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DILEMMAS AND CONSEQUENCES OF CHRONIC DISEASE-
LIVED EXPERIENCES OF COELIAC DISEASE AND

NEUROPATHIC PAIN

Annette Sverker

Department of Public Health and Community Medicine/Social Medicine,
The Sahlgrenska Academy at Géteborg University, Box 453,

SE - 405 30 Goteborg, Sweden.

ABSTRACT

Background: A more patient-centred health care needs to be based on patients” and
their close relatives’ experiences of the daily life with a chronic disease. Cocliac Disease
(CD) and Neuropathic pain (NP) are common chronic diseases where such knowledge
is missing. Individuals with CD and associated gluten-free diet often experience a relief
when they receive the diagnosis, but long-term follow-up have shown declined quality of
life and self-perceived health especially in women. No treatment that gives patients with
NP a complete pain relief is available. Patients need to learn to live with pain.

Aims: The overall aim of this thesis was to extend our knowledge of what it is like to live
with a chronic disease, from the perspective of NP and CD. The specific aims were to
explore the experienced dilemmas, consequences and strategies of patients with chronic
NP, and of persons with CD and their close relatives.

Method: Qualitative methodology was used in all four studies, combined with a
quantitative method in study IV. The critical incident technique (CIT) was chosen as
the method for data collection, with a questionnaire on household activities for the
fourth study. Interviews were carried out with 39 informants suffering from NP, with

43 informants suffering from CD, and with 23 close relatives to the CD informants.
Questions were asked about occasions in their everyday life when they were hindered

or reminded of the NP or CD. Interviews were transcribed verbatim and analysed
qualitatively. Categories were identified and the analysis and results were continuously
discussed in the research group and at seminars.

Results: A broad range of dilemmas, disturbances and consequences were experienced

in the daily life with chronic disease. Emotional reactions, relationships and the
management of daily life were the main categories of dilemmas experienced by the
persons with CD. Failures, inabilities and restrictions were identified as disturbances

in the everyday life with NP. Disease-related worries, management of daily life and
disturbances in social life were identified in the interviews with close relatives. The overall
pattern and types of consequences experienced in relation to dilemmas of CD were
similar in women and men, irrespective of whether they were gluten-intolerant or close
relatives, both women and men reported in the questionnaire that women had the main
responsibility for household activities.

Conclusion: This thesis showed that persons suffering from CD or NP had several

lived experiences in common regardless of the chronic disease. In spite of the differences
in clinical presentation and treatments between the two diseases, there were several
similarities in the variation and quality of lived experiences identified, and the influence
of these in the men’s and women’s lives. A possible explanation to lower quality of life

in women with CD compared to men might be the unequal distribution of household
work. The informants pointed out that information and knowledge on the diseases and
the necessary adjustments in everyday life were insufficient among personnel and in the
society. This indicates that there is a need of knowledge improvements of chronic diseases
in society.

Keywords: Burden of dietary restriction, chronic disease, coeliac disease, critical-incident
technique, dietary dilemmas, neuropathic pain, next of kin experiences, quality of life.
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DILEMMAN OCH KONSEKVENSER AV KRONISK SJUKDOM
- LEVDA ERFARENHETER AV CELIAKI OCH NEUROPATISK

SMARTA

Annette Sverker
Socialmedicinska avdelningen, Sahlgrenska Akademin vid Goteborgs Universitet,

Box 453, 405 30 Goteborg

SAMMANFATTNING

Bakgrund: En mer patientcentrerad hilso- och sjukvérd bér baseras pé patienters

och nira anhérigas erfarenheter av det dagliga livet med kronisk sjukdom. Celiaki

och neuropatisk smirta ir tvd vanliga kroniska sjukdomar dir sddan forskning saknas.
Individer som fir diagnosen celiaki och bérjar ita glutenfri kost upplever ofta en littnad,
men uppfoljningar har visat att livskvalitet och sjilvskattad hilsa forsimras efter en tid.
Detta giller i synnerhet kvinnor. Det finns ingen tillginglig behandling som ger patienter
med neuropatisk smirta en fullstindig smirtlindring. Patienterna méste lira sig att leva
med smirta.

Syfte: Det dvergripande syftet med avhandlingen var att 6ka kunskapen om hur det ér att
leva med kronisk sjukdom med utgingspunke i celiaki och neuropatisk smirta. Specifika
syften var att utforska upplevda dilemman, konsekvenser av dessa och strategier for att
hantera dilemman och konsekvenser bland patienter med neuropatisk smirta och bland
personer med celiaki och deras anhoriga.

Metod: Kvalitativ metod anvindes i samtliga delstudier och i kombination med en
kvantitativ del i en delstudie. ”Critical incident”’-tekniken valdes som metod for
datainsamlingen. En enkit om hushallsaktiviteter utvecklades for den fjirde delstudien.
Trettionio patienter med neuropatisk smirta samt 43 personer med celiaki och 23 nira
anhdriga till dessa intervjuades. I intervjun stilldes frigor om situationer i personens
dagliga liv d& man blivit pdmind om eller hindrad av sin sjukdom. Intervjusvaren skrevs
ut ord fér ord och analyserades kvalitativt. Analysen och de kategorier som identifierades
och analyserades diskuterades kontinuerligt inom forskargruppen och vid seminarier.
Resultat: Informanterna hade erfarenhet av en rad olika dilemman, stérningar och
konsekvenser i sitt dagliga liv. Kinslomissiga reaktioner, relationer och att hantera

det dagliga livet var de huvudkategorier av dilemman som personer med celiaki hade
upplevt. Misslyckanden, oférméga och begrinsningar var genomgdende storningar i
vardagslivet med neuropatisk smirta. Sjukdomsrelaterad oro, att hantera det dagliga livet
och stérningar i det sociala umginget identifierades som dilemman bland nira anhériga.
Det 6vergripande ménstret och typen av konsekvenser var liknande hos kvinnor och min
oavsett om de hade celiaki eller var en nira anhérig. Bdde kvinnor och min rapporterade
i enkiten att kvinnor hade huvudansvaret for hushallsaktiviteter.

Konklusion: Den hir avhandlingen visade att personer som har celiaki eller neuropatisk
smirta hade flera levda erfarenheter gemensamma. Trots skillnaderna i symptom och
behandling i de bida sjukdomarna var det stora likheter i variation och typ av levda
erfarenheter och inflytandet 6ver kvinnors och mins vardagsliv. En méjlig forklaring

till act kvinnor med celiaki upplever lidgre livskvalitet kan vara den ojimna férdelningen
av hushéllsarbetet. Deltagarna i studierna papekade att information och kunskap om
sjukdomarna och de nédvindiga anpassningarna i det dagliga livet var otillricklig bade
inom hilso- och sjukvirden och i samhillet i stort. Detta indikerar att det finns ett behov
av forbittring.

Nyckelord: Diet restriktioner, celiaki, ”Critical incident”-tekniken, dilemma, kronisk
sjukdom, livskvalitet, neuropatisk smirta, nira anhérig.
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ABBREVIATIONS AND TERMINOLOGY

Abbreviations / terms

CD
CIT

Close relative

Dilemma

GFD
NP

Person with coeliac disease

10

Definitions

Coeliac disease
Critical incident technique

Spouses, cohabitants and parents living
at the same address as the informant

“A perplexing or awkward situation
perceived by a patient to cause

disturbances in the performance
of his / her everyday life”[1, 2]

Gluten-free diet
Neuropathic pain

The expressions “person with coeliac

disease” and “gluten-intolerant person”

have been used interchangeably in
geably

this thesis
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INTRODUCTION

Living with a chronic disease has a significant impact on the daily life of
the affected person and his / her family [3]. In spite of this, few studies
have been carried out on the lived experiences of chronic diseases [4].
This is remarkable, since the care of people with chronic diseases also
consumes a large proportion of health and social care resources. It is
important to highlight the difficulties and dilemmas that arise during
the course of living with different conditions and dealing with changing
needs. With increased knowledge regarding problems in everyday

life based on the experiences of those affected, health care personnel

are better able to recognise the complexity of living and coping with
chronic diseases. Disadvantages recognised can be used as a basis for the
development of programmes for treatment, rehabilitation and support
that are more relevant to the lives and concerns of patients and their

families [3-5].

During the last decade the prevalence of chronic diseases has increased.
This can be explained by an increased identification of persons with
chronic diseases. Another explanation for the increase is that many fatal
diseases can now be treated, resulting in increased and/or prolonged
survival. This development during the last decade has been on both

the political and medical agenda in Sweden, but also worldwide [6].
The World Health Organisation has identified chronic diseases and
conditions as the leading cause of disability by 2020 [7]. Cardiovascular
disease, cancers, chronic obstructive lung disease and diabetes have
become a major and growing public health problem throughout the

world [6].

During 1998-2000 approximately 40% of the adult population in
Sweden replied in the affirmative when asked if they lived with a long-
term chronic disease or condition [5]. The proportion of people who
report long-term disease or illness rose during the 1990s. This is partly in
connection with a rise in the number of minor conditions with increased
medical treatment, but also an increase in serious conditions [5].

Thus, chronic diseases and conditions are common and can be seen as

a public health problem, not only due to their importance in health
care, but also since chronic diseases and conditions are an essential
determinant of the general public’s health. Research on the social
consequences of chronic diseases and conditions is necessary to promote
the prevention of negative consequences for the individual and his/her
family. It is possible that such knowledge might contribute to lowered
health costs, but more research is needed.

11
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The study of chronic diseases and conditions, and the social
consequences associated with them, has been one of the areas of research
in social medicine, and this research tradition is the point of departure
for this thesis [8]. Today most of this research in social medicine is carried
out within health services research, where the consequences of illness

and disease constitute a central factor [8]. An example of earlier research
is the thesis by Gafvels [9], who focused on adults with insulin-treated
diabetes. The aim of her research was to acquire a deeper knowledge of
how diabetes affected different areas of life and to find factors that can be
applied generally and have the greatest impact. She found that living with
diabetes is a different experience for different people, and that gender and
the presence of chronic complications had an impact on the relationship
to the disease. Bendtsen [10] studied rheumatoid arthritis: the patients
perception of the disease, care, quality of life, coping and well-being.

In a recent thesis from 2006, Faresj6 [11] estimated the occurrence of
irritable bowel syndrome in the general population and the impact on
the everyday life of those suffering from irritable bowel syndrome. These
are three examples of theses within social medicine focusing on chronic
diseases and conditions, and the contribution to knowledge that can be
used in the health service to improve the treatment and care of patients
and their families.

In social medicine the social network of individuals has been identified
as an important factor for health, and therefore close relatives have been
approached and included in this study [12-14]. The lives of the patients
outside the clinical context have sometimes been neglected in health
research, and in this thesis attempts have been made to include the social
context, both by including close relatives as study subjects, but also by
studying the dilemmas as they occur in the everyday life of the patients,
irrespective of the arena where they occur and irrespective of their clinical
importance.

The study of chronic diseases and conditions is an important part of
social medicine and the associated health services research and can be
carried out as epidemiologic studies, as evaluation of health services
interventions in treatment and rehabilitation and as intervention studies
on preventive measurements. However, it is also important to find out
about people’s own experiences of what it is like to live with a chronic
disease, or be a close relative of someone with a chronic disease, and
for this aim qualitative methods are best suited [4]. Knowledge on
patients and close relatives experiences is required in order to meet the
individuals’ needs and wishes in connection with care and treatment,
and thus get closer to the individuals’ own experienced reality, which

12
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can also be seen as part of the core of social medicine. Since the 1980s,
research into subjective experiences of illness has grown, and we know
that the course of a patient’s chronic disease can become a dominant part
of their daily life and their social life. Sometimes the person with the
disease also takes on the role as a patient and being part of a social system
[4]. It is thus of great importance to increase patient-based research on
chronic diseases and conditions, but also to include the perspective of the
close relatives in order to form a basis for health care that is also directed
outwards, outside the clinic and inside the everyday life of the patient
and his/her family.

The two different chronic diseases in this thesis

This thesis focuses on people’s experiences of living with a chronic
disease. The two diseases that we have chosen to study are neuropathic
pain (NP) and coeliac disease (CD), and we have done this from the
perspective of being an individual affected by the disease, or a close
relative to someone affected. CD is a public health problem, since it is
a chronic disease in the western world [15], affecting up to 1% of the
general population [16-19]. Research indicates that CD is more prevalent
than earlier surveys have indicated, both in the United States and in
Europe [19, 20]. Several earlier studies have also shown that living with
CD has negative effects on the lifestyles of individuals and their quality
of life compared with the general population [21-26]. Earlier research
has also found that women with CD scored lower than the general
population on subjective health [27] and also expressed worse health-

related quality of life than men with CD did [15].

