, and outcome 
measures (78, 84). Structural measures are the characteristics of the setting in 
which care is delivered. Process measures indicate the steps taken by 
healthcare professionals in the care of an individual patient. Outcome 
measures describe what happens to patients as a result of the care they receive 
(78).  
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Healthcare professionals have always acknowledged that satisfying patients at 
some level is essential to provide high-quality care. However, they have often 
discounted the importance of patients’ perspectives in the belief that patients 
have limited knowledge of what constitutes technical quality. Difficulties 
measuring patients’ views have also played a part (82).  
 
To determine what constitutes good or poor quality, HC must acquire 
knowledge on how individuals value various health outcomes and how these 
may differ among individuals. The Netherlands Institute for Health Services 
Research (NIVEL) has developed a series of questionnaires that measure 
Quality of Care Through the Patient’s Eyes (QUOTE). The QUOTE instruments 
were developed particularly for chronically ill patients, elderly people, disabled 
people, and individuals who use specific healthcare services. The QUOTE 
instruments are based on Donabedian’s “structure-process-outcome” 
characterization of healthcare quality. The QUOTE instrument for persons 
with IBD, the QUOTE-IBD, includes 10 generic questions and 13 disease 
specific questions. The questionnaire comprises three categories:  Importance, 
the weight that the patient gives to various care aspects; Performance, 
experiences regarding the function of medical practices and healthcare 
professionals for each aspect of care; and Quality Impact, the combined effect 
of importance and performance (85).  
 
Some studies have been performed on the aspect of quality of care among 
patients with IBD showing that patients gave relatively poor marks to parts, 
such as being provided with information and the psychological as well as 
physical approach (85-87). The existing knowledge about IBD and quality of 
care is based on studies measuring quality of care with predefined questions 
(86, 88). Results from the QUOTE-IBD studies showed that the lowest 
importance scores were observed for autonomy, costs and accessibility. The 
three most important aspects of quality of care for IBD patients were 
competence, accommodation and courtesy (86, 88). In the Portuguese version 
of the QUOTE-IBD, it was concluded that there is no golden standard for the 
assessment of quality of care from the perspective of those living with IBD. The 
need for a shorter and more user-friendly questionnaire was also expressed 
(89).   
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Rationale for this thesis 
Persons with IBD have to manage a lifelong condition that may influence 
several aspects of life. The care is dependent on a collaborative process, 
involving a mutual understanding between the person living with the disease 
and HC professionals. For HC, it is important to identify knowledge needs, 
limitations and provide support to maintain daily activities, so that the disease 
does not hinder the persons with IBD in achieving their goal in life. As a 
lifelong condition with a significant burden of illness, IBD is particularly 
suitable for quality of care measurement and improvement. A valid and 
reliable questionnaire to assess quality of care in IBD is therefore needed.  
 
When this thesis was initiated at the end of 2010, only limited research had 
been done in the area of quality of care and IBD. In September 2013, there was 
an initial meeting in Oxford, IBD2020, aiming to become a global forum for 
discussions on how to best improve the quality of care for persons with IBD. 
The IBD2020 group agreed that persons with IBD should have access to a 
recognized IBD multidisciplinary team, including specialist nurses, who can 
provide them with optimal care, taking into account their physical, emotional 
and social well-being. All persons with IBD should have opportunities to 
become more knowledgeable about their disease and the various treatments 
and support available to them, so that they can, become more actively involved 
in the clinical decisions of their IBD, if they should wish to (52, 90). This is still 
not the clinical reality for many persons with IBD. 
 
Therefore, this thesis aims to decrease the knowledge gap and give an overview 
of the life situation for persons living with IBD. The measurement of the 
subjective experience of quality of care in this thesis provides HC with 
important knowledge. This knowledge is needed to develop evidence-based 
nursing interventions and offer high-quality care for persons with IBD in need 
of healthcare.   
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AIMS 
General aim 
The overall aim of this thesis was to describe the knowledge need, life situation 
and the perception of HC among persons living with IBD, in order to develop a 
questionnaire to evaluate the quality of HC. 
 

Specific aims 
Study I (Paper I): To explore the need for knowledge as expressed by patients 
diagnosed with inflammatory bowel disease. 
Study I (Paper II): To describe how patients living with IBD experience critical 
incidents in daily life in relation to their disease and symptoms. 
Study II (Paper III): To explore the perceptions of healthcare among persons 
living with inflammatory bowel disease. 
Study III (Paper IV): To develop a questionnaire measuring quality of care in 
persons with IBD. 
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METHOD 
Design 
This thesis comprises two qualitative and one quantitative study, resulting in 
four scientific papers. An overview of the design, participants, data collection, 
and data analysis is presented in Table 1. The studies that are included in the 
thesis will be referred to as study I-III and the papers as paper I-IV. 
 
Different designs and methods were used, based on the aim of the study. 
Individual interviews were performed to describe the knowledge need and 
critical incidents among persons with IBD (Study I). Focus group interviews 
were performed to describe the perception of HC among persons with IBD 
(Study II). Finally, a questionnaire was developed from the results of the 
qualitative studies and tested for validity and reliability (Study III).  
 
Table 1. Overview of designs and methods in the thesis 

 Study I/Paper I Study I/Paper 
II 

Study II/Paper 
III 

Study III/Paper 
IV 

Design Qualitative 
inductive method Qualitative 

inductive method Qualitative 
inductive  method Questionnaire 

development  
Participants Persons with IBD 

n=30 Persons with IBD 
n=30 Persons with IBD 

n=26 Persons with IBD 
n=318 
Group of 
professionals 
n=8 

Data 
collection 
methods 

Individual 
interviews Individual 

interviews Focus group and 
individual 
interviews 

Literature overview, 
focus group and 
expert group, 
cognitive interviews, 
questionnaires 

Data analysis Qualitative 
content analysis Critical incident 

technique Focus group 
analysis Focus group analysis, 

qualitative analysis 
of cognitive 
interviews/individual 
interviews. 
Confirmatory factor 
analysis, Test-retest 
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Overview of the studies 
 

Study I 
A qualitative study designed to explore the need for knowledge and describe 
the experience of critical incidents in daily life was performed. Thirty persons 
with IBD were interviewed. Content analysis was used to analyze the need for 
knowledge (91) and the results are presented in paper I. The experience of 
critical incidents in daily life was analyzed with critical incident technique (92) 
and the results are presented in paper II.  

Study II 
A qualitative explorative study was performed to explore the perception of HC 
among persons living with IBD. Five focus group interviews and two individual 
interviews were conducted with 26 persons with IBD. The focus group 
interviews were analyzed using a qualitative method according to Kruger (93) 
and the results are presented in paper III.  

Study III 
A developmental study was performed to develop and test a questionnaire 
measuring quality of care among persons with IBD. In the development and 
evaluation, 318 persons with IBD and 8 professionals participated. The results 
of study III are presented in paper IV.  
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Participants and sample size 
In study I, 30 persons with IBD were included and interviewed, 14 men and 16 
women aged 29–83 years (md 45 years) (Table 2). The selection was made to 
ensure maximum variation in age, sex, diagnosed CD and UC, duration of IBD, 
and history of previous surgery.  
 
In Study II, purposive sampling was used to obtain a wide variation in 
perceptions of HC. The sample size was five focus groups with three to seven 
participants in each group, and two individual interviews. A total of 26 persons 
diagnosed with IBD, fourteen men and twelve women, aged 19-76 years (md 
62 years) participated (Table 2).    
 