NP is also a common, chronic condition, accounting for approximately
20% of patients visiting pain clinics, and the prevalence in the general
population has been estimated to be at least 1% [28]. Approximately
50% of NP patients are found to receive acceptable alleviation of their
pain with available methods [29] and thus have to deal with the pain in
their daily lives. The emphasis on care and rehabilitation therefore seems
more important, since there is no optimal treatment for the underlying
disease process [3].

Obviously there is a need for more research and increased knowledge in
order to gain a deeper understanding of the problems of living with CD
and NP, which should be taken into account in the care and treatment
of these patient groups. Health care personnel would be able to offer
more professional and patient-focused care if more systematic knowledge
of the problems and consequences of living with a chronic disease

were available. The patient perspective also considers a combination of

13
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experience, knowledge, cultural and social understanding of the patient’s
life situation, which is very important for health care personnel [30]. This
is also in line with laws and directives on health care that were introduced
in Sweden during the1990s, to strengthen the patient’s rights and give
them greater influence over their care and treatment. According to the
Health Services Act, the demands for patient influence and participation
in health care include a number of different aspects, such as how patients
are treated, how they are informed about the disease and its treatment,
the patients’ own knowledge about their disease, their experience of the
health service, and also how satisfied they are with the care they receive

[31].

14

kappa070812.indd 14 @ 2007-08-19 14:08:41



kappa070812.indd 15

BACKGROUND

Description of chronic disease

At the beginning of this century, chronic disease became a major public
health problem of industrialised countries [6].Chronic diseases carry
both psychological and social consequences and the daily life experiences
of living with a chronic disease necessitates adaptation in multiple life
domains [32].

Definition of chronic disease

The definition of chronic disease is complex and in the literature there
are several definitions. A general definition is that chronic diseases are
those diseases that can only be controlled and not at present cured [3].
Another definition is that chronic diseases are “illness that are prolonged,
do not resolve spontaneously and are rarely cured completely” [33].The
terms ‘chronic disease’, ‘chronic condition’, ‘lifelong disease/condition’,
‘long-term disease/condition’ are commonly used interchangeably in
the literature. In everyday language, the terms ‘disease’ and ‘illness’ are
also often considered to describe the same phenomena, but there are
differences in the levels of meaning. Disease is a biological concept; it
denotes a state of non-health, in which the body is suffering from a
malfunction of one or more parts. Illness describes the consequences
and symptoms of a disease [34, 35]; it is a more subjective personal
experience connected with the person’s response to being unwell [36].
In the following text in this thesis, the terms ‘chronic disease’, ‘chronic
illness” and ‘long-term disease / condition” will be used interchangeably.

Epidemiology of chronic disease

The epidemiology of chronic diseases is not easy to describe. Definitions
of chronic disease vary; most studies of chronic disease have been

based on clinical populations rather than the general population, and
epidemiological measures are developed and adapted to acute diseases,
such as for example infectious disease and heart disease, rather than

to chronic and recurrent disease [37]. The main causes of severe or
significant disability appear to be stroke, Parkinson’s disease, rheumatoid
arthritis, multiple sclerosis and cardio-respiratory conditions [38].

When studying which are the most common diseases, there are different
methods to measure chronic disease, which give different results
depending on which measures are used and how they are defined. Studies
of self-reports such as the Survey of Living Conditions have shown that
almost 40% of the adult population in Sweden, aged 16-84 years, replied

15
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in the affirmative when asked whether they suffered from a chronic
disease, experienced difficulties as a result of injuries, had some handicap
or other weakness, or if they took medicine because of some disease.
Approximately 30% of the population, aged 16-84 years, who suffered
from a chronic disease, regularly took medicine for the disease, or both
took medicine and had regular contact with primary health care. About
16% of the population had difficulties or great difficulties as a result

of their chronic disease. More women than men reported living with a
chronic disease. The most commonly described self-reported chronic
diseases in Sweden were those related to the musculoskeletal system,

to the nervous system or sense organs, to the respiratory organs, to the
endocrine system and in connection with various injuries [5]. A Swedish
study by Hagstrém ez a/.[40] investigated the perception of chronic
disease (for more than one year) among the working population in a
Swedish municipality in 2000 compared with 1980; they found that
40% stated that they suffered from a chronic disease in 2000, which
was twice as many compared with 1980. The authors’ explanation

for the findings was that nowadays there are more conditions to treat
and control, since medical treatment options have increased and more
conditions can be treated pharmaceutically [40].

Another method to measure chronic disease is the use of health care
statistics, measuring the number of patients undergoing hospital
treatment per 100,000 inhabitants, men and women, of all ages. The
most commonly described chronic diseases in Sweden using this measure
was cardiovascular diseases, injuries poisoning and fractures, diseases

of the alimentary system, cancer and symptoms/signs and abnormal
findings [41]. Health care statistics are naturally influenced by e.g. supply
and demand, as to whether people choose to seek care or not, and also by
the distance they have to travel for treatment. A further way of measuring
chronic illness is to use the proportion of people on long-term sick leave.
The most commonly described chronic diseases using this measure were
musculoskeletal diseases, mental illness, injuries, diseases of the nervous
system and sense organs, cardiovascular diseases, drug/alcohol abuse, and
symptoms not applicable to a specific group of diseases [42].

Description of coeliac disease

Experiencing or risking adverse food reactions is a common health
problem [43]. CD or gluten intolerance is a disease of food intolerance,
and one of the two described chronic diseases in this thesis.

16
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Definition of coeliac disease

CD is defined as a permanent intolerance to gluten, and the related
proteins in wheat, rye and barley, causing characteristic damage to the
small bowel mucosa. The mucosal lesions vary both in severity and
extent. The general opinion is that CD is a complex inflammatory
disorder with multifactorial causes. It is also clear that the disease is
genetically determined [18, 44]. A necessary cause for a diagnosis of CD
to be made is exposure to gluten peptides in the food [17, 45].

Epidemiology of coeliac disease

CD is one of the common chronic disorders in children and it was
previously considered to be a childhood disease, with the majority of
diagnoses occurring in children under the age of 2 years [17, 46]. In the
middle of the 20th century, coeliac disease was a rare condition among
adults. One reason could be that CD was not identified in the different
ways in which it was expressed. Early epidemiological studies reported
the prevalence in England and Wales to be 1/8000 and in Scotland
1/4000 [47]. An early epidemiological study in Sweden among adults
found a prevalence of 1/3700 [48] and another study from Sweden
showed an incidence of 1/ 982, indicating that CD was more common
than previously thought [49]. Hallert ez a/. [50] found prevalence in
Sweden around 1/1000 and there was an increased awareness that CD
was under-diagnosed [50]. Nowadays there are better opportunities to
identify the disease and CD is a chronic disease in the western world up
to 1% of the general population [15]. The disease is twice as common
in women as in men [16-19]. The prevalence of CD appears to have
changed over the last 30-40 years, in connection with these improved
opportunities to identify the disease [51]. The true prevalence of CD is
more difficult to ascertain, because many people have atypical symptoms
or none at all. Screening programmes indicate that the disease is still
under-diagnosed. Recent population screening studies suggest that the
prevalence of CD may increase as 1 in 100 [18, 19].

Clinical manifestations of coeliac disease

Very often symptoms and signs of malabsorption become obvious when
gluten-rich weaning food is introduced. Diarrhoea, weight loss, vomiting,
a distended abdomen and failure to thrive were common symptoms for
the young infants. Adult presentation is of course increasingly common
and CD can occur at any age. Similarly, symptoms including diarrhoea,
weight loss and general weakness are the most common ones in adults
[52]. Nowadays CD presenting with a malabsorption syndrome is not

17

2007-08-19 14:08:42



kappa070812.indd 18

the general rule [53, 54]. CD is a much more complex disorder with
symptoms that are not confined to the gastrointestinal tract. When the
disease presents later in life the symptoms tend to be vaguer [55]. It

is now recognised that the persons do not always have gastrointestinal
symptoms, but may present insidiously, for example with iron deficiency
anaemia, osteoporosis, ataxia or peripheral neuropathy [56]. According
to a study of Fasano and Catasssi [46], only 20-50% of adult individuals
with CD have subjective symptoms [46].

Treatment of coeliac disease

The key treatment of CD is lifelong adherence to a gluten-free diet,
GDE Wheat, rye and barley-based products must be avoided [17, 55].
Earlier recommendations also included cutting out oats from the diet,
but clinical data available suggest that the great majority of persons
having CD tolerate oats [57-59].On a GDF the small bowel mucosal
lesion heals and the symptoms disappear [17].

Complications of untreated coeliac disease

Probable complications, which were found in persons with CD before
diagnosis or in relation to non-compliance with the gluten-free diet,
were risk of anaemia, osteoporosis [59, 60], reduced infertility and
unfavourable outcome of pregnancy [61, 62], psychological and
neurological symptoms [63, 64].Psychiatric symptoms are common
in untreated adult coeliac disease, the most frequent findings being
depression and anxiety [65-68].

Consequences for medical health care

As mentioned above, in the 1940-1950s, when CD was rare, only
persons with gastroenterological symptoms in combination with signs
of malabsorption were recognised. About twenty years ago, only those at
the top of the CD iceberg were diagnosed [69]. Nowadays we know that
CD can occur with many different symptoms, and this knowledge has
implied that many more people have been diagnosed [70].

If more persons with silent and latent CD are diagnosed, an expected
consequence is that health care personnel must be prepared for inquiries
asking for information about the disease and the different consequences
of living with the disease, for both the gluten-intolerant person and
his/her family. By extension, information and increased knowledge

in society is also needed. Thompson et al. [71] focused on food con-
sumption patterns of adults with CD who adhere to a strict gluten-free
diet, and they found that access to CD specialist dieticians is important.
It is also well known that rigorous dietary nutritional advice for both
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gluten-intolerant persons and their close relatives is important, since
studies have shown that gluten-intolerant persons eat a diet containing
too little roughage and too much fat [71, 72].

Collin [73] reported that evidence today does not support mass screening
of CD, and there is no consensus suggesting mass screening. Serologic
screening assays allowed mass screening for the disease, but there was no
evidence to suggest that symptom-free persons with CD had an increased
risk of complications from being undiagnosed. The strongest indicator
for widespread screening was the prevention of osteoporosis. Collin [73]
also discussed that screening of asymptomatic individuals for CD was
even harmful. In many ways, a life-long gluten-free diet is not easy to
maintain and the cost-effectiveness of population screening is dubious.
However, Collin [73] suggested increased awareness when physicians

in medical health care met patients who were at risk of developing

CD. Infertility, neurological symptoms such as polyneuropathy, ataxia,
epilepsy with posterior cerebral calcification, and osteoporosis are

conditions in which CD should be kept in mind [73].
Description of neuropathic pain

NP is part of the neurological disease spectrum and is the other described
chronic disease in this thesis. Since the incidence of different pain
conditions has increased in both women and men in Sweden and also
worldwide, alleviating chronic pain is a health care priority [74].

Definition of neuropathic pain

The International Association for the Study of Pain (IASP) defines NP

as “Pain initiated or caused by a primary lesion or dysfunction in the
nervous system” [75] (Merskey and Bogduk 1994 p.212). NP may be
caused by an inappropriate response of the nervous system to innocuous
or noxious stimulation, and may be initiated by a range of disorders [76].
Usually NP is divided into central NP (from brain) and peripheral NP
(from spinal marrow). It can be compared with “normal pain” as follows:
in normal (nociceptive) pain and pain due to tissue inflammation, the
sensory experiences reflect the normal adaptive functioning of the pain
system [77, 78]. Niv ez al. [78] explained NP as “If the pain system is
compared to an electronic burglar alarm, nociceptive and inflammatory
pains are like the detection of a malevolent intruder. In contrast NP
represents false alarms due to a malfunction in the circuitry” [78] ( Niv ez

al. 2006 p.3).

Epidemiology of neuropathic pain

19

2007-08-19 14:08:42



kappa070812.indd 20

It is difficult to say what proportion of the overall burden of chronic pain
is neuropathic, but Bowsher found more than 550,000 cases in the UK
population of 56 million at any one time, i.e. a prevalence of about 1%
[28]. The most common of the diagnoses classically accepted as NP are
diabetic polyneuropathy and posterpetic neuralgia (PHN) [79]. NP has
been reported to occur in about 35% of patients with chronic diabetic
polyneuropathy [80]. About 60% of limb amputees suffer from NP [81].
It has been estimated that about 30% of spinal cord injury patients suffer
from pain [82]. Central NP is reported by about 8% of stroke patients
[83], by about 28% of patients with multiple sclerosis, and by about
75% of patients with syringomyelia [84].

Clinical manifestations of neuropathic pain

NP is part of the neurological disease spectrum and may be an expression
of severe medical pathology. NP is also a symptom of a number of severe
chronic diseases varying in their aetiology and presentation. Apart from
traumatic nerve damage, a number of diseases may be accompanied

by NP. Central NP is most common after stroke, multiple sclerosis

or spinal cord injuries. There may be many causes of peripheral NP,
including trauma (e.g. post-operative, post-traumatic neuralgia), nerve
compression (entrapment, tumour), metabolic disorders (e.g. diabetic
polyneuropathy) or inflammatory conditions (e.g. post-herpetic
neuralgia). Evoked pain is defined as allodynia when caused by normally
non-painful stimuli, usually a light, moving mechanical stimuli [75, 85,
86]: is usually perceived as a steady burning and / or “pins and needles”
and / or “electric shock” sensations. The differences are due to the fact
that “ordinary” pain stimulates only pain nerves, while NP often results
in the firing of both pain and non-pain (touch, warm, cool) sensory
nerves in the same area, producing signals that the spinal cord and brain
do not normally expect to receive [78, 86, 87].

Treatment of neuropathic pain

Antidepressants and anticonvulsant drugs have statistically significant
efficacy in the treatment of NP. For approximately 50% of the NP
patients alleviation of the pain is acceptable with available methods [29].
Severe NP can in some cases be treated with long-term strong opiod
therapy, dorsal column stimulation or even deep brain stimulation

[29]. However, it is generally acknowledged that NP is difficult to treat
successfully. Multimodal rehabilitation often reduces the pain, and
studies have shown that people often return to paid work and periods of
sick leave are shorter [74]. The use of cognitive-behavioural interventions
has been used in many chronic painful conditions, and even if no studies
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have examined homogeneous samples of patients with NP syndromes,
cognitive-behavioural interventions would probably improve the quality
of life even for these groups of patients [88]. Lundberg and Axelsson [74]
also found that cognitive therapy, in comparison with other therapies,
had an effect on sustained pain both socially and physically, and also on
the patient’s ability to master the pain [74].

Consequences for medical health care

NP accounts for only a small minority of patients with chronic pain,

but the total human and financial costs associated with NP make up a
much larger proportion of the overall burden of chronic pain [79]. NP is
reported to account for 3% of patients in primary care centres, and for 6
— 7% of patients in hospital units overall [89, 90], and about half of all
patients referred to specialty pain clinics [28, 91].

Daily life with a chronic disease

Living with a chronic disease means a variety of dilemmas and
consequences in everyday life [92, 93]. An important but often neglected
perspective in medical research is the patients’ own experiences of what it
is like to live with a chronic disease. Most studies have an epidemiological
approach and qualitative studies based on patients” experiences are less
common. However, since the 1980s this perspective has become more
common, with a growing interest in studying the subjective experiences
of illness and also the coping process, and it is recognised as an important

source of knowledge also for public health research [3, 4, 94, 95].

Lived experiences of chronic disease from the patient
perspective

Living with a chronic disease has an impact on a person’s quality of life
[96-99]. Several studies have also shown that when adhering to a GDF
it has effects on the lifestyles of individuals with CD and their quality of
life[15, 21, 22, 25, 100, 101]. A German study on adults with CD found
that despite being on a gluten-free diet, the persons with CD suffered
from more symptoms and had a worse quality of life than the general
population [24]. Two Italian studies reported different emotional impact
of living with CD [102, 103]. There are also studies showing that adults
with CD had depressive symptoms as a features of the disease [65, 68,
104]. Lee & Newman [23] found that maintaining a gluten-free diet
included difficulties for the gluten-intolerant persons when dining out,
travelling and in family life [23]. Almost the same findings were found
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in the Canadian coeliac health survey by Cranney e 2/.[105] where the
informants reported difhculties when travelling, making purchases and
having meals with other people outside the home [105].

A similar pattern of effects on quality of life has also been shown in NP
patients. Meyer-Rosberg e a/. [106] assessed health-related quality of life
using the Short-Form 36 in a group of 126 adults with chronic NP. They
found that scores on the SF-36 were significantly worse in all domains in
the neuropathic population compared with the general population [106].
In a review study by Jensen ez al. [107] 52 articles were identified that
examined the association between NP and health-related quality of life.
They found strong and constant evidence that the presence and severity
of NP is associated with greater impairments across a broad spectrum of
health-related quality of life domains, including physical, emotional, role
and social functioning [107].

Lived experiences of chronic disease from the patient perspective

- differences between women and men

In a Swedish 10-year follow-up, Hallert ez a/. [27] studied the quality of
life in patients with CD using the SF-36. They found that adult persons
having CD scored significantly lower and thus had worse quality of

life than the general population, notably within the general health and
vitality domains. However, this low scoring was confined to women only.
The male CD population scored better than the background population
[27]. An American study of the impact of gluten-free diet on quality of
life showed the same pattern, with a dominance of negative impact on
women [23]. In a study comparing persons with CD and type-2 diabetes,
Hallert ez 2/ [108] found that women with CD had a lower level of
subjective health than men, were less satisfied with the outcome of
treatment and expressed more concern about the impact of their disease
on social life and having to abandon important things in life [108]. In yet
another Swedish study, women with long-standing CD expressed worse
health-related quality of life than men did [15]. In her thesis, Gullacksen
[109] interviewed women with chronic pain and found that they had

a feeling that their position in the family changed and was threatened
during sick leave, because it was impossible to continue being responsible
for the household work. Before the chronic pain occurred it was natural
for the women to do both the paid and unpaid work. After the chronic
pain started it was not a matter of course to ask their partner to do the

housework besides the paid work [109].
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Lived experiences of chronic disease from
the close relatives’ perspective

Close relatives are important and a key resource for the health and
quality of life of persons with chronic diseases. There are several

studies that indicate the importance of social support in the case of
chronic disease [110-115]. In contrast, chronic disease also leads to
disadvantages, not only for the diseased but also for those close to them
[116, 117]. To the best of this author’s knowledge, no studies have been
carried out on relatives of persons with CD or NP. Gullacksen [109]
described in her thesis that is not usual in scientific pain research to
describe the experiences of partners living with a person with chronic
pain [109]. However, there are studies focusing on the experiences of
close relatives living with a partner suffering from fibromyalgia, stroke,
muscular dystrophy, diabetes, and heart attack patients [111, 118-122].
An interesting finding was the study by Kuyper and Wester [123], who
found that partners of patients with chronic disorders experienced
contradictory feelings: guilt and fear if they prioritised themselves, and
feelings of anger and resentment if they prioritised their relative’s spinal
marrow [123].

Management of chronic disease in daily life
from the patient perspective

Daily life with a chronic disease implied learning to live with new vital
necessity and new conditions in life. All this implied a continuous
adaptation to the new way of life. There is increasing knowledge about
the ways in which people adapt or cope with stressful life events and
adapt to a new life situation. Many differences are found in adjustment
among persons who have experienced chronic pain, but fewer
investigations have been carried out on CD. Several studies have used
models of stress and coping to help explain individual differences in the
management of chronic and other diseases [124]. The concept of coping
was originally developed in studies of stress and how persons managed
stressors. In the theory developed by Lazarus and his co-workers [125],
coping was regarded as a process, depending on its context [125]. From
this perspective, coping changes over time and in accordance with the
situational contexts in which it occurs. Two major types are described

by Lazarus & Folkman [125] those that change the situation, such as
seeking information about the condition, learning to control symptoms
and also planning for the short and long term (problem-focused coping);
and those that control emotional responses to an event (emotion-focused
coping) [125]. In the literature of pain some researchers categorise coping
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efforts into active and passive dimensions [126]. Active strategies are
defined as responses requiring a person to initiate some instrumental
action to manage pain. Passive strategies involved withdrawal or giving
up control to an external force or agent [127]. Several studies have
discussed the positive use of cognitive-behavioural interventions in many
chronic painful conditions [88, 128, 129].

It is well known from earlier studies that women with CD describe

more distress caused by restrictions in their daily life [27, 108]. Hallert
et al. [15] reported from their qualitative study, where they interviewed
10 persons who had been on a GFD for ten years, that the level of
acceptance was higher for men; they reported that CD was a natural part
of life and as such nothing to focus on particularly. The women described
behaviour in terms of checking every meal, and wanted gluten-free

food without asking for it, in contrast to the men for whom just plain
coffee was enough. The coeliac men took advantage of using a problem-
oriented coping approach, while the women sought an emotionally
oriented strategy and showed less satisfaction with the outcome [15].
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AIMS OF THE THESIS

The general aim of this thesis was to extend our knowledge of what it is

like to live with a chronic disease, from the perspective of NP and CD.

The specific aims and questions of each study were:

kappa070812.indd 25

to explore the qualities of dilemmas experienced by patients with
chronic NP in their everyday life (I)

What dilemmas were experienced, and what kinds of
disturbances were associated with these dilemmas? What were
the consequences of these dilemmas? How did patients manage
dilemmas and their consequences? (I)

to explore the dilemmas experienced by women and men in their
everyday lives in relation to their CD, and to explore the qualities
of these dilemmas in relation to specific situations and living
conditions (II)

to explore dilemmas experienced by close relatives in their
everyday lives, when living with a person suffering from CD,

and to describe the strategies that close relatives used to deal with
these dilemmas (III)

to explore consequences of experienced dilemmas in women
and men in relation to the social context of their everyday lives
as personally affected by CD, or as close relatives to someone

affected by the disease (IV)
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RESPONDENTS AND METHODS
Study design

The studies in this thesis were qualitative in design, and qualitative
method was used in all of the studies I-IV. The critical incident technique
(CIT) was chosen to be an appropriate method for data collection. In
study IV a combination of qualitative (CIT) and quantitative methods
was used.

The methodological approach in the thesis

Phenomenology

CIT can be described as part of a phenomenological approach,

perceived as the effort to describe human experiences as they are lived.
Phenomenology is concerned with understanding a phenomenon rather
than explaining it, and phenomenology is not just a research method but
also a philosophy and an approach [130].

The phenomenological method

The phenomenological method consists of describing the structure
of lived experiences, or what that experience means to those who live
it [130]. The phenomenological method is an inductive, descriptive
research method. The goal of the method is to describe the total
systematic structure of lived experience, including the meanings that
these experiences have for individuals. In the phenomenological method
the researcher approaches the subject and the experience with an open
mind, accepting whatever data are given [131]. A necessary criterion
is that the researcher must approach the phenomenon to be explored
with no preconceived expectations or categories. The concern of the
phenomenological researcher is to understand both the cognitive
subjective perspective of the person who has the experience, and the
effect that perspective has on lived experience or behaviour of the
person [132]. In the phenomenological method, epoché or bracketing
is a methodological attitude towards the studied phenomenon. As a
researcher this includes setting aside personal or theoretical concepts,
opinions and expectations about the phenomenon and striving to
describe it as precisely as it is given [133].

Overview of the studies and study population

An overview of main topics, inclusion criteria, data collection method
and study population on which the four studies in this thesis are based, is
presented in table 1.
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Table 1. Overview of main topics, inclusion criteria, data collection method and study
population on which the four studies in this thesis are based

Study Main topics Inclusion criteria Data collection
method and study
population

1

Experienced dilemmas by | Exploring what kind of Neuropathic pain, central or Semi-structured

women and men in dilemmas were experienced. | peripheral pain. Attended a interviews.

everyday life in relation Exploring disturbances, four-week rehabilitation Number of

to neuropathic pain. consequences and managing | programme for neuropathic informants=39, of

associated with these pain patients. which 23
dilemmas. women and 16 men.

1I

Experienced Exploring what kind of Definitive diagnosis Semi-structured

dilemmas by women and | dilemmas were experienced. | of coeliac discase during 1991- | interviews.

men in everyday life in 1998. Number of informants

relation to Born 1961-1981. = 43, of which 32

coeliac disease. Permanent address in women and 11 men.

Ostergdtland and near the city
of Jonképing

111

Experienced dilemmas by | Exploring what kind of Being a close relative to an Semi-structured

close relatives living with | dilemmas were experienced. | informant in study II. interviews.

a person suffering from Exploring managing Cohabiting with the Number of informants

coeliac disease. strategies associated with informant. =23, of which 6 women

these dilemmas. and 17 men

v

Gender and consequences | Exploring the consequences | The total population from Semi-structured

of dilemmas experienced | of experienced dilemmas by | study IT and study III. interviews.

in everyday life with women and men in relation Questionnaire

coeliac disease. to the social context. Number of informants
= 66, of which 38
women and 28 men.