In study III, a sample size of 600 adults with IBD who had received care at the 
gastroenterology department at a university hospital in the south-east of 
Sweden between September 2014 and September 2015, were invited to 
participate in the study.  The sample size of 600 people was based on the 1,242 
IBD patients who had contacted the clinic in the previous year. It was decided 
to invite 600 patients due to the expected response rate of 50% (94). 
Approximately 300 participants were considered an appropriate number to   
be able to analyze differences between subgroups, such as gender, age and 
diagnosis (UC and CD). From the list of 1,242 patients, there was a random 
sampling of 300 patients with CD and 300 with UC.  

Setting and procedure  
All studies were performed at a university hospital in south-east Sweden that 
provides care for 1,700 persons with IBD. In study I, purposeful sampling was 
made by the main investigator (KPL). Information about the study and a 
request for participation were sent by postal mail. After receiving written 
information about the study, the participants were contacted by telephone by 
the main investigator to arrange a time and place for the interviews. The main 
investigator conducted 27 interviews in a room at the hospital and three in the 
participants’ homes in accordance with their wishes.  
 
In study II, the main investigator provided the participants with information 
about the study. Those who agreed to participate returned their written 
informed consent in a pre-paid envelope and were contacted to arrange a time 
and date for the interview. All focus group interviews took place in a 
conference room. The individual interviews (n=2) took place in a room at the 
ward where the patients currently received care.  
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In order to develop and evaluate the questionnaire in study III, focus group 
interviews, individual interviews and cognitive interviews were used.  In total, 
318 patients who had received care at the gastroenterology department at a 
university hospital in south-east Sweden between September 2014 and 
September 2015 participated in study III. In the development phase, 24 
patients participated and in the evaluation phase there were 294 participants.  

Data Collection 

Demographic data  
Demographic data for the participants in studies I and II were obtained during 
the interviews (Table 2). In study III, participants with IBD filled out a study-
specific questionnaire with basic demographic data such as sex, age, and type 
of IBD (Table 2).  
  
Table 2. Demographics of participants with IBD in study I, II, and III  
 
Variable Study I/Paper I, II Study II/Paper III Study III/Paper IV 
Participants (n) 30 26 318 
Female (n) 16 12 171 
Male (n) 14 14 147 
Age (yrs (range)) 29-83 19-76 18-88 
Ulcerative colitis 
(n) 

12 16 155 

Crohn’s Disease 
(n) 

18 10 153 

Unclassified IBD 
(n) 

  10 
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Interviews (I, II) 

Study I 
The main investigator conducted all interviews (n=30) (I). Two pilot interviews 
were conducted to test the interview questions included in the study. The 
interviews lasted for a mean of 40 minutes (range 14–67 minutes). All 
interviews were digitally recorded. The interviews were held between July and 
December 2010. The interviews started with one open-ended question (I): 
Could you please describe your knowledge needs related to living with IBD? 
Probing questions were asked to encourage the patients to elaborate on and 
explain their need for knowledge. The next phase of the interviews in study I, 
which are presented in Paper II, was opened with a broad open question (I): 
Can you please tell me about a critical incident or situation in daily life related 
to your disease or symptoms that had consequences for your life and way of 
managing the disease?  Probing questions were used to elicit more details; 
When/where did it occur? How did you manage the situation? 

Study II 
The focus group interviews (five interviews) were held between January and 
June 2014 (II). The number of participants in each group varied from three to 
seven. Younger men who were asked to participate did not want to participate 
in a group interview. To avoid missing out on young men’s perception of HC, 
individual interviews were performed with two younger men instead. A semi-
structured interview guide with open-ended questions based on the HC 
outcome, structure and process (93) was developed by the research team. 
Interviews were guided by the questions shown in Table 3. 
 
Table 3. The interview guide used during the focus group interviews and 
individual interviews in study II 

 

• Please describe how you perceive HC at the gastroenterology 
department?  

• How do you perceive a good care for a person with your disease?  
• What expectations do you have on HC?  
• What expectations do you have on HC professionals?  
• Based on your disease which needs do you have?  
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At the beginning of the interviews, all participants were asked to introduce 
themselves. Thereafter, the moderator (main investigator) and assistant 
moderator introduced themselves, explained the purpose of the study and 
started asking questions.  Probing questions were used to elicit more details. 
Two nurses with experience of qualitative research acted as assistant 
moderators in two groups and three groups, respectively. The role of the 
assistant moderator was to support the moderator by asking probing 
questions, observing the group interaction, making field notes and evaluating 
the moderators’ interviewing technique (93, 95). The interviews were digitally 
recorded. A debriefing with the moderator and assistant moderator took place 
immediately after each focus group interview, where the moderator’s role, the 
group interaction and any aspects that needed changed were discussed. The 
first focus group served as a pilot interview (included in the study) (93). The 
duration of each focus group interview was approximately 1.5 hours and the 
individual interviews lasted for about 30 minutes. The field notes were used to 
supplement the transcription during the analysis.  

Questionnaire (III) 

QoC-IBD 
The development of the Quality of Care questionnaire in IBD (QoC-IBD) was 
performed in three phases (Figure 1).  

Phase I – Question generation 
In the first phase, the aim was to generate questions for the questionnaire. A 
literature review of studies measuring quality of care in IBD was performed in 
order to identify important aspects related to quality of care (96).  
Furthermore, the results from study I and II aiming to identify the knowledge 
need and perception of HC among persons living with IBD were used in the 
generation of questions. The questionnaire was constructed with questions in 
the following dimensions: trust and respect, decision-making, information, 
continuity of care, access to care and satisfaction with HC as a whole. The 
dimensions were chosen because these areas were stated to be the most 
important ones for the perception of HC in study II. The first version of the 
questionnaire consisted of 24 questions, six in the dimension trust and 
respect, five in access to care, four in decision-making, three in continuity of 
care, three in information, two in competence, and one in satisfaction with the 
care as a whole. For all questions in the questionnaire (except the one on 
overall satisfaction with HC), the respondent was first asked how important 
the question was to them and then how they experienced the performance. The 
response options to the performance questions in the first version were “totally 
agree”, “agree to a great extent”, “agree to some extent” and “do not agree”. 
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The response options to the importance questions in the first version were 
“extremely important”, “important”, “fairly important” and “not important”.  

Figure 1. Questionnaire development and evaluation. 

Phase II – Patients’ and professionals’ evaluation 
In the next phase, the aim was to evaluate the first version of the QoC-IBD. The 
aim of the outpatient pilot was to evaluate the relevance of the questions and 
the feasibility to answer the questions. In the first step of phase II, the 
questionnaire was tested in a focus group interview held by the main 
investigator. The focus group consisted of three patients with IBD, two women 
and one man of different ages and with different experiences of living with the 
disease. Thereafter, the questionnaire was pilot-tested by ten patients 
diagnosed with IBD who had a scheduled appointment at the gastroenterology 
department. Further on, the questionnaire was pilot tested by mailing it to four 
patients with IBD who were asked to answer and return it to the main 
investigator. The aim of the mail pilot was to evaluate the function of the 
questionnaire when respondents answered it at home without any help or 
instructions from HC professionals.   
The final part of the patient evaluation in phase II was cognitive interviews 
(n=7) performed by the main investigator and one of the co-authors (MW) in 
Paper IV. The aim of the cognitive interviews was to evaluate the 
questionnaire’s cognitive function and user-friendliness. The participants in 
the cognitive interviews were four women and three men with IBD. The 
interviews were performed according to the method “think aloud” followed by 
retrospective probes such as “Can you tell me more about…” in order to clarify 
or explore responses during the interviews (97).  