Study |

Patients included in study I had NP of central or peripheral origin. All
had attended a course in a four-week rehabilitation programme for NP at
the Pain Rehabilitation Centre at Linképing University Hospital and the
Department of Rehabilitation in Link6ping. The criteria for inclusion in
the rehabilitation programme were:

(1) chronic NP (>6 months), (2) pain resistant to TENS, conventional
analgesics, tricyclic antidepressants, anticonvulsants and conventional
analgesic blocks, (3) pain intensity high enough to interfere with daily
life, and (4) a calculated estimate (by evaluation and group consensus
before entering the treatment programme) that the multidisciplinary
treatment programme would benefit the patient. Criteria 3 and 4 were
based on a global, clinical evaluation by physiotherapist, occupational
therapist and rehabilitation physician, and team consensus before
patients entered the treatment programme. Forty-two patients were
invited to participate in this study (I) after they had been selected for the
rehabilitation programme. Three patients (two men and one woman)
declined to participate in the study (I). The final study population thus
consisted of 39 patients: 23 women and 16 men.
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Demographic characteristics of the patients in study I are shown
in table 2.

Table 2. Characteristics of the population in study |

Women Men Total
(n=23) (n=16) (n=39)
Age (years)
20-39 7 7 14
40-59 12 6 18
60-80 4 3 7
Marital status
Married/cohabiting 12 12 24
Single/divorced/widowed 11 4 15
Occupational situation
Full- or part-time work 13 6 19
Disability or old-age pension 8 8 16
Unemployed 2 0 2
Student 0 2 2
Pain intensity (Visual Analogue Scale)*
1-4 (light/moderate) 1 2 3
5-6 (strong) b) 6 11
7-8 (severe) 9 3 12
9-10 (intolerable) 2 1 3
Pain duration in years
0.5-5 10 7 17
6-10 6 6 12
11-20 7 3 10

*Information missing from 10 patients.

Study Il

The informants were treated at four Swedish hospitals: Linképing,
Norrképing, Motala (Ostergétlands county council) and Jénkoping rural
district, situated in southern Sweden, covering a population of more than
500,000 individuals. Inclusion criteria were CD, born during the period
1961-1981, permanent addresses in the county of Ostergotland and near
Jonkoping, and a definitive diagnosis of CD during the period 1991-
1998. The informants were identified by the patient registers of dieticians
at the Departments of Internal Medicine at Linképing, Norrkdping

and Motala hospitals. All informants who fulfilled the criteria were
included: 43 informants in all. They were invited to participate in study
IT by letter. Of the twelve who declined to participate, there were six
women and six men. Of the remaining 31 identified for participation

in study II, 21 were women and 10 were men. At the fourth hospital,
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in Jonkoping, the informants were identified by a CD specialist at

the Department of Internal Medicine, who identified 32 informants
that fulfilled the inclusion criteria. All identified informants received a
letter with information on the study (II) and an invitation to contact
the researcher if they were interested in participating. This procedure
was slightly different compared with the one used in Ostergétland.

The reason was that, due to ethical and legal reasons, the CD specialist
did not want the researcher to contact the patients directly before they
had shown interest in the study (II). Of the 32 identified as fulfilling
inclusion criteria, 12 informants were interested in participating in study
II: 11 women and 1 man. The dropout thus consisted of 20 individuals.
The final study population was 43 informants: 32 women and 11 men.
Our sample consisted of all those diagnosed with CD at the hospitals
during 1991-1998 in the catchment areas of four different hospitals,
covering a population of more than 500,000 individuals. Demographic
characteristics of the informants are shown in table 3.

Table 3. Characteristics of the population in studies II-IV

Gluten-intolerant Close relatives
persons n=43 n=23
Women Men Women Men
(n=32) (n=11) (n=6) n=17)
Age (years)
20-29 13 4 1 4
30-39 19 7 3 9
40-49 0 0 2 3
50-59 0 0 0 1
Education
9-year compulsory school
and vocational school 2 1 0 1
Upper secondary
school (2 years) 4 1 0 4
Upper secondary
school (3 years) 14 6 1 7
University 12 3 5
Employment status
Full-time work 12 9 4 15
Part-time work 9 1 1 0
Student 4 1 1 2
Unemployed or sick-listed
more than 3 months 3 0 0 0
Parental leave 4 0 0 0
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Study Il
All of the participants with CD in study II (n=43) who were cohabiting

(n=306) were asked for permission to contact one close relative of their
choice. All except one gave permission. Of the 35 close relatives, 12
declined to participate. The dropout among close relatives consisted

of 11 men and 1 woman. Of the remaining 23 close relatives who
participated in study III, 17 were men and six were women. Of these, 21
were partners and two were parents. Demographic characteristics of the
informants are shown in table 3, page 29.

Study IV

This study (IV) was based on data collected from the 43 gluten-
intolerant persons, identified in study II, and 23 close relatives to gluten-
intolerant persons, identified in study III. Study IV included 38 women
and 28 men. Demographic characteristics of the informants in this study
(IV) are shown in table 3, page 29.

Data collection

In this thesis two different methods for data collection were used: CIT
and a questionnaire. No existing questionnaire with the content that
we wanted to elucidate was found, and thus a new questionnaire was
developed, described in more detail below.

Critical incident technique

CIT is described as a highly flexible qualitative research method, by
which observations of human behaviour in defined situations can be
collected [134, 135]. It captures, in a structured way, the qualities of
perceived dilemmas and experiences. The method was developed and first
used to improve the selection of pilots and the pilot training programmes
in the United States Air Forces Psychology Program[134]. A critical
incident is the most central concept in CIT and represents an event

of great importance to the person involved. Flanagan [134] defined a
“critical incident” as "any observable human activity that is sufficiently
complete in itself to permit inferences and predictions to be made about
the person performing the act. To be critical an incident must occur in a
situation where the purpose or intent of the act seems fairly clear to the
observer and where its consequences are sufficiently definite to leave little
doubt concerning its effects” [134] (Flanagan 1954 p.327). In this thesis
a critical incident was a dilemma defined as a “perplexing or awkward

situation perceived by a patient to cause disturbances in the performance
of his / her everyday life” [1, 2].
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In a critical incident study the number of participants included is of less
interest. The analytical basis is the number of critical incidents reported.
There is no strict rule, but the general advice given is to collect incidents
until redundancy appears [134, 136].

The interview

In this thesis, data was collected through semi-structured interviews to
make it possible for the person with NP and CD and the close relatives
to describe experiences in their own words. Based on a questionnaire
used in earlier studies, an interview guide with similar content was
developed [1, 2, 137, 138]. After a short introduction, the informants
were asked the following question:

- Can you describe the last occasion in your everyday life when
you were hindered by or reminded of your NP/ of your
intolerance to gluten/ of being a close relative to someone with

CD?
Follow-up questions allowed the subjects to describe:
- More about this situation or dilemma.
- The consequences of the dilemma.

- The measures taken to handle or manage the situation.

Suggestions for measures that could have prevented the dilemma.

Each interviewee was asked to describe their three most recent dilemmas.
In study I and II we also included a question on the most severe dilemma
that the informants had experienced in relation to their NP / CD. In

all of the studies the questions were also pre-tested to evaluate their
functionality and to fine-tune the interview guide. Minor changes were
made.

The questionnaire

As an attempt to put the results from the qualitative part into a

social context regarding household activities, and thus give a deeper
understanding of the reasons behind previously found differences in
men and women living with CD, a questionnaire was developed for an
identification of numbers and proportions of the women and men that
had certain experiences. No existing questionnaire with the content
that we wanted to elucidate was found, and thus a new questionnaire
was developed. The questionnaire included demographic information,
and information on food preparation, purchase of food, cooking habits
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and meal behaviour. To evaluate its functionality the questionnaire was
tested on 16 persons, who were dieticians, researchers, and academic
personnel at Linkdping and Géteborg University. The questionnaire

was revised and pre-tested by two gluten-intolerant persons and two
close relatives who did not participate in the studies (II, III) in order to
evaluate its functionality in a population for which the questionnaire was
intended. Some changes were made after the pre-test. Finally this version
of the questionnaire was tested by two gluten-intolerant persons and
minor changes were made. The questionnaire distributed to the gluten-
intolerant persons included 30 questions, and for the close relatives 25
questions were included. The questionnaires distributed to the gluten-
intolerant persons and the close relatives are available in Swedish and will
be sent on request.

The questions analysed in this thesis were:

- Who makes preparations for and comes to a decision about
purchasing foodstuffs?

- Who buys foodstuffs for the household?

- Do you usually read the table of contents on the foodstuffs when
buying food?

- Who cooks the food?

Data collection procedure
Study |

Patients received information about the study (I) by letter, and two weeks
later they were contacted by telephone. Participation was voluntary

and based on informed consent. All interviews were conducted by the
same interviewer (AS, second author) who was not involved in any

other way in the rehabilitation programme. The length of the interviews
ranged between 60 and 90 minutes. The interviews were conducted in

a relaxed atmosphere in “non-hospital-like” rooms at the two hospitals.
For practical reasons (e.g. travel) some patients were interviewed

before (n=7), some during (n=22) and some after (n=8) the treatment
programme.

Studies II-IV

The gluten-intolerant persons and the close relatives were invited to
participate in the study (I, III) by letter. They received information
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about the objectives of the study, explaining that their participation
would be voluntary and that they could withdraw at any time. They
were also informed about guaranteed confidentiality. Two weeks after
they received the introductory letter the informants were contacted
by telephone and asked about participation. A time and place for the
interview was arranged. All participants were conducted by the same
interviewer (AS, first author) at a confidential place chosen by the
participant, either in their homes or at the hospital. Interviews lasted
between 45 and 90 minutes; they were taped with the informant’s
permission and transcribed verbatim. The gluten-intolerant person and
the close relatives who wanted to participate in the study (II, III) also
received a questionnaire by post and they were asked to fill it out in
advance and bring it with them to the interview.

Data analysis

For to facilitate the understanding a description of the various terms and
concepts that has been used in this thesis is given in figure 1.

The question
asked

Individual daily

experiences Aim of the study Results/analysis

Lived Experiences  Explore Critical Incidents Hindrences by Categories Subcategories
Different arenas Reminded of Dilemmas
Disturbances
Consequences Categories Subcategories
Consequences
Managing Categories Subcategories
Strategies

Figurel.
Description of theoretical and operationalised concepts and terms used in this thesis.

Lived experiences are what people continuously experience in their
everyday lives at various arenas. In the interviews we asked the
individuals to tell us about situations when they had experienced
hindrances, or were reminded of the disease. Such situations are
critical incidents and from the descriptions of critical incidents we
identified dilemmas, consequences and how these incidents were
managed. Through the qualitative analysis we identified categories and
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subcategories of dilemmas, disturbances, consequences and strategies,
which were the terms used in the articles. It is worthy of note that

a lived experience of a dilemma and of a consequence can result in
similar categories or subcategories. An example is that shame can be a
dilemma, but also a consequence of a dilemma. It may also be the case
that something which on one specific occasion might be experienced as
a dilemma for one individual may be a consequence of an experienced
dilemma for the same individual on another occasion. In study I

we also identified disturbances, by analysing, grouping and naming
comprehensive, common experiences of critical incidents. Thus, more
refined experiences of critical incidents were identified in that study by
identifying both the dilemma and disturbances.

The first step in the analysis of the interview data was to read each
interview several times in order to become familiar with the data and to
obtain a sense of the whole. The transcribed interviews were read both
horizontally (the whole interview of an individual patient) and vertically
(the answer to a specific question from all patients) [1]. The horizontal
reading gave contextual and complementary information, while the
vertical reading was done in order to capture common features in the
answers. In the data reduction the researchers marked the dilemmas that
were critical. The dilemmas presented varied with regard to degree of

difficulty and intensity.

In the initial part of the analysis the dilemmas were first abstracted from
the text, given a label, transferred onto cards and then organised into
groups. The groups of dilemmas were then reformulated into different
kinds of behaviour. Parallel to several re-readings and reflections upon
analysis, the dilemmas were then more systematically sorted and classified
into subcategories and categories. The next step in the analysis was to
reduce the information presented in the categories to short definitions,
and to find appropriate terminology or labels for each category.

The analysis of the questionnaire began by AS (the first author)
registering the answers from the gluten-intolerant persons and their close
relatives. The registered answers were checked once again by the same
person (AS, the first author). Statistical analysis of frequency distribution
was undertaken using the Statistic Package of Social Sciences (SPSS).
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Ethical considerations

This thesis was performed in accordance with the World Medical
Association Declaration of Helsinki — Ethical Principles for Medical
Research Involving Human Subjects which safeguard that the
participant’s right of autonomy and self-determination are respected
[139]. Scientific ethics have naturally been taken into consideration
in that research has been carried out in areas where there has been an
expressed need for research.

Permission for studies I- IV in this thesis was obtained from the Research
Ethics Committee of the Faculty of Health Sciences at Linkdping
University, Sweden.