  
•Literature review 
•Qualitative studies 

  "Patients evaluation" 
•Focus group (n=3) 
•Pilot at outpatient visit (n=10) 
•Pilot by postal mail (n=4) 
•Cognitive interviews (n=7) 

 
"Professionals evaluation" 

•Individual evaluation (n=8) 

  
•Factor analysis (n=294) 
•Test-retest (n=83) 

Phase I. 
Question generation 

Phase II.  
Patients’  
and professionals’ 
evaluations 

Phase III. 
Measurement 
evaluation 
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All interviews were performed in a conference room at the gastroenterology 
department and lasted between 30 to 60 minutes. 
The last part in phase II was an evaluation by a group of professionals (n=8). 
The questionnaire was sent to professionals familiar with IBD or questionnaire 
development; three gastroenterologists, two nurses specialized in IBD, one 
statistician, and two people with experience in questionnaire construction. The 
questionnaire was sent by mail and the professionals were asked to return 
their comments and evaluation to the main investigator.  
 
The final questionnaire consisted of five questions about trust and respect, 
four questions about decision-making, three about information, two about 
continuity, one question about access to care consisting of six subqueries, and 
finally one question about satisfaction with HC as a whole, in total 21 
questions. Each question had four response options except for the last question 
about satisfaction with the care as a whole, which ranged on a scale from 1 to 
10. 

Phase III - Measurement evaluation  
Phase III aimed to test the function of the questionnaire in a real setting and to 
test reliability and validity. Six hundred patients with a confirmed diagnosis of 
IBD were invited to participate in the study. Reminders were sent once to non-
responders within a period of four weeks from the first mailing. The 
participants were asked to fill in the questionnaire and return it in a pre-paid 
envelope if they gave consent to participate in the study. In all, 294 patients 
(49%) returned the questionnaire.  
 
At the end, all participants were asked if they would consider filling in the 
questionnaire one more time to test reliability. Of the 294 participants 141 
agreed to fill in the questionnaire once more and 83 of them returned the 
second questionnaire within a 2-week span. 

QOUTE-IBD  
The participants in study III were also asked to answer the QUOTE-IBD. 
QOUTE-IBD contains questions in eight dimensions; competence, courtesy, 
accessibility, information, continuity of care, accommodation, autonomy and 
costs (85). The instrument comprises three response categories:  Importance, 
the weight that the patient gives to various care aspects; Performance, their 
experiences regarding the function of medical practices and HC professionals 
for each aspect of care; and Quality Impact, the combined effect of importance 
and performance (85).  
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The Importance questions are answered by “Not important”, “Fairly 
important”, “Important”, or “Extremely important”. Questions in Performance 
are answered by: “No”, “Not really”, “On the whole, yes”, or “Yes” (85).  

Data analysis 

Qualitative analysis (I, II) 
All interviews were transcribed verbatim by the main investigator or by an 
experienced secretary. The interviews transcribed by a secretary were validated 
by the main investigator by listening to the audio-recordings and comparing 
them with the transcribed text. The transcribed texts were repeatedly read to 
gain an overall understanding of the whole. The data analysis followed an 
inductive approach, meaning that pattern, themes or categories from the 
analysis were derived from the data (91, 92, 98). The data material was the 
same in both parts of study I, although it was analyzed by two different 
methods according to the research question in each part.  

Qualitative content analysis 
Data from interviews in study I, Paper I, were analyzed by qualitative content 
analysis according to Krippendorf (91). Content analysis is considered to be 
useful for careful, detailed and systematic examination and interpretation. 
Sentences or phrases containing information relevant to the aim and the 
research question were identified and bundled into meaning units. The 
meaning units were thereafter condensed to reduce them while retaining their 
essence, after which they were compared for similarities and differences. 
Similar meaning units were given the same code. The codes were then 
categorized into subcategories and categories. The main investigator 
performed the first analysis of the transcribed text. Furthermore the research 
group worked individually in order not to interfere with their fellow 
researchers’ assessment and analysis of the transcribed text. The analyses were 
then compared and consensus was reached. The meaning units and 
subcategories were subsequently reread to determine the category for each 
meaning unit and subcategory (91) (table 4).  

Critical incident techniques 
Data from interviews in study I, Paper II, were analyzed using critical incidents 
technique (CIT). A situation was defined as critical if it was related to the aim 
of the study and the interview question. A critical incident is a decisive 
situation if it makes a significant contribution, either positive or negative, to 
the general aim of the activity under investigation and if it is of great 
importance to the person involved (98).  
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The incidents were systematically sorted in relation to content and divided into 
groups. Critical incidents with a similar content were labeled and grouped into 
subcategories that were categorized. In the final step the categories were 
labeled based on their comprehensive structure and main area (92, 98) (Table 
4).  

Focus group interviews 
Data from the focus group interviews in study II were analyzed in accordance 
with Krueger (2000) until saturation was achieved (99). The transcribed 
interview texts formed the basis for the inductive analysis, supplemented by 
the assistant moderator’s field notes about the group interaction (95, 100). All 
expressions that met the aim of the study were highlighted in the text. 
Expressions with a similar meaning were merged into subcategories that 
reflected the text as closely as possible. The subcategories were continuously 
compared to the text as a whole throughout the analysis. Subcategories with a 
similar meaning were then merged into categories (95, 100) (Table 4).  
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Table 4. Example of analysis processes used in study I and II.  

Study/Paper Quotation Subcategory Category Main area  

Study I/Paper 
I 

Information about 
something I can 
manage myself is 
extremely 

important, for example, 
if intake of alcohol and 
dairy products is 

not good… (no. 7) 

Behavior that 
enhances well-
being 

Knowledge 
related to 
managing 
everyday life 

N/A 

Study I/Paper 
II 

“For example, if you’re 
messy down there, 
because even if you 
make every effort to be 
clean, 
it can come very quickly 
when you’re walking or 
such, it sometimes 
oozes out, really 
difficult, 
then you go ugh …if it 
oozes a lot when you 
are with a girl, then it’s 
not good, as you can 
imagine!” (no. 19) 

Leakage of 
stool, pus and 
blood 

Having a body 
that smells 
 

The bowels rule 
life 

Study 
II/Paper III 

“I think the most 
important thing is being 
able to come here when 
you are in bad shape. I 
don’t think that it’s 
important to come here 
regularly, but knowing 
that I can come when 
necessary.” P2 (4) 

 

Access to care Structure of the 
healthcare 
organization 

N/A 
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Statistical analysis 
A confirmatory factor analysis (CFA) was made to ensure construct validity of 
the QoC-IBD. The maximum likelihood method with varimax rotation was 
used for factor extraction. Only factors with an eigen value greater than 1 were 
extracted. Each item was affiliated to the factor on which it exerted the greatest 
loading. Factor loadings below 0.4 were deemed non-significant. Descriptive 
statistics were calculated for demographic data in study III. Test retest was 
measured with Spearman rank order correlation coefficient (rs) between the 
first and second measurement for QoC-IBD in 83 persons over a 2-week 
period. SPSS Statistics 22.0 was used for statistic calculation. 

Ethical considerations 
The studies followed the common ethical principles for clinical research 
regulated by the World Medical Association (WMA 2008) Declaration of 
Helsinki, and were approved by the Regional Ethical Review Board in 
Linköping, Sweden. (Dnr M209-09 and Dnr 2013/426-32). The participants 
were informed that participation was voluntary and that they could withdraw 
from participation whenever they wanted without giving an explanation. 
Participation was grounded on oral and written informed consent and 
participants were guaranteed confidentially. code lists were stored safely, and 
the code for each person was kept separate from the completed questionnaire 
in a safe place.  
 