Participant ethics

All participants were informed about the aim of the study and what their
participation involved both by letter and by verbal information before
the study began. It was also made clear that participation was voluntary
and that the participants could withdraw from the study at any time.
After the written information was sent home to the participants, they
were contacted two weeks later, giving them time to consider whether or
not they wanted to participate. Informed consent was obtained for the
studies in the thesis. In doing personal interviews, there is always a risk
of crossing what the participants consider to be their private sphere. In
all of the studies, the interviewer (AS) always had extra time, if necessary,
to deal with questions, emotions and psychological reactions from the
participants in relation to the interviews. In working with the material,
care was taken to safeguard the participants’ personal integrity. In the
quotations from the individual participants, details were deleted from
the interviews so that individual respondents cannot be recognised.

The interview tapes, transcriptions of the tapes and questionnaire
responses are kept in a locked filing cabinet at the Department of Social
Medicine and Public Health, Linkdping University (study I), and at the
Department of Social Medicine at the Sahlgrenska Academy, Géteborg
University (studies II-IV). The interview tapes, transcriptions of the tapes
and questionnaire responses were only used for scientific research.
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RESULTS

The results from the different studies are given below. Study I, focusing
on everyday life with NP, is shown separately. In studies II-1V, all the
studies focused on everyday life with CD and the results are therefore
shown together. A description and explanation of the various terms and
concepts that has been used, was given earlier, in figure 1, page 33.

Study |

Study I explored the qualities of dilemmas and disturbances, experienced
by patients with chronic NP in their everyday life. Furthermore,
consequences of their experienced dilemmas and strategies to manage the
NP were analysed.

Dilemmas and disturbances

Nine categories of dilemmas were analysed when the patients were
hindered by or reminded of their NP. The experienced dilemmas

were housework, physical activity, sitting, personal hygiene, sleeping
difficulties, hypersensitivity to external stimuli, social relationships,
transportation and leisure time. Disturbances were failures, inabilities
and restrictions. It is important to note that these disturbances were not
associated with one specific dilemma but associated more or less with all
kinds of dilemmas.

Consequences

The consequences of dilemmas experienced by patients with NP were:
increased pain, psychological consequences, physical symptoms, social
consequences and fatigue. The most common consequence was increased
pain, i.e. that pain was more intense than usual. The psychological
consequences were grouped into states of depression including sadness,
feelings of worthlessness and incapability, and general psychological
symptoms such as anger, fear, nervousness, irritability and lack of
concentration.

Managing dilemmas

Furthermore we identified seven categories of how dilemmas were
managed. The majority of the patients used active-oriented strategies to
manage their pain, e.g. alternative way, cognitive strategies, continued
activity and physical activity. ‘Alternative way’ meant using all possible
ways of doing whatever activity the patient was doing in another way
so as to avoid increased pain, for example a change of posture, use of

a technical aid, or doing things more slowly. A common strategy for
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managing dilemmas was using cognitive strategies. However, the patients
did not use a specific cognitive technique. The patients in study I tried

to influence and manage the pain through thoughts, imagery and mental
training. Continued activity implies that the patient just actively ignores

the pain and continues the activity disregarding the pain.

Studies II-IV

These studies explored experienced dilemmas and consequences of

experienced dilemmas by women and men in their everyday lives in

relation to their CD, and among close relatives in their everyday lives

when living with a person suffering from CD (table 4).

Table 4. An overview of categories and subcategories of lived experiences of dilemmas, and
consequences of experienced dilemmas in everyday life among persons (n=43) with coeliac
disease, and among close relatives (n=23) of persons with coeliac disease.

Constantly being
on call

of action
Preferential right
of interpretation

Dilemmas Dilemmas Consequences
Persons with coeliac disease (Study II) | Close relatives Persons with coeliac disease and close
(Study I1I) relatives(Study IV)
Category | Subcategory Category | Subcategory Category [ Subcategory
Emotions Isolation Discase related  Bad conscience Emotional Sadness
Shame worries Anxiety consequences Irritability
Fear of becoming Witnessed Shame
contaminated by vulnerability Being constantly
gluten anxious
Worries about Feeling sorry for
being a bother the other person
Experiencing
conflicts
Relationships ~ Unwanted visibility | Disturbances in  Lack of Being different Being a social
Neglect social life information nuisance
Being forgotten Lack of knowledge Forgoing
Disclosure Lack of pleasures
avoidance understanding
Risk-taking
Management of Restricted product | Management of Double domestic | Daily concerns Loss of time
daily life choice daily life work about gluten High prices
Double work Restricted freedom Few options

Pre-discussion
Pre-explanation
Pre-planning

Sense of constant
preparation

Keeping gluten
in focus
Body sensations Forced unhealthy
due to coeliac cating
disease Feeling peckish

Feeling queasy
due to gluten

The findings from the interviews with 43 persons with CD showed that

the disease had important implications for the individual person and his

/ her social life. Emotions, relationships and the management of daily

life were the three categories of dilemmas identified, and the arenas

where they were experienced were: food situations at work, while making

purchases, when travelling, in relation to meals at home and meals

outside the home.
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The findings from the interviews with the 23 close relatives were along
the same lines, and showed a variety of dilemmas that affected the
situation of the whole family. Three main categories of dilemmas were
identified and labelled: disease-related worries; management of daily life;
and disturbances in social life. The dilemmas were experienced in the
arenas within the family, in social relations with friends and relatives, and
in interaction with service professionals in restaurants and shops.

We also analysed how the close relatives living with a person suffering
from CD managed the dilemmas. The close relatives described four
different handling strategies to manage daily life, each of them leading
to a different outcome. The described strategies included: planning

in advance for all meals; all members of the family following a GFD;
avoiding visits to friends, relatives and restaurants, due to not knowing
how they would be treated. Finally, the last strategy described was to
become more knowledgeable by teaching one’s social network about CD.

The main consequences of experienced dilemmas were daily concerns
about gluten, sense of constant preparation, being different, experiencing
emotional consequences and body sensations due to CD. The main
finding was that types of consequences experienced in relation to
dilemmas of CD were similar in women and men, irrespective of whether
they were gluten-intolerant themselves or a close relative. In order to

gain a deepened understanding of possible gendered consequences of
CD, and to put the disease into context regarding household activities,

a questionnaire was used to identify the numbers and proportions of

the women’s and men’s experiences. The distribution of household work
related to the food preparations, purchases and cooking habits of women
and men living with CD, either as personally affected or as close relatives,
is shown in table 5.
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Table 5. Distribution of household work related to food preparations, purchases and cooking
by women and men living with coeliac disease, either as affected or as close relatives

Type of household Preparations Purchases Cookery

work habits **

Person responsible ‘Women Men Women Men ‘Women Men
and executing 38 (%) 28 (%) 38 (%) 28 (%) 34 (%) 25 (%)
the task

Solely myself 8 (21) 4 (14) 6 (16) 4 (14) 13 (38) 3(12)
Solely my spouse * * * * 309 8(32)
Both, but mostly 16 (42) 1(4) 16 (42) 1 (4) * *
myself

Both, but mostly my 0 13 (46) 2(5) 7 (25) * *
spouse

Both 13 (34) 9(32) 13 (34) 15 (54) 16 (47) 13 (52)
Other/missing 1(3) 1(4) 1(3) 1(4) 2(6) 1(4)
Total 38 (100) 28 (100) 38 (100) 28 (100) 34 (100) 25 (100)

* This alternative was not used for this question in the questionnaire.
**This question was only answered by those living alone.
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DISCUSSION

This thesis showed that living with a chronic disease from the perspective
of persons with CD and NP has important implications for the
individual person and an unexpected profound impact on self-perception
and social relationships. Interviews with close relatives to persons with
CD identified that sharing life with an adult gluten-intolerant person
involve also the close relatives in emotional and social dilemmas. Thus,

a chronic disease, even if its symptoms are possible to control in this

case through a special diet, can in a negative way be associated with
disadvantages not only for the person suffering from the disease but

also for those close to them. An interesting finding was that most of the
consequences of experienced dilemmas were related to the CD itself
rather than to being a gluten-intolerant person or a close relative. An
important finding was also that the unequal distribution of household
work seemed to contribute to a “triple burden” for both women and
men, but that the effects of this “triple burden” might influence women
more since they had the main responsibility for the household work.

In the discussion section below there is first an account of
methodological considerations, strengths and limitations. After this the
main findings of the thesis will be discussed. Finally general conclusions,
including clinical implications and suggestions for future research, are
presented.

Methodological considerations,
strengths and limitations

Description of pre-understanding

The studies in this thesis had a phenomenological approach and an
important feature was to bracket earlier knowledge and preconceptions
in order to identify the informants” own experiences as closely as
possible. As a researcher this included setting aside personal or theoretical
concepts, opinions and expectations during the analytical phase [133].
My professional background is more than 20 years as a social worker at a
university hospital, most of the time at a neurological clinic, and a short
period at a pain and rehabilitation centre. As a medical social worker at a
hospital I have had a counselling and therapeutic role in encounters with
patients affected by different kinds of chronic diseases such as multiple
sclerosis, Parkinson’s disease, stroke, epilepsy and chronic pain, and these
encounters have led to a genuine interest and great respect for patients,
their relatives and the difficulties they need to deal with. Throughout the
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research I have tried to be highly aware of this, and as a research group
we have tried to minimise the effect of my background experiences on
the findings, through different procedures described in more detail below.
Unlike my experience of NP, I had no earlier professional experience

of CD. A personal experience is that a close relative has had the disease
for more than ten years. However, it is also important to recognise that
some background information might be of value, so bracketing earlier
knowledge and preconceptions is a balancing act between well grounded
background information that can contribute to deepen the interviews
and analysis, and preconceptions that hinder identification of new
perspectives and experiences provided by the informants.

The critical incident technique

The CIT is a well-established method for data collection, and several
studies have been performed on different populations including patient
groups [1, 2, 134-136, 140-143]. The choice of CIT for the studies
included in this thesis was guided by earlier studies which had shown
that CIT is efficient in capturing also minor dilemmas of importance
for the daily life of the patient [1, 2]. We are satisfied with the choice of
the method for data collection, since we really think that the method has
been efficient in capturing both minor dilemmas and major recurrent
dilemmas. This conclusion is based to a large extent on the diversity

of the dilemmas identified. A disadvantage was that interviewees in a
few cases had difficulty remembering dilemmas and it is also possible
that there could be gaps in their memory. To avoid the interviewees
only describing uncommon or the most dramatic dilemmas, instead of
everyday events, the informants were asked to describe the three most
recent dilemmas in their everyday lives.

A general limitation of CIT is that it is intended only to capture
“critical incidents” rather than the whole range of lived experiences in
an individual’s life. Patients with chronic diseases can report that in
spite of the problems associated with their disease they have matured as
persons or have found new perspectives of life that are actually positive
rather than negative experiences. However, by using CIT we focused
only on critical incidents, and naturally this implieded that the picture
given of the everyday life might be interpreted as more problematic
than the participants actually thought that their life was. Another aspect
related to the fact that this is a qualitative study is that we only focused
on problematic situations, irrespective of the degree of difficulty or
frequency of these situations.
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The interview as a data collection method

Kvale [144] clarified and emphasised the difference between the aim of
interviews as part of treatment or therapy [144]. In the latter case the
aim is to start a process of change for the person, while the aim of the
research interview is to collect new information through the interview.
The professional background as social worker is complex and includes
experiences of different types of interview and communication situations.
Most of these experiences and competencies have been an advantage

and strength throughout the research process. The social worker use
therapeutic, counselling, motivating, supporting and investigating
interviews, and in several cases the main goal of the interviews is to
receive new and in-depth information, or to listen and understand.

This background was an advantage in the interviews, but since the
material discussed during the interviews was centred on dilemmas or
problematic situations a special emphasis was made to avoid an opening
of therapeutic alliances or start therapeutic processes. However, as far as
possible I think that the framework of the research interview was obvious
to all informants and that the borders to therapeutic interviews were

kept.
Trustworthiness of qualitative studies

The four most common criteria to evaluate that qualitative research is
trustworthy has been described by Dahlgren ez a/. [145] and they are
listed in table 6, and discussed below in relation to the trustworthiness of

this thesis [145].

Table 6. Criteria for assessing the trustworthiness of research findings according to
qualitative research traditions (After Dahlgren et al., 2004; p.47)

Question asked Qualitative criteria Trustworthiness in this thesis

Have we really Credibility Asked about most severe

measured what we dilemma (studies I and II)

set out to measure? Triangulation among researches (studies I-IV)

Feedback on results from the informants (study II)

How applicable are our Transferability Saturation point. No new categories emerged.
results to other subjects Thick descriptions
and other contexts?