The critical incident techniques (I) method relies on the participants’ 
recollection and their ability to provide a detailed account of a critical incident.  
It should be pointed out that there is always a possibility of causing a recall of 
memories that could be difficult to handle (92).  In focus groups (II) there is a 
risk that participants may feel under pressure to agree and conform with 
others. To minimize this risk, the participants were informed before the 
interview that the aim was not to reach consensus on the perceptions of HC, 
but to explore different views. Participants might also withhold information 
due to embarrassment (93, 95). All respondents were invited to contact the 
clinic after the interview if they needed any kind of support after participating 
in the studies. However, this was not necessary. 
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RESULTS 
Characteristics of the participants 
In total, 374 persons with IBD participated in the studies included in this 
thesis. The participants’ ages ranged from 18-88 years, mean age 49 years. The 
inclusion of all participants took place at a university hospital of south-east 
Sweden between July 2010 and September 2015. In addition to the persons 
with IBD, a group of HC professionals (n=8) participated in the development 
of the questionnaire in paper IV.  

The overall aim of this thesis was to describe the knowledge need, life situation 
and the perception of HC among persons living with IBD in order to develop a 
questionnaire to evaluating the quality of HC. The main finding shows that 
there was a need for disease related knowledge, with a great individual variety 
(I). Trust and respect was one of the most important dimensions in the 
perception of HC (III). This knowledge formed the basis for the development 
of the questionnaire measuring quality of care, the QoC-IBD (IV).  

When daily life becomes affected by symptom burden 
One of the most prominent critical incidents in daily life was not being able to 
reach the toilet in time at work, at school, at the cinema or when travelling on 
public transport and being forced to get off the bus before their destination (I). 
The frequent loss of bowel control made it necessary to be aware of the 
location of toilets or forced the individual to stay at home in fear of not being 
able to find a toilet in time (I). The participants also described the importance 
of social support in difficult situations in order to manage life while living with 
IBD (I, II). This social support could be provided by family and next of kin, 
patient’s associations, as well as a professional approach from HC 
professionals (I, II).   

The participants described critical incidents where their bowel problems 
affected their possibility to live up to or realize personal goals in life. These 
incidents were mostly related to their professional life, such as being unable to 
work full-time or frequent sick leave, resulting in not being promoted and a 
lower salary increase. Relapse and/or symptom burden could also make them 
turn down job opportunities and/or promotions. Being unable to perform 
duties at work was another critical situation, for example, if the workplace did 
not have access to toilets or their duties made it difficult to rush to the toilet. 
Some patients had public duties, while others had assignments where they 
lectured to large audiences. In such situations, not being able to reach a toilet 
in time was critical (I).  
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Some expressed feelings of making life difficult for their next of kin or being a 
burden to others (I). This meant that the whole family was forced to put on 
hold on activities or plans that had been scheduled (I).  Some chose not to tell 
their family how sick they were because they did not want to worry them. 
Having strict routines helped them to manage daily life, but when they 
deviated from these routines, critical incidents occurred that made their 
situation worse. For example, they might adapt their food intake by not eating 
before leaving home. Strict routines and social support helped some of the 
patients to remain active (I). 

The importance of disease related knowledge  
The knowledge needs among persons with IBD focused mainly on IBD 
symptoms and the course of the disease. The majority wanted to become 
experts on their own disease by gaining knowledge about the most important 
parts (I). The need for knowledge was greater at the time of diagnosis, during 
relapses or when the persons with IBD had lived with the disease for a long 
time and realized that they had received insufficient information at the time of 
diagnosis (I).  

The persons with IBD required knowledge about how to behave in everyday 
life to avoid worsening their condition (I). Knowledge about what to do to 
prevent relapse and remain in remission helped the persons with IBD to feel 
that they could manage everyday life to a greater extent than before. They 
wanted to know more about how to handle a relapse, when to contact a HC 
provider, and what they could do to avoid hospitalization (I).  

Knowledge needs identified were being provided with information about 
ongoing research, challenges related to pregnancy, different treatment and 
examination options, hereditary factors and diet (I, II).  Moreover, some 
perceived a lack of support about how to manage and learning to live with the 
illness (I, II).  

The way the information from HC was communicated was also important. The 
persons living with IBD did not want to receive information when they were 
very ill because it was more difficult for them to assimilate the information 
then (I, II). They also felt that HC professionals should put more thought into 
how and where information is provided (I, II).  Efficient communication and 
receiving concrete answers from the HC professionals were important aspects 
of the perception of HC, and could also be perceived as a critical incident when 
it did not work (I, II). One important factor for achieving good communication 
was meeting with HC professionals in an environment that was calm and 
stress-free (II).  
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Managing social life entailed communicating knowledge about the disease to 
significant others (I), as well as maintaining a dialogue and communication 
with HC professionals (II). Some felt that it was important that family, friends 
and colleagues had knowledge about the disease. Managing social life was also 
associated with being questioned and criticized by others. The support from 
next of kin in combination with information on how to handle symptoms and 
treatment enabled the persons with IBD to take care of themselves more 
actively (I, II). It was perceived as a challenging balance whether or not to tell 
others about the disease. When supervisors and colleagues knew about the 
disease, the support might be increased. On the other hand, the person with 
IBD might feel labeled as being disabled (I, II).  Another way to satisfy the 
need for knowledge was to learn from other persons with IBD. Some expressed 
an appreciation of being a member of a patient association, while others felt 
afraid to learn from others’ experiences.  

The great importance of information and knowledge revealed in study I and II 
resulted in the inclusion of three questions about information in study III. 
They were (III):  

10  To what extent do you experience that you have been given sufficient 
information?  

11.  To what extent do you experience that you have been given intelligible 
information? 

12.  To what extent was the information given at a suitable time point? 

Being met with trust and respect 
One important aspect of HC from the perspective of persons living with IBD 
was being met with respect and trust by HC professionals. This included being 
taken seriously, being met with an understanding of what it means to live with 
a disease, being shown empathy and being comforted. Trust was vital, as it 
enabled them not only to talk about the illness but also about their everyday 
life with openness and a sense of humor. When being met with a professional 
attitude, the persons living with IBD were enabled to better cope with a 
difficult situation. Consequently, this was crucial in terms of mental support 
(II).  

Several participants wanted to meet others with the same diagnosis for group 
discussions, preferably with HC professionals involved. They wished to 
exchange experiences with others in the same situation, for example the 
patient’s association (I, II). 
  



 

36 
 

Some participants felt that as their disease is to a great extent invisible from 
the outside, others did not always realize how ill they were (I). They felt that 
authorities such as employment services, insurance companies or daycare 
center societies, friends and family, as well as HC professionals did not always 
believe them (I, II). An understanding of the difficulties talking about bowel 
habits and other symptoms from the gastrointestinal tract was also sometimes 
lacking (II). The sense of not being believed was also closely associated with 
not being able to meet the expectations of others (I, II), for example, feeling 
pressured to undergo certain examinations, or not being the perfect partner, 
friend or co-worker (I, II).  