Would our findings be Dependability Research process was written down

repeated if our research were Personal notes about research

replicated in the same context during the process

with the same subjects? Seminar discussion about
categorisation (study II-1V)

To what extent are our findings ~ Conformability An additional author in studies III-IV

affected by personal interests and Counselling bias

biases? Pre-understanding and

previous knowledge(AS)
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Credibility of qualitative studies

In qualitative research, truth value is assessed by credibility. One way of
increasing the credibility in our studies was to ask about the most severe
dilemma (studies I and II). We found a high correspondence in content
between dilemmas and the most severe dilemma asked for at the end of
the interview. Credibility was reinforced since similar dilemmas returned.
Another technique for enhancing credibility was triangulation, which
was used in all four studies. Researcher triangulation was used in the
following way when the dilemmas were identified and categorised. In
study I, close reading of complete interviews or significant parts of the
interviews was carried out by all authors. In the categorisation an initial
suggestion was presented by the second author (AS) and then discussed
and revised by the two other authors (GH and GL).

In study II, two of the authors (AS and GH) identified and categorised
the same data, GH with methodological knowledge related to CIT. In
the final stage of the analysis the results were also scrutinised by the third
author (CH), a CD specialist. In studies III-IV, two of the authors (AS
and GO), both with long experience of interviewing persons in clinical
care, as well as methodological knowledge related to CIT, identified and
categorised the same data. In the final stage of the analysis the results
were also scrutinised by the third author (GH), who was not involved

in the categorisation. An additional way of increasing the credibility

is by giving feedback on the results to the participants. In study II the
participants got a copy of the published paper with a letter providing an
opportunity to discuss and reflect with the first author (AS). However,

I have not heard from any of the participants. There is an on-going
process of giving feedback on the results to the participants in study I.
The intention is also to give feedback on the results to the participants in

studies III and IV when the studies are published.

Transferability of qualitative studies

An important question in research is how applicable the results are to
other subjects and in other contexts, and applicability is assessed by
transferability in qualitative research. Qualitative research never tries to
obtain statistical generalisation; the aim is more a matter of qualitative
descriptions and analytical generalisations. An important question
concerns the sample selection since qualities of the population also
should be captured in the research population [145, 146]. One way of
showing that we captured relevant dilemmas, consequences and strategies
could perhaps be that in all studies we reached a saturation point in
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the results where we did not find any new categories in the material.

In qualitative studies it is not possible, nor is it the aim, to completely
generalise the findings from a qualitative study to other populations. The
knowledge that is presented in this thesis in the form of lived experiences,
dilemmas, consequences, and how to manage daily life, can in my
opinion be transferred to a certain extent to similar study populations.
This conclusion is drawn from the fact that some findings in this thesis
appear in other studies with nearly the same study populations. A certain
amount of knowledge about what it is like to live with a chronic disease
can without doubt be transferred to other study populations and this

has been shown, since we found that sometimes there were similar
experiences when living with CD and NP; in other words, there are
certain specific experiences connected with the very fact of living with
any chronic disease, and not with a particular one [145]. These thoughts
are in line with those of some other researchers. Dahlgren ez al. [145]
discussed that it is possible to generalise knowledge from qualitative
studies. It is the knowledge and the theory that could be applicable to
similar situations, questions and problems, regardless of the demographic
characteristics [145]. Svensson [146] also discussed that the results from
a qualitative study could be transferred to populations other than that

in the present research [146]. Graneheim [147] discussed that it is up

to the reader to judge if the results can be transferable to other contexts,
depending on the researcher’s ability to describe the research process so

the reader is able to judge the transferability [147].

Dependability of qualitative studies

Consistency in qualitative research, i.e. dependability, refers to whether
the measuring instrument is trustworthy; [145] if our findings would
be replicated in the same context with the same subjects. To ensure
dependability in this thesis, decisions about the research process were
written down and there were also different types of personal notes about
the research process. During the time I have worked with this thesis I
have had scientific seminars at the Department of Social Medicine at
the Sahlgrenska Academy, Goteborg University, with participants from
different scientific and professional backgrounds, and in these seminars
the categorising of the results in studies II-IV has been discussed to
reinforce dependability.

Confirmability of qualitative studies

Finally, confirmability is to a large extent connected with credibility.
Confirmability refers to the researcher’s ability to be neutral and not
colour data with pre-understandings. However, confirmability refers
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more to the neutrality of the data rather than the neutrality of the
researcher [145]. To avoid a possible research bias from study II on
patients with coeliac disease, an additional examiner and author (GO)
participated in study III.

Another possible bias is what we could call a “counselling bias”. As

a social worker I have great experience of listening to people in the
counselling and therapeutic role, and understanding what people say in
such a perspective. This might have influenced the research interview
and the interpretation of data. When scrutinising the results and when
looking back at the research process, my impression is that there is a
wide range of perspectives represented in the data. Social and emotional
experiences have been mentioned, but also physical and financial
experiences have for example been referenced. However, the distribution
of experiences into details and the depth of descriptions are sometimes
better carried out in social and emotional experiences than other fields.
Examples of this are the subcategories ‘isolation’ and ‘shame’ in study II,
and the subcategories ‘bad conscience’ and ‘anxiety’ in study III. Even if
I have tried to be as open as possible, the expectations and attitudes from
the patients are not easy to check, and it is possible that they would have
told for example a researching physician or an occupational therapist
about other critical incidents. We tried to minimise this and other
selection processes in the patients by asking for the three most recent
dilemmas, but still there might have been some selective remembering.

Throughout the process we have been very aware of a possible
“counselling bias” and several times we have scrutinised the interviews
to identify whether this bias has influenced our reading of the material,
for example by interpreting experiences in more emotional terms than
presented by the interviewees. However, we have not found any such
misclassification, and thus if “counselling bias” has occurred it has
probably been during the interviews.

Thus, it is possible that the interviewees’ stories to some extent were
influenced and censored by knowing my background as a social worker
at the hospital. However, I have never had any counselling or therapeutic
contact with any of the participants in any of the studies.
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Main findings

In focus of this thesis were lived experiences of persons with two
different chronic diseases, NP and CD, and close relatives to persons
with CD. One of the differences between CD and NP is the possibility
of treatment. CD is a chronic disease that has a satisfactory treatment in
the gluten-free diet. NP on the other hand is a chronic disease that with
the best of the drugs only gives approximately half of the NP patients a
reduction in pain intensity [29]. In spite of this difference an overall and
common impression of what it is like to live with a chronic diseases is “to
struggle one’s way” in managing with a variety of dilemmas, disturbances
and consequences.

Similarities in lived experiences between coeliac disease
and neuropathic pain

In spite of the differences in clinical presentation and treatments between
the two diseases, we found several similarities in how NP and CD
affected different aspects of people’s lives. Perhaps the most obvious

was how the diseases influenced the individuals” social lives and social
relationships. NP patients experienced how their pain affected their social
lives in several ways. For example, they chose not to participate in leisure
or other activities or left earlier from parties. The persons with CD, also
reported that the disease had social consequences and influenced their
social life in different ways. They experienced that living with CD could
give rise to a feeling of being deviant or an outsider in a social context.
Other studies have reported that living with a chronic disease meant that
there were various consequences in social relationships, so our findings
were in line with those studies [9, 111]. Another similar finding was

that NP patients experienced psychological consequences, for example
sadness, feelings of worthlessness, anger and irritability, and persons with
CD experienced sadness, shame, irritability, and being a social nuisance.

Lived experiences of disclosing or not disclosing the
disease

Both CD and NP are invisible conditions and people who live with an
invisible disease have a choice about whether to disclose the disease or
not. If they choose to disclose it, this might reveal information that can
discredit them; and hiding a disease involves the risk of being found
out, which also has its risks, for example difficulty in dealing with the
responses from people around [148, 149]. The informants in this thesis
experienced that whatever way they chose implied consequences for
daily life. The GFD often involved the social embarrassment of being
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marked out as different from other people. We found that those with CD
experienced strong emotions in their daily life, such as isolation, shame,
fear, and worries about being a bother. Johnson ez a/. [150] described that
feelings of being different could easy result in lowered self-esteem and a
form of distrust and avoidance of social relations [150]. According to the
informants in this thesis they described that they avoided disclosing the
disease for to steer clear of these feelings of being different and feeling
accused. However, disclosure avoidance was associated with lies, and the
gluten-intolerant persons described that it also affected the quality of
their social life in a negative way, for example in connection with lunch-
time at a restaurant with their workmates. Instead of disclosing, they ate
glutenous food and took risks in their daily life by eating food without
checking if this specific type contained gluten. There are studies found
that the main thing is to be normal and not feel different or as if you are
accused of something [151, 152]. Géfvels [9] found in her thesis that one
effect of diabetes and social life was that people with diabetes more often
lived alone and had a less widespread social network than controls, and
she discussed that it could be due to their sense of being different from
others and therefore suffering from lower self-esteem [9]. Several other
studies have shown that persons with chronic diseases avoided talking
about their disease to people around, in order to avoid feelings of blame
and the consequence of increased stigmatisation [153-156]. Obviously,
disclosure avoidance used in order to maintain solidarity and a sense of
belonging to the group, might increase the feeling of being an outsider

and different.

Lived experiences from the perspective of close relatives

Also close relatives experienced a changed and lost social network; they
described for example that food and eating situations were suddenly
transformed from pleasant situations bringing people together,

into complicated situations, because of the social network’s lack of
information, knowledge and understanding. It is interesting that a
number of studies have shown that these lived experiences of close
relatives in terms of changed and lost social networks were quite similar
to those of close relatives in connection with very different chronic
diseases [111, 118, 119, 122, 157-159]. It is possible that the chronic
disease in general caused dilemmas in social lives and social relationships
for the person with the disease and the close relative, but in different
ways independent of the onset of the chronic disease and the personalities
of those involved. If so, it seems necessary to recognise the complexity of
the social disadvantage in order to provide care and treatment support
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that is more relevant to the life situation and concerns of the persons
with chronic disease and their close relatives [3].

The findings in study III, showed that close relatives experienced a
variety of dilemmas that affected the situation for the whole family in

a negative way. This is a well-known finding, but not earlier described
for CD, in that other studies — as described earlier in this thesis — have
reported that daily life with a chronic disease also affected the close
relatives in different ways. However, the findings in this thesis also
showed that the close relatives described giving care and were committed
in different ways around the person with CD. The close relatives
described this commitment for example in vulnerable situations at parties
or at a dinner when no gluten-free alternative had been prepared for

the person with CD. The close relatives also described their extra care
caution in the kitchen and also when shopping for food, so as not to
harm the gluten-intolerant person as a result of mistakenly buying food
containing gluten. This is an interesting finding, in the perspective that
most of the interviewed of the close relatives were men and earlier studies
found that it was usually female partners took the overall responsibility
for household activities either as patient or the caregiver [160, 161].
However, Andersson [120] studied the quality of life of stroke patients
and their carers and found changes in domestic roles [120]. This
increased sensitivity found among male close relatives in relation to

CD is unknown in previous research and could be followed up in more
studies on chronic disease.

Need for information, communication and education

In papers II-IV those suffering from the chronic disease and their close
relatives expressed problems connected with information sharing. Several
studies, including the findings of this thesis, have shown that patients
and their relatives lack both basic knowledge and information, but also
in some cases has the wrong information. However, there are also studies
describing how people with chronic disease experienced that they had
more knowledge about their disease than the health care professionals.
This created some problems since the health care personnel had difficulty
in making use of the knowledge these people had, and thereby neglected
their wishes about care and treatment [162-164].

Gluten-intolerant persons in this thesis explained that sometimes the
disease and their diet restrictions had absorbed their whole life situation,
and these experiences point to the need for more knowledge about

CD [23, 68]. There are other studies that have focused on the need to
also provide close relatives with information [109, 165]. In her thesis,
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Gullacksen interviewed women with chronic pain, and all of them
expressed that their families lacked knowledge about chronic pain, and
that there was a need for education and information in the families
[109]. One way for medical health care staff to deal with this might

be by giving family-oriented information. There are also other aspects
of the importance of family-oriented information. Since findings in

this thesis showed that close relatives to persons suffering from CD
showed great respect and care for the person suffering from the disease,
it is important for health care personnel to consider that also the close
relatives need support, knowledge and encouragement. The results from
study IV provide new insights into gendered consequences that could be
useful to consider with regard to family-oriented information. Women
and men with CD experienced a “triple burden” in managing also their
disease and the GFD on top of paid and unpaid work. However since
women according to results from the questionnaire study had the main
responsibility for household work, this “triple burden” might affect
women in a more negative way compared to men. It is not possible to
draw any firm conclusions based on study IV, and future research is
needed but still this “and its possible effect specifically on women might
be something that is important for health care personnel to address in
their guides of people with CD but also other diet related diseases in
order to reduce the gendered consequences of living with diseases that
imply diet changes or other household work demanding diseases.