Trust and respect was perceived as a very important aspect of HC as expressed 
in study II. In study III, five questions were developed in this dimension (III). 
The five questions about trust and respect were: 

1. How do you experience the healthcare professionals’ ability to show an 
understanding of your situation?  

2. How do you experience the opportunity to discuss your symptoms with 
the healthcare professionals? 

3. How do you experience the healthcare professionals’ ability to instill 
confidence? 

4. To what extent do you experience that healthcare professionals take you 
seriously? 

5. How do you experience the overall reception at the gastroenterology 
department?  

Being an active part of healthcare decisions  
While most of the participants in the studies expressed a wish to take part in 
the decision-making process and be involved in the care, some expressed a 
wish not to take part (I, II).  One reason for not wanting to be part of the 
decision-making process was a feeling of being forced to take too much 
responsibility (II). Some perceived it difficult to understand what decision-
making or participation meant (II). Decision-making was for some described 
as a form of collaboration with HC professionals (II). Having enough disease 
related knowledge facilitated the participants’ ability to be part of the decision-
making process and take care of themselves (I). Many participants expressed 
that they wanted to be met with an understanding that everyone does not fit in 
the same mold and that individualized care plans were required (I, II). The 
concept of an individualized care plan was not fully understood by everyone 
(II, III). A definition of a care plan was added to the questionnaire in study III 
after the cognitive interviews (III).  
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Being involved or participating in the care seemed to have different meanings 
to the participants (I, II), but having sufficient disease related knowledge 
seemed to affect the will to be more involved in the decision-making process 
(I). The participants had mixed feelings about the importance of decision-
making. It was therefore decided to keep the importance questions about 
decision-making.  Five questions were developed in study III concerning 
decision-making.  

6. To what extent do you experience that you take part in your own care? 
7. How important is it for you to take part in decisions about your own 

care? 
  

8. Do you have an individual care plan* for your continued care and 
treatment?  

8.1. If ‘yes’ how aware are you of the care plan content? 
9.  To what extent do you experience that the care is adapted to your 

individual needs?   

*Care plan: By care plan, we refer to a written plan describing the measures/actions/follow-up 
that is planned based on your need for care/treatment/appointments. 

Continuity of care was considered, as it creates a sense of security during 
periods of relapse. Encountering the same HC professionals was perceived as 
the most important aspect when having a complicated disease (II). As well as 
for decision-making the participants had divided opinions about the 
importance of continuity of care. Therefore the importance questions about 
continuity of care were kept. Questions developed in study III concerning 
continuity were: 

13.  To what extent do you experience that you have an opportunity to meet 
or contact the same healthcare professionals?  

14.  How important is it for you to have an opportunity to contact the same 
healthcare professionals? 
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Important aspects of quality of care 
As described above, the results from study I and II generated the dimensions 
for perceptions of HC that were used in the question generation in study III, 
subsequently forming the basis for the QoC-IBD. The most important aspects 
were, trust and respect, decision-making, information, continuity of care, 
access to care and satisfaction with HC as a whole (Figure 2).  The first 
version of the questionnaire had 24 questions on importance and 24 questions 
on performance. After two evaluation phases, the final questionnaire consisted 
of 21 questions in the same dimensions, but the importance questions were 
kept only for decision-making and continuity of care (Figure 2).  

  

Figure 2 
Dimensions important for quality care from the perspective of persons living with IBD. 
Number of questions in the final version of the QoC-IBD questionnaire in each dimension. 
Number of questions in the first version of the questionnaire in brackets.  

 

  

Quality 
of care 
in IBD 

 
Trust and 
respect 

5(6) 

Quality 
Decision-
making 

4(4) 

Information 
3(3) 

Continuity of 
care 
2(3) 

Access to 
care 
6(5) 

Satisfaction 
with care as 

a whole 
1(1) 
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Cognitive interviews were used in the evaluation phase of the questionnaire. In 
this phase some difficulties to understand concepts emerged and a few 
questions were reformulated (III). For instance, the question “I receive 
assistance quicly when needed”, was changed to number 15.4 below. One 
question was developed (III) concerning access to care with six subquestions.  

15. In the past year, did you experience that: 

15.1  You did not receive your prescriptions on time? 

 15.2 The clinic canceled a scheduled appointment? 

 15.3 You had to wait long in the waiting room? 

 15.4 You were not seen when your condition acutely worsened? 

 15.5 You could not get through on the phone during telephone hours? 

 15.6 You did not receive a doctor’s note in time? 

 
The final question in the QoC-IBD was about satisfaction with HC as a whole, 
with response options, which ranged on a scale from 1 to 10. 

 

16) How satisfied are you with the care as a whole? 
 
    Satisfied       Not satisfied,,,      

1 2 3 4 5 6 7 8 9 10 
☐ ☐ ☐ ☐ ☐ ☐ ☐ ☐ ☐ ☐ 

 

 

The last part in study III was the measurement evaluation in phase III.  In this 
phase, four factors were identified in the factor analysis (III). In total, the four 
factors explained 61% of the variance. The question about participation was 
loading both in factor two and four and was placed in factor two, which had the 
greatest loading. One single question about receiving prescriptions on time 
loaded in factor four, and was therefore forced into factor three. The three final 
factors evolving in the analyses were trust and respect, decision-making and 
access to care.  
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Test-retest correlation measured with Spearman for the QoC-IBD ranged 
between rs 0.36-0.68 (Md rs0.60) at a significant level at 0.01. The questions 
showing lowest correlation were;  

8.  Do you have an individual care plan for your continued care and 
treatment? (rs 0.36). 

15.2.  The clinic canceled a scheduled appointment? (rs 0.43) 
4. To what extent do you experience that healthcare professionals take you 

seriously? (rs 0.52). 
 

 
The three questions showing highest correlation were; 

3.  How do you experience the healthcare professionals’ ability to instill 
confidence? (rs 0.68). 

13. To what extent do you experience that you have the opportunity to meet 
or contact the same healthcare professionals? (rs 0.68). 

16.  How satisfied are you with the care as a whole? (rs 0.67). 
 
Internal consistency reliability for QoC-IBD was α=0.811. The internal 
consistency for QUOTE-IBD was α=0.908.  
 

The question non-response of the QoC-IBD ranged between 0.7- 3.9%. The 
question with the highest non-response rate was about individual care need 
(Q.9). In the QUOTE-IBD, the question non-response ranged between 1.0 – 
6.5% for the importance questions and 27.6%-40.5% for the performance 
questions. The performance questions with the highest non-response rates 
were “should allow the patients to have input in decisions regarding 
treatment received”(Q.4), and “In case of acute problems a doctor should be 
available within 24 hours” (Q.10). 
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DISCUSSION 
Some important steps in the area of quality of care and IBD have been taken 
both in Sweden and worldwide. The result of this thesis is a small step towards 
improving the quality of IBD care. The overall aim of this thesis was to 
describe the knowledge need, life situation and the perception of HC among 
persons living with IBD in order to develop a questionnaire to evaluate the 
quality of HC. The results give new insights into the life situation of persons 
with IBD as well as into what quality of care means to them.  

When daily life become affected by symptom burden 
Losing control of one’s bowel has a great impact on daily life for persons living 
with IBD (I).  In the western society, social norms and taboos limit the ability 
to talk about bowel habits and symptoms from the gastrointestinal tract (I). 
Even telling family members about symptoms could be difficult (I). One 
finding in study I was that persons with IBD felt unable to meet both their own 
expectations and those of others, which had a great impact on their daily life. 
Societal norms for how a parent, sibling, partner, and colleague should act 
contributed greatly to these expectations, and the symptom burden made it 
sometimes difficult to live up to the expectations (I, II). A meta-analytic review 
of psychosocial adjustment showed that adolescent and children with IBD 
demonstrate poorer social functioning than healthy children, but that they are 
similar comparable to children with other chronic illnesses (101). In addition, 
in study I in this thesis, it was shown that social and personal expectations can 
create a feeling of insecurity as well as a sense of not being good enough (I). 
Not being believed or seen could also be due to a lack of social support (I). In a 
study by Sewitch (2001), it was shown that in comparison with healthy 
controls, persons with IBD received support from a significantly smaller 
number of people, but higher levels of satisfaction with social support. Patients 
with an active disease were generally less satisfied with their social support 
than those who were in remission (102). By listening to the patient’s story and 
support initiatives to social relations the patient’s social support may increase 
what in turn may improve psychological distress and health.  

The importance of disease related knowledge  
The need for knowledge among persons with IBD as well as the importance 
and need for HC professionals to share information is a central part in HC 
encounters (I, II). Most of the participants in this thesis wanted to know more 
about their disease and the course of the disease (I). Disease related knowledge 
was a way for the participants to take active care of themselves. Disease related 
knowledge meant a sense of control over the disease (I, II).  
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By gaining knowledge, the persons with IBD could participate to a greater 
extent in the decision-making process (I). The literature supports that the 
patient should be viewed as an equal partner who participates in their care to 
an extent of their own choice (103). To achieve an optimal partnership, the 
patient needs to be involved in their care at an early stage (104). The results in 
this thesis support the assumption that it is important that patients are given 
the knowledge they need to manage their disease (I, II). Knowledge needs were 
individual and changed over time, (I, II) which indicates that HC professionals 
need to adapt the information and education to the individual. There are some 
previous studies about, for example, IBD schools (74, 105). Evaluations of 
these showed that patients appreciate education as part of their care (73).  
Consequently, patient education should be introduced at different stages of the 
course of the disease (106). The result in study I shows that most of the 
knowledge transmission seems to best provided individually. However some 
participants expressed a need for interacting with other persons living with 
IBD, and this can be achieved in “IBD schools”, or through patients 
associations.  

The need for knowledge was the greatest at the time of diagnosis and during 
relapse (I, II). Although many different factors probably combined to explain 
the reasons for wanting or not wanting knowledge, some had no interest in 
receiving information (avoidance behavior), while others searched for 
knowledge. Miller (1987) labeled these two types of personalities  ‘blunter’ and 
‘monitor’ (107). ‘Monitors’ are people who seek information that can help them 
cope with stress, while ‘blunters’ avoid any new information when faced with a 
stressful situation (107). Patients with IBD need some basic knowledge to 
manage the disease (I), alleviate their worries and improve their adherence 
(108) . Lack of knowledge of IBD complications can have disastrous 
consequences leading, for example, to an underestimation of the importance of 
colorectal cancer surveillance (109). 

Recent research has confirmed that information on many aspects of their 
disease remains insufficient among persons with IBD.  Furthermore, 
information needs can differ in various patient groups, according to gender, 
age and type of disease (110). Appropriate information and a better 
understanding of the individual’s needs and concerns should be considered 
potential components for  improving patient-related outcomes, such as 
adherence to advice and treatment, quality of life, or stress (111). 

Using open questions and paying attention to feedback from persons with IBD 
may help to identify knowledge needs.  
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In a structured care plan, knowledge needs are addressed by ensuring that the 
information is individualized and concretized, and consists of what is 
important to the individual, including guidance on how to cope with situations 
when living with IBD.  

Being met with trust and respect 
In this thesis, respect and mutual trust were described as being listened to, 
being taken seriously, being met with empathy, and being seen as an individual 
in the social context of working life, family life and leisure time. Mutual trust 
and being treated with respect are often taken for granted, but the results 
reveal that persons with IBD do not always experience it as such (II). Studies 
have shown that the meaning of disrespect encompasses long waiting times, 
receiving incomplete information about their condition, or HC professionals 
not being truthful in the event of a medical error (52, 112). This thesis confirms 
the literature by showing that persons with IBD feel that they are not always  
confirmed and treated with respect  (52). This has important consequences for 
HC as HC professionals need to find out what respect means to the individual 
person. According to Kantian theories, it is important to preserve individual 
rights and freedom, and human beings ought to be treated with respect (113).  

The findings in study II show the importance of establishing a respectful and 
trusting relationship, thus facilitating persons with IBD and HC professionals 
working as a team in order to meet individual care needs (II).  

A large survey by Quigley (2013) included five items (explains things; listens 
carefully; gives easy to understand instructions; shows respect; and spends 
enough time) assessing patients’ perception of physicians’ communication with 
patients.  The study showed that the most important communication predictor 
of patients’ overall physician rating is showing respect (114).   

From a social psychological perspective, respect has been described as the 
social acceptance of another person (115). The humanistic clinical psychologist 
Carl Rogers advocated approaching patients by respecting them as individuals 
with an incontestable worth as they are, without expecting or demanding of 
them to behave differently to earn respect (116). Through carefully listening to 
the patients’ experience and story is one way to be respectful, mutual respect 
also is of importance in the encounter between the patient and HC 
professionals. 

Being respectful also means that HC professionals cannot impose their own 
values on patients and demand changes because they consider themselves to 
be the experts. Patients’ behavior may, on the surface, not always seem 
rational.  



 

44 
 

For example, why else would so many patients refrain from taking their 
prescribed medicine? The benefits of treating patients respectfully are likely to 
be substantial.  

Respect creates trust, and having a trusting relationship makes it far more 
likely that the patient and HC professionals can work together as partners. A 
partnership facilitates  a care plan that patients are more likely to agree to and 
willing to follow (117).  

Being an active part of healthcare decisions 
In this thesis, being involved in the care or part of the decision-making process 
seemed to be of great importance from several perspectives (I, II). In line with 
the literature (103) , the results in this thesis show that by providing the right 
conditions for communication and mutual cooperation, a  partnership can be 
created (II). The literature supports this finding and informal elements, such 
as emotionally supportive relationships, are important for ultimately 
determining the level of shared decision-making, paving the way for patients 
participations in care decisions (104, 117).  

Having knowledge about the disease was an important factor that seemed to be 
associated with wanting to be a part of the decision-making process (I). 
However, some clearly expressed that they felt pressured by HC professionals 
to be actively involved in the care even though they did not want to (I, II). The 
fact that not all patients want to be involved in shared decision-making is 
supported in the literature and there are various reasons, including a lack of 
education, or lack of interest in learning about the details of their options 
(118). It is the HC professionals’ responsibility to identify how active a role the 
patients want to have, and then provide the best person centered care possible 
(103).  Shared decision-making may be defined as the process of interaction 
with patients who wish to be involved in making decisions. The concept of 
shared decision-making entails that HC professionals have the responsibility to 
inform and recommend treatment to patients, but the process of deciding on 
how to act is shared (117). The goal is to enhance patient involvement and, on 
the basis of the available evidence, facilitate ‘evidence-based patient choice’. 
The increased attention to shared decision-making derives from a number of 
different factors. These factors include a move from the idea of informed 
consent to ‘informed choice’, the patient’s legal  rights and the changing nature 
of medical practice (119).  