In summary, and according to the informants and earlier research it
seems to be vital for the medical health care service to take the matter of
information, communication and education seriously [71, 72]. However,
it is important that the knowledge approach is firmly established in
individuals, since we know from earlier studies that “knowledge itself”

is not enough for changing behaviour [9]. It is interesting to note that
problem-based learning in health education programmes according to
studies by Ringsberg ez al. [166, 167] helped persons with asthma-like
symptoms to reflect upon themselves, and their disorder, and to find new
coping strategies [166, 167].

Family consequences of living with a chronic disease

Living with a chronic disease had consequences and disadvantages not
only for the person with the chronic disease but also for those close

to them [3] and it seems relevant to talk about family consequences

of chronic illness. In study I the NP patients reported several social
consequences that directly or indirectly affected the family, for example
unhappy children or increased dependency on a family member. An
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interesting finding in study IV was that the overall pattern and types of
consequences experienced in relation to dilemmas of CD were similar in
both gluten-intolerant persons and their close relatives. Mufios-Furlong
[168] described family members with a child who was allergic to certain
foods, who in their daily life continuously adapted recipes, read labels
and selected restaurants as consequences of the allergic child [168].

Gender differences in living conditions, or in
consequences?

Several studies showed that women in general describe a lower quality

of life than men [169-171]. Several studies indicate that women with
CD scored significantly lower than men with CD on subjective health
[15, 23, 27, 108]. In study IV, women with gluten intolerance, but not
men, described as consequences of experienced dilemmas, pre-discussion,
pre-explanation and pre-planning, keeping gluten in focus and forgoing
pleasures. These experiences, as well as loss of time and the specific effects
suggested in relation to the described above, might be contributing
reasons for women’s with CD lower health-related quality of life. It is
interesting that this “triple burden” was discussed, if not in these exact
words, by Emery ez /.[160], who found that it did not matter if the
woman was the patient or the caregiver; she both focused on others and
maintained the domestic roles [160]. Studies that examined the effect of
gender on early recovery from cardiac surgery, found that after a heart
attack men tended to reduce their work and increased the support they
had from their partners, while women took on household responsibilities
more quickly after coming home from hospital [32, 172].

In a Swedish report [173], it was found that the health care personnel
made very few connections between the treatment given and gender.
From earlier knowledge about women as caregivers and that women
more often have the responsibility for the household work it seems
important that the health-care personnel develop a gender specific
attitude in care and treatment [174].

Chronic disease management from the neuropathic pain
and coeliac disease perspective

Living with a chronic disease affects most aspects of life [3]. In this
study of NP patients they expressed several different ways of managing
their dilemmas, including alternative ways, cognitive strategies,
continued activity, rest, treatment, physical activity and refraining
from or discontinuing activity. These strategies were both emotion and
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problem focused. An interesting finding was that NP patients often

used cognitive strategies to manage pain through thoughts, imagery

and mental training. Most of the NP sufferers in this study did not use

a specific cognitive technique, but several such techniques exist and if
health care personnel more systematically offered learning possibilities in
cognitive techniques this would probably lead to an improvement in pain
management also for patients with NP [74, 88, 124] .

When analysing how close relatives living with a person suffering from
CD managed the dilemmas they described four different handling
strategies to manage daily life, each of them leading to different
outcomes. They described a number of strategies and all were more
problem-oriented coping approaches: planning in advance for all meals;
all members in the family eating gluten-free food; avoiding visiting
friends, relatives, and restaurants due to not knowing how they would
be treated. Finally, the last strategy described was to become more
knowledgeable by teaching one’s social network about CD. Maybe

the experiences of strategies to manage daily life from close relatives

to persons having CD could be discussed and taking part of in care
and treatment of CD, in for example a problem-based learning health
education programme or in the patient societies [166, 167].

In this thesis we did not analyse how those with CD felt about strategies
for managing their daily life with the disease. An earlier study found that
women more often described more distress caused by the restrictions in
daily life, closely related to their checking on what the food contained.
The men with CD used a more problem-oriented coping approach,
while the women sought an emotionally oriented strategy and showed
less satisfaction with the outcome [15].

Is there a package of lived experiences associated with
chronic diseases?

A starting point of the research performed within this thesis was the

lack of knowledge on what it is like to live with chronic diseases. Studies
based on experiences of those affected or their close relatives are still
rather scarce within medical research, and specifically this is true for
studies of close relatives. Based on separate studies of CD and NP, who
are two quite different chronic diseases, I wanted to gain more knowledge
not only on the lived experiences associated with these disease, but also
on the daily life with chronic disease in general. Given the limitations
when it comes to transferability of findings from qualitative research I
will discuss some ideas or hypotheses on general experiences associated
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with the very fact of living with any chronic disease, and not with a
particular one. It seems as if chronic diseases are followed by a package
of experiences and that this package fills up or empty out during the
years living with the disease. These experiences can be very specific and
associated to a certain disease but also more general associated to the life
with a chronic disease.

A tentative description of the general chronic disease package of

lived experience contains a broad range and a large amount of lived
experiences with variation in when and where they occur what different
aspects they imply and in which life domains they occur. An illustration
of the chronic disease package is presented in figure 2.

CHRONIC
DISEASE

PACKAGE

yF PV peRENES

o P e
WITH THE
EMO?R(,TWNS AS AFFECTED OR AS A
wees IN k (€5 CLOSE RELATIVE
(13
DUTUR@EM ENT I\N(DON“ QUQN To DISCLOSE 0R NOT
MANA

INFORM IN ADVANCE 0r NOT

NARY
OF ORD! L\FE

[6NORE THE PAIN OR NoT

Figure 2 A tentative description of the general chronic disease package.

The lived experiences consisted of hindrances and difficulties in the daily
life such as emotional reactions and consequences, disturbances in social
life and in social network, changed self perception, and disturbances

in managing the daily life. Since the choice to leave the disease does

not exist it is just to struggle ones way in managing with a variety of
dilemmas, disturbances and consequences of these. The management of
the diseases was often described as an integrated part of the everyday life.
And it is important to note that even if there is no choice of leaving the
disease, the persons affected by a chronic disease lived their possibility to
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choose how to live with their disease as affected or as close relative. They
disclosed or they did not. They informed in advance or they did not.
They chose to ignore the pain or they did not.

However much more research needs to be done to more closely explore
and describe the life of chronic disease. Given the importance for the
public health and for the health care this seems to be a high priority.
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IMPLICATIONS FOR FUTURE RESEARCH

According to the findings in this thesis even invisible diseases have a great
impact on the daily life of the person with the disease, as well as the close
relatives. More research is needed to further explore the difficulties of
these impacts. Future studies should also address other chronic diseases to
identify specific and general experiences of living with chronic diseases.

Most of today’s rehabilitation programmes for NP patients have a patient
centred design and the findings of study I underline the value of such

an approach. However, future research is needed to follow patients over
time to see whether a team-based rehabilitation programme provides

the patients with long-lasting and effective strategies other than those
developed by the patients themselves. The effects of closer co-operation
between patients and health care professionals in the development of
rehabilitation and other programmes would be of interest to study, as
programmes that involve experienced patients in the information to
newly diagnosed individuals.

CD is another story since the adherence to GFD implies a rapid
improvement of health. However, this thesis shows that there is an
information need and future research should explore further how patients
with CD cope with their emotions and disturbed relationships. How
does the life with a diet related disease in the long run influence the
identity of a person and of specific interest would be the association
between the disease, the diet and the development of masculinity, since
we found that in specific men reported disclosure avoidance.

Future studies should also address the unequal distribution of household
work and its effects as regards coping with chronic disease. The reason
for women’s reported lower quality of life might be that the disease not
only adds an extra burden, which is the same in both women and men,
but adds this extra burden in other living conditions where women in
most cases have the main responsibility for household work. There is also
a need for more research about connections between the treatment given
by health care personnel and gender.

Finally, close relatives to persons affected by disease have been an almost
forgotten group in health research and much more research is needed to
further explore how the close relatives cope with their changed daily life,
their emotions and their relationships. This is needed since living with
a person affected by a chronic disease might add extra worries and work
that might lead to decreased health also in the close relative. However,
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another aspect is that close relatives can be important collaborators for
the health care personnel. Future studies also need to address whether
there are any general differences between women’s and men’s roles as
close relatives.
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GENERAL CONCLUSIONS

This thesis showed that persons suffering from CD or NP had several
lived experiences in common regardless of the chronic disease. In spite
of the differences in clinical presentation and treatments between

the two diseases, there were several similarities in the influence of the
person’s lives. Emotional reactions and consequences like sadness,
anxiety and irritability were common issues in the interviews. In
addition, relationships to others, the family, friends, relatives and the
workplace were affected due to restrictions and lack of knowledge and
understanding from the social environment.

Close relatives to persons suffering from CD experienced a variety

of dilemmas that affected the situation for the whole family. Disease
related worries, like bad conscience and anxiety, disturbances in social
life, and management in daily life, for example the preferential right of
interpretation of the person with CD was identified in the interviews.

Most of the consequences of dilemma experienced were related to the
CD itself rather than to being affected or close relative .A possible
explanation to lower quality of life in women with CD compared to men
might be the unequal distribution of household work.

The informants in this thesis pointed out that information and
knowledge on the diseases and the necessary adjustments in everyday life
were insufficient among professionals and in the society. This indicates
that there is a need of knowledge improvements of chronic diseases in
society.

The ambition of this thesis was to explore lived experiences among
diseased and close relatives from the perspective of two chronic diseases,
in order to acquire knowledge on what it is like to live with chronic
diseases in general and also to compare the effects of two different
chronic diseases.

56

2007-08-19 14:08:46



kappa070812.indd 57

ACKNOWLEDGEMENTS

I would like to express my gratitude and appreciation to all those who
have contributed to this thesis in many different ways.

My hope is that this thesis will provide one piece of the larger knowledge
bas on living with a chronic disease.

In particular I wish to express my warmest thanks to:

The women and men who participated in these studies, for giving their
time and being prepared to share their experiences — and for making this
thesis possible!

Gunnel Hensing, my main supervisor, for introducing me to research in
the field of social medicine and guiding me through the work towards
this thesis, which could never have been written without you. For
believing that I was capable and able to do it. For your patience and
your constant encouragement. For sharing your outstanding knowledge
in many fields and for excellent constructive advice. For your positive
attitude to life and your confidence in seeing the possibilities in things
that can seem to be completely impossible.

Claes Hallert, my assistant supervisor, for encouragement and support,
and for your valuable knowledge of coeliac disease.

Goran Leijon, my co-writer, for all your knowledge of neuropathic pain,
and for your constant encouragement and involvement in the progress of
my work towards this thesis.

Gunnel Ostlund, my co-writer, for your knowledge of qualitative
research and your analytical ability. For always being available for
rewarding discussions.

Helena Carlsten, Marie Granberg and Carina Johansson, at the
Department of Social Medicine, Géteborg University, for helping me
transcribe all the interviews.

My fellow doctoral students over the years at the Department of Social
Medicine, Géteborg University, for discussions, constant encouragement
and support; but also for your interest in my work.

All my other colleagues at the Department of Social Medicine, Goteborg
University, especially Helena Carlsten, for all her help in practical matters
over the years.

Annika Jakobsson, my fellow worker and friend, at the Department
of Social Medicine, Géteborg University, for reading the proofs of the
thesis.

57

2007-08-19 14:08:46



kappa070812.indd 58

Hilary Hocking, for excellent revision of my English manuscripts.

My husband Mats, for helping me with layout and illustrations, and for
being my personal data support. For being so good with computers.

My managers over the years at the Neurological Clinic at the University
Hospital in Linképing, Jérgen Boivie, Inger Berg, Mats Andersson and
Marita Algebrant. For your involvement and positive attitude to my
research work, and for your great generosity in granting me varying
degrees of leave of absence in order to work on my thesis, depending on
whether I had research funds or not.

The MS team at the Neurological Clinic at the University Hospital in

Linképing, for your support and being so involved in my getting my this
thesis finished.

To all kinds of other colleagues at the Neurological Clinic at the
University Hospital in Linkdping. For your constant encouragement and
showing interest in the work of my thesis, in corridor discussions and

lunch breaks.

To Gunnel och Bengt, my friends, for your amazing hospitality during
the years. I really don’t know how many times I stayed overnight! Thank
you Bengt, for always bringing the bed down from the attic!

My friends outside the academic world who have followed the progress
of my thesis. You have all contributed in different ways to encouraging
me over the years. For your incredible involvement in a subject that must
be far from your everyday lives. For having had the energy to listen and
simply for being there!