In the final version of the QoC-IBD, the importance questions were excluded, 
except for decision-making and continuity of care.  
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The reason to keep the questions on the importance of decision-making was 
due to the fact that this concept was perceived as multi-faceted by the persons 
with IBD during the development of the QoC-IBD. Baars et al. (118) 
demonstrated that persons with IBD have a desire to be actively involved in the 
decision-making process; 81% reported it to be 'very important' to be actively 
involved in the decision-making process, and another 17% rated it as 'quite 
important'. When asked how their treatment could be improved, 50% wanted 
close, equitable collaboration with their physician. This preference was 
significantly associated with disease duration of ≥8 years. Gender and type of 
IBD were not significantly associated with patients' preferences (118). Younger 
age and higher socioeconomic class has been shown to predict a higher interest 
in involvement in shared decision-making, but no association with other 
sociodemographic variables, illness characteristics or beliefs about 
medications have been demonstrated (120). This is consistent with the results 
in this thesis, where elderly women in particular preferred not to be part of the 
decision-making process. Shared decision-making and self-management 
support aim to improve the quality of care (121), and are therefore an 
important aspect of quality of care. 

Important aspects of quality of care 
The purpose of measuring quality is to create a basis for improving. The QoC-
IBD was developed as a part of this thesis, aiming to measure quality of care 
among persons living with IBD. Persons with IBD took part in both the 
development and evaluation phase in study III. Including persons with IBD in 
the development of a questionnaire is regarded as a relatively new but 
important approach (85, 122).  The dimension of quality of care measured in 
study III were; trust and respect, decision-making, information, continuity of 
care, access to care and satisfaction with HC as a whole (Figure 1). The results 
from study II show that these dimensions were the most prominent aspects of 
quality of care as did the interviews from the development phases in study III.  
The dimension questions were generated from these interviews (III) and the 
final questionnaire consisted of 21 questions. “Quality of care” refers to the 
worth or excellence of various attributes of medical care. Most definitions 
focus on the care encounter or episode and include attributes such as the 
technical process of care (for example, diagnosis and management) and 
interpersonal features of the provider-patient relationship (78). The 
assessment of quality of care in this thesis mainly focused on the interpersonal 
features of the provider-patient relationship.  

The focus group and cognitive interviews in study III showed that the 
respondents found it unnecessary to ask for importance aspects that are 
obviously of great importance.  
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It is important not to pose extra burden on the patients by asking  questions 
that are not relevant (123). For this reason, it was decided to exclude the 
questions about importance in the final version of the QoC-IBD, except for the 
two questions on decision- making and continuity of care.   

Lifelong follow-up with continuous contacts with the IBD team are crucial to 
maintain remission (124).Thus, an adequate quality of care plays an important 
role for persons with IBD (76), and the need for a valid and reliable 
questionnaire to assess quality of care in IBD is well founded. Measuring 
quality of care among people receiving care is a prerequisite for improving 
quality of care.  

Methodological discussion 

Validity and reliability 
This thesis is based on three studies using both qualitative and quantitative 
data in order to describe knowledge need, the life situation and the perception 
of HC among persons living with IBD. 

In qualitative research, openness and methodological transparence with regard 
to data collection are considered important (125). Systematic data collection 
through individual interviews (I), focus group interviews (II) and a systematic 
analysis was applied throughout the studies. Four criteria to establish 
trustworthiness of the qualitative findings were applied; credibility, 
dependability, confirmability, and transferability (126).  

The participants were selected in order to obtain a variety of aspects regarding 
need for knowledge, critical incidents, and perception of HC, which 
strengthens the credibility of the results (I). Another strength is the large 
number of participants (n = 30) (I), (n=26) (II), as the sample size in 
qualitative studies is usually considerably smaller. All interviews were 
conducted by the main investigator and it was ensured that the participants 
focused on the same issues to guarantee credibility, as subtle changes in the 
wording of a question can lead to significant changes in the response (I, II). 
Credibility was also established by presenting relevant quotations from the 
transcribed text to further illustrate the categories (I, II). Dependability was 
increased by conducting two pilot interviews to ensure that the questions were 
relevant and properly formulated. Dependability was also ensured by the fact 
that the interviews were conducted and audio-taped by the same person (I, II). 
All authors selected meaning units from the first three interviews, while in the 
following 10 interviews, the first and last authors selected meaning units 
individually and compared them (I).  
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Seeking consensus among the co-researchers throughout the analysis process 
also contributed to the confirmability of the results (I, II).  Confirmability 
implies that the researcher should remain objective (125). The main 
investigator who conducted the interviews is an IBD nurse. To prevent bias due 
to pre-understanding, all authors independently read and analyzed the text 
from the interviews until consensus was reached (127). The detailed 
description of the participants, data collection, and analysis and study context 
permits the reader to assess the transferability of the results (I, II). 

An accurate account of the data collection and analysis, as well as a description 
of the participants strengthened the dependability and transferability of the 
studies (I, II). It is always possible to refer to the raw data, even though it is up 
to the reader to evaluate the transferability of the results. As the studies were 
carefully designed, conducted and analyzed, the results may be transferable to 
other people with IBD living in similar context (I, II) (126, 128).  

In quantitative research validity and reliability are considered to be of great 
importance. Content validity was assured by relying on the knowledge of an 
expert group familiar with IBD and questionnaire development (III). The 
experts were provided with access to the questionnaire and were asked to 
provide feedback on how well each question measured the construct in 
question. Content validity was also assured by a focus group interview with 
three patients and individual interviews with ten patients about the relevance 
of the questions (III).  Their feedback was then analyzed and informed 
decisions were made about the effectiveness of each question.  

A CFA was performed to assure construct validity (III). The CFA resulted in 
four factors. However, in factor four, one single question was loading and 
therefore it was forced into three factors. The three factors in the analyses 
were; trust and respect, decision-making and access to care. The items about 
information and continuity of care ended up in the factor decision-making. 
This might be logical as information and communication could be viewed as a 
part of the concept decision-making. Continuity of care also ended up in the 
same factor, and continuity of care might be important for the perception of 
being an active part of the care. Concepts regarding quality of care blend into 
each other, which becomes noticeable in a factor analysis. Separating quality of 
care into dimensions might create a structure of the questions in the 
questionnaire, although it might not serve any other purpose as the 
dimensions are not used to calculate quality impact.  
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Test-retest with Spearman rank order correlation coefficient for the QoC-IBD 
ranged between rs 0.36-0.68 (Md rs 0.60), p≤ 0.01. It is desirable with a level 
at rs>0.7, which means that the result shows an unsatisfactory reliability for 
some questions. The reasons may be that it was asked for their experience of 
care in the past 12 month. It can be difficult for the patient to have a clear idea 
because they may have met several healthcare contacts during the past year. 
Even in the cognitive interviews the patients raised the difficulties to answer 
questions about the perception of care thinking back a whole year. In a revised 
version, it might be more suitable to evaluate a specific care situation.  
The internal consistency reliability was Cronbach’s alphaα=0.811. This shows 
that there is concordance in the outcome of the various parts of the 
questionnaire. Cronbach’s α for the importance questions in the QUOTE-IBD 
was α=0.908. This is quite high, and therefore it may be assumed that the 
questions are similar too each other, which is a limitation (125).  
 

Drop out and question non response study IV 
The response rate in study IV was 49%, which is reasonable, as response rates 
to questionnaires are declining in many countries (94, 129).  This is 
particularly noticeable among the young (130). We could have sent two 
reminders instead of one, but ethical approval was only given for one. The 
validation process should not have been affected by the low response rate as 
the aim was not to describe the population or to generalize the results.  