Marie and Thomas in Képenhamn. For being fantastic friends and for
your amazing hospitality, especially during spring 2007 when I was in the
final stages of writing my thesis. I managed to get a lot written at your
home!

My parents Monica and Bengt, who have always encouraged my studies.
My father Bengt who early on in my life taught me the Swedish saying:
“Det dr bara att ro baten i land”. In other words, once you've taken
something on it’s just a question of keeping going until you get there!
This is something I've come back to many times while working on this
thesis.

Our daughters Karin and Anna, for being two such fantastic daughters.
For giving meaning to every day of my life by your very existence!
Without your enormous support this thesis would not have been
possible. You have comforted and encouraged me, cheered me on and

58

2007-08-19 14:08:46



convinced me the whole time that it was possible. For trying to make
sure that I don’t work too much, and for having put up with me during
these years.

Mats, the man of my life and my companion through life. For always
being there, but most of all for your indefatigable love.

This thesis was supported by grants from The Swedish Foundation
for Health Care Sciences and Allergy Research; and from the Medical
Research Council of Southeast Sweden.

59

kappa070812.indd 59 @ 2007-08-19 14:08:46



kappa070812.indd 60

REFERENCES

1.

10.

11.

12.

13.

14.

60

Hensing, G., Timpka, T., Alexandersson, K. Dilemmas in daily
work of social Insurance. Scand. J. Soc.Welf, 1997. 6: 301-309.

Timpka, T., Hensing, G., Alexandersson, K. Dilemmas
in sickness certification among Swedish physicians.

Eur. J. Public Health, 1995. 5: p. 215-219.

Andersson, R., Bury, M. Introduction in living with Chronic Illness, The

Experience of Patients and Their Families , ( Andersson , R & Bury, M

eds). 1998, London: The Academic Division of Unwin Hyman Ltd. 1-13.

Faltermaier, T. Why public health research need qualitative
approaches. Subjects and methods in change. European

Journal of Public Health, 1997. 7: p. 357-363.

Sweden, S. Health and medical care 1980- 2000 Living
conditions report 95 Official Statistics of Sweden 2002.

Kuh, D., Ben-Shlomo, Y. Introduction in a life course approach
to chronic disease epidemiology. Second edition (Ed by Kuh, D.,
Ben-Shlomo, Y). 2004, Oxford: Oxford University Press. 3-14.

WHO. Preventing Chronic Diseases a vital investment. 2005.

Bygren, L.-O. Hilso och sjukvardsforskning.
Socialmedicinsk tidskrift 1991. 4.

Géfvels, C. The people behind the disease A population-based study
of life adjustment to insulin-treated diabetes. 1997, Ume4 University.

Bendtsen, P. Rheumatoid Arthritis. Patient perception of disease,
care, quality of life, coping and well-being. 1994, Departement of
Community Medicine, Linképing University Medical Dissertations.

Faresjo, A. Irritable bowel syndrome diagnosed in primary
care - occurence, treatment and impact on everyday life, in

Socialmedicin. 2006, Linkdping University: Linképing.

André-Petersson, L., Hedblad, B., Janzon, L., Ostergren, PO.
Social support and behaviour in a stressful situation in relation
to myocardial infarction and mortality: who is at risk? Results
from prospective cohort study "Men born in 1914,” Malms,
Sweden. Int ] Behav Med, 2006. 13(4): p. 340-347.

C)stergren, PO, Lindbladh, E., Isacsson, S.O., Odeberg.

H,, Svensson, S.E. Social network, social support and the
concept of control--a qualitative study concerning the
validity of certain stressor measures used in quantitative social

epidemiology. Scand ] Soc Med, 1995. 23(2): p. 95-102.

C")stergren, PO., Freitag, M., Hanson, B.S., Hedin, E.,
Isacsson, S.O., Odeberg ,H., Svensson, S.E. Social network
and social support predict improvement of physical working

2007-08-19 14:08:46



kappa070812.indd 61

15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

capacity in rehabilitation of patients with first myocardial

infarction. Scand J Soc Med, 1991. 19(4): p. 225-234.

Hallert, C., Sandlund, S., Brogvist, M. Perceptions of health-
related quality of life of men and women living with coeliac
disease. Scand ] Caring Sci, 2003. 17: p. 301-307.

Collin, P, Thorell, L., Kaukinen, K., Miki, M. The safe
threshold for gluten contamination in gluten-free products.
Can trace amounts be accepted in the treatment of coeliac
disease? Aliment Pharmacol Ther, 2004. 19: p. 1277-1283.

Hischenhuber, C., Crevel, R., Jarry, B., Miki., M. Moneret-
Vautrin, D.A., Romano, A., Troncone, R., Ward, R. Review article:
safe amounts of gluten for patients with wheat allergy or coeliac

disease Aliment Pharmacol Ther, 2006. 23: p. 559-575.

Miki, M., Mustalahti, K., Kokkonen J., Kulmala, P, Haapalahti,
M., Karttunen, T., Ilonen, J., Laurila, K., Dahlbom, I., Hansson,
T., Hopfl, P, Knip, M. Prevalence of celiac disease among children
in Finland. N Engl Med, 2003. 348: p. 2517-2524.

Fasano. A., B., Gerarduzzi, T., Not, T., Colletti, R.B., Drago, S.,
Elitsur, Y., Green, PH.R., Guandalini, S., Hill, I.D., Pietzak, M.,
Ventura, A., Thorpe, M., Kryszak, D., Fornaroli, F,, Wasserman,
S.S., Murray, J.A., Horvath K. Prevalence of celiac disease

in at-risk and not-at-risk groups in the United States: a large
mulitcenter study. Arch.Intern med, 2003. 163: p. 286-292.

National Institutes of Health, Consensus Development
Conference Statement on Coeliac Disease, June 28-
30, 2004. Gastroenterology, 2005. 128: p. S1-S9.

Green, PH.R., Stavropoulos, S.N., Ganagi,M.D., Goldstein, S.L.,
McMahon, D.J., Absan, H.A., Neugut, A.I. Characteristics of
adult celiac disease in the USA: Results of a national survey. The
American Journal of Gastroenterology, 2001. 96: p. 126-131.

Bently, A.C. A survey of celi-sprue patients: effect of dietary
restriction religious practices. J.Gen. Psychol, 1988. 115: p. 7-14.

Lee, A., Newman, ].M. Celiac diet: its impact on quality
of life. J.Am.Diet.Assoc. 2003. 103: p. 1533-1535.

Hauser, W., Gold, J., Stein, J., Caspery WE, Stallmach A. Health
related quality of life in adult coeliac disease in Germany: results of a
national survey. Eur. ] Gastroenterol Hepatol, 2006. 18 (7): p. 747-54.

Kokkonen, J., Viitanen, A., Simil4, S. Coping with a coeliac diet
after adolescence. Helv.Paediatr.Acta, 1989. 43: p. 261-265.

Ciacci, C., Iavorone, A., Siniscalchi, M., Romano,
R., De Rosa, A. Psychological dimensions of celiac
disease. Dig.Dis.Sci, 2002. 47: p. 2082-87.

61

2007-08-19 14:08:46



kappa070812.indd 62

27.

28.

29

30.

31.

32.

33.

34.

35.

36.

37.

38.

39.

40.

41.
42.

62

Hallert, C., Grinné, C., Grant, C., Hultén, S., Midhagen,
G., Strém, M., Svensoon, H.,Valdimarsson, T., Wickstrém,
T. Quality of life adult celiac patients treated for 10 years.
Scand. J. Gastroenterol, 1998. 33: p. 933-938.

Bowsher, D. Neurogenic pain syndroms and their

management. Br.Med. Bull, 1991. 47: p. 644-66.

Dworkin ,R.H., Backonja, M., Rowbotham, M.C., Allen, R.R,,
Argoff, C.R., Bennett., G.J., Bushnell, M.C., Farrar, J.T., Galer,
B.S., Haythornthwaite, J.A., Hewitt, D.]., Loeser, ].D., Max, M.B.,
Saltarelli, M., Schmader ,K.E., Stein, C., Thompson, D., Turk,
D.C., Wallace, M,S., Watkins, L.R., Weinstein, S.M. Advances

in neuropathic pain; diagnosis, mechanisms and treatment
recommendations. Arch Neurol, 2003. 60: p. 1524-1534.

Clark, M., Smith, D.S. Factors contributing to patient satisfaction with
rehabilitation following stroke. Int. ] Rehabil Res, 1998. 21: p. 143-54.

Socialstyrelsen, Hilso och sjukvardsrapport. 2005: Nordstedts.

Stanton, A. L., Revenson, T.A., Tennen, H. Health
psychology: psychological adjustment to chronic disease.
Annu Rev Psychol, 2007. 58: p. 565-592.

National Center for Chronic Disease, prevention and
promotion, Centers for Disease Control and prevention, ed. o.
Department, Health and Human, Services. 2005, Atlanta.

Newby, N. M. Chronic illness and the family life-cycle.
Journal of Advanced Nursing, 1996. 23: p. 786-791.

Sidell, N.L. Adult adjustment to chronic illness: A Review of the
Literature. Health & Social Work, 1997. 22(1): p. 5-11.

Sontag, S. Illness as metaphor. 1978, London: Billings.

Hensing, G., Alexanderson, K., Allebeck, P, Bjurulf, P. How to
measure sickness absence? Literature review and suggestion of five

basic measures. Scand J Soc Med, 1998. 26(2): p. 133-144.

Wood, PH.N., Barley, E.M. An epidemiological appraisal
of disablement in A.E. Bennett (ed.), Recent Advances in
Community Medicine. 1978, London: Churchill Livingstone.

Sweden, S. Health and medical care 1980- 2000 Living
conditions report 95 Official Statistics of Sweden 2002.

Hagstrom, B., Mattson, B., Wimo, A., Gunnarsson, R.K. More illness

and less disease? A 20-year perspective on chronic disease and medication.

Scandinavian Journal of Public Health, 2006. 34: p. 584-588.
Socialstyrelsen, Folkhilsorapporten. 2005: Nordstedts.

Riksforsikringsverket, Lingtidssjukskrivna - diagnos, yrke, partiell
sjukskrivning och dterging i arbete. En jimforelse mellan 2002-
2003, i Riksforsikringsverket redovisar 2004:7. 2004.

2007-08-19 14:08:46



kappa070812.indd 63

43.

44.

45.

46.

47.

48.

49.

50.

51.

52.

53.

54

55.
56.

57.

Woods, R.K., Stoney, R-M., Raven, J., Walters, E.H., Abramson, M.,
Thien, E.C. Reported adverse food reactions overestimate true food

allergy in the community. Eur J Clin Nutr, 2002. 56(1): p. 31-36.

Rabassa, E.B., Sagar¢, E., Fragoso, T., Castafieda, C., Gra, B. Cocliac
disease in Cuban children. Arch Dis Child, 1981. 56(2): p. 128-31.

Rubin, C.E., Brandborg, L.L., Phelps, P.C., Taylor, H.C. Studies
on coeliac disease 1. The apparent and specific nature of the
duodenal and proximal jejunal lesion in celiac disease and
idiophatic sprue. Gastroenterology, 1960. 38: p. 28-49.

Fasano, A., Catassi, C. Current approaches to diagnosis
and treatment of celiac disease: an evolving spectrum.

Gastroenterology, 2001 Feb;120(3): p. 636-651.

Davidson, L.S.P, Fountain,]., Incidence of sprue syndrome with
some observation of the natural history. BMJ, 1950. 1: p. 1157-61.

Ek, B. Studies on idiopathic non-tropical sprue.
Acta Med Scand, 1970. Supp 1: p. 8508.

Berg, N.O., Lindberg, T Incidence of coeliac disease and
transient gluten intolerance in children in a Swedish urban
commity. Acta Pediatr Scand, 1979. 68: p. 397-400.

Hallert, C., Gotthard, R., Norrby, K., Wallan, A. On
the prevalence of adult coeliac disease in Sweden. Scand
J Gastroenterol, 1981. 16(2): p. 257-261.

Parnell, N., Ciclitira, PJ. Celiac disease. Curr Opin
Gastroenterol, 1999 Mar;15(2)120.

Dicke, W. In English : Coeliac disease: Investigation of the
harmful effects of certain types of cereal on patients suffering
from coeliac disease, Thesis. 1950: University of Utrecht.

Logan, R.EA., Tucker, G., Rifkind, E., Heading, R.C.,
Ferguson, A. Changes in clinical features of coeliac disease
in adults in Edinburgh and the Lothians 1960-79. Br Med
J (Clin Res Ed). 1983. 8;286 ( 6359): p. 95-97.

Bottaro, G., Cataldo