Questions non-response rate in the QoC-IBD was low, ranging between 0, 7- 3, 
9 %, showing good acceptability with the highest non-response in the question 
about individual care need. It might be difficult to understand what is meant 
by an individual care need and this question might need to be reworded due to 
the number of non-responders.  The high response rate in the QoC-IBD 
indicates good acceptability.  In the QOUTE-IBD, all questions on Importance 
had a response rate above 90%, whereas the response rate for some questions 
in “Performance” was as low as 60 %. This was also seen in the Portuguese 
validation study of the QOUTE- IBD, where 69% of the patients answered all 
questions on Performance (89) and 64% of the patients answered all questions 
on Importance and Performance. This is similar to the Portuguese validation 
study were only 59% of the patients completed all the questions (89). Study III 
indicates that there are problems with the QOUTE-IBD in terms of 
acceptability, due to the low response rate in the performance questions. In our 
study, as well as in other studies, the reason for the high question non-
response rate in the QUOTE-IBD may be that several questions are specific to 
the interaction with a special group of professionals or a specific HC situation, 
such as questions regarding the competence of nurses at the endoscopy unit, 
physicians’ communication with other HC professionals, or whether prescribed 
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medications are included in the drug benefit program. It is hard to answer a 
question if a specific event has not been experienced in the past 12 months. 
The low response rate in the performance questions also complicates the 
calculation of the quality impact of the QUOTE-IBD.   

 
 



 

50 
 

Conclusions 
In conclusion, persons with IBD want knowledge about their disease and its 
treatments. Disease related knowledge seems to be of the greatest need when 
first diagnosed, during relapse or when have lived with the disease for a long 
time without receiving sufficient information at the time of diagnosis.  
Disease related knowledge is important in order to understand and accept 
their state of illness and to be able to develop a care plan together with HC 
professionals. The care plan should guide the patients to deal with the disease 
so that daily life is affected as little as possible.  
The uncertain nature of IBD creates critical incidents that causes individuals to 
avoid social interaction, place considerable demands on the family situation, 
and that may affect their professional life. The results demonstrate the 
importance of establishing a respectful and trusting relationship, facilitating 
persons with IBD and HC professionals to work as a team in order to meet 
individual care needs.  The encounter between the person with IBD and HC 
professionals forms the basis for a partnership were persons with IBD are 
involved in decisions that optimize and match their personal care preferences. 
This knowledge led to the development of the QoC-IBD, which is a short, self-
administered questionnaire with promising validity and reliability, measuring 
the subjective experience of quality of care in persons with IBD. It was 
designed in close collaboration with persons with IBD to really capture their 
perception of quality of care. The QoC-IBD seems to be easy to use, and it can 
enable clinicians and researchers to identify targets for improvement.  

Clinical implication   
As all patients have different care needs, it is important to adapt care to each 
individual patient, for example, by working in a person-centered way. A 
person-centered approach can also reduce adverse incidents as the patient 
becomes the watchdog of their own care, taking precautionary measures 
against flaws in a pressured HC system. HC professionals’ ability to actively 
involve and reflect on the care situation together with the person living with 
IBD is essential in order to develop individual care plans and implement 
shared decision-making.  
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Future research 
This thesis has provided new ideas for future research involving persons with 
IBD and quality of care: 

• Revision and further validity testing of the questionnaire QoC-IBD. 
• Language translation and cultural adaption of the QoC-IBD, in order to 

make international comparisons of quality of care.  
• By using the QoC-IBD to identify areas of improvement, and evaluate 

systematic changes in IBD care to develop the IBD care.   
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POPULÄRVETENSKAPLIG 
SAMMANFATTNING 

Inflammatorisk tarmsjukdom (IBD) är en sjukdomsgrupp som omfattar 
sjukdomarna Crohn’s sjukdom och ulcerös kolit. De vanligaste symtomen är 
diarré, blodtillblandad avföring, buksmärtor, trötthet och viktnedgång. 
Sjukdomarna är kroniska och går oftast i skov. Vanligast är att man insjuknar 
tidigt i livet, mellan 15-35 års ålder. I Sverige lever ungefär 61 ooo personer 
med IBD med en jämn fördelning mellan könen. Orsaken till att man får IBD 
är okänd, men en kombination av flera faktorer bland annat genetik och miljö, 
tycks samverka.  
 
Eftersom IBD är kroniska sjukdomar är kontakten med hälso- och sjukvården 
livslång. Personer med kroniska sjukdomar behöver kunskap om sjukdomen 
för att kunna hantera sina symtom och ta en aktiv roll i sin vård.  
 
Det övergripande syftet med denna avhandling var att beskriva livssituationen 
såväl som uppfattningen av hälso- och sjukvården bland personer som lever 
med IBD för att förbättra hälso- och sjukvårdens kvalitet. 
 
De tre studier, och fyra vetenskapliga artiklar som ingår i avhandlingen 
genfördes på en magtarmmedicinsk klinik i sydöstra Sverige mellan åren 2010 
till 2015. Totalt deltog 374 personer med IBD i åldrarna 18 till 88 år och 8 
personer från olika yrkeskategorier.  
 

I den första studien intervjuades 30 personer. Syftet var att beskriva 
kunskapsbehovet och kritiska situationer i relation till sjukdom och det dagliga 
livet. Kunskapsbehovet som personerna beskrev var relaterat till 
sjukdomsförlopp, hur man hanterar det dagliga livet och svårigheter att förstå 
och ta till sig kunskap. Det fanns stora variationer i hur behovet av kunskap 
såg ut, störst behov fanns när personerna var nyinsjuknade och/eller hade ett 
skov av sjukdomen. Många av de kritiska händelserna handlade om rädsla att 
förlora kontrollen över tarmen, att inte kunna leva upp till sina egna och 
andras förväntningar, frustration över behandlingar som inte fungerade och 
biverkningar av behandlingar.  

Den andra studien syftade till att undersöka upplevelser kring vården. 
Fokusgrupps intervjuer, och två individuella intervjuer, genomfördes med 
sammanlagt 26 personer med IBD. Två huvudkategorier framkom där den ena 
handlade om hälso-och sjukvårdspersonalens attityder och den andra om hur 
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vården är organiserad. Den viktigaste delen i hälso- och sjukvårdpersonalens 
attityder var betydelsen att bli bemött med respekt och ömsesidigt förtroende. 
Inom kategorin kring organisation var tillgängligheten till vård den viktigaste 
faktorn för en god vård.  

I den tredje studien utvecklades ett frågeformulär för att mäta vårdkvalitet 
utifrån resultatet från studie I och II i avhandlingen. Frågeformuläret bestod 
av 21 frågor om upplevelser kring vården det senaste året. Frågorna var inom 
områdena respekt och bemötande, delaktighet, information, kontinuitet, 
tillgänglighet till vård och övergripande nöjdhet med vården. Sist i formuläret 
fanns även möjlighet att skriva fritext om sina upplever om det är något man 
saknade i formuläret.  

Sammanfattningsvis är sjukdomsrelaterad kunskap viktig för att förstå och 
acceptera sin sjukdom. Den sjukdomsrelaterade kunskapen är nödvändig för 
att kunna ta en aktiv roll i sin vård.  Resultaten visar vikten av att upprätta ett 
respektfullt och tillitsfullt förhållande och att möta individuella vårdbehov i ett 
partnerskap mellan personen med IBD och hälso- och sjukvårdspersonal. 
Denna kunskap ledde till utvecklingen av QoC-IBD, som är ett frågeformulär, 
som mäter den subjektiva erfarenheten av vårdkvalitet hos personer med IBD. 
Det är utformat i nära samarbete med personer med IBD för att verkligen 
fånga deras uppfattning om vårdkvalitet.  

Ett sätt att använda resultatet av avhandlingen i den kliniska verksamheten är 
att arbeta på ett sätt som stärker förtroendet för vården och dela ansvaret med 
personen som lever med sjukdomen.  
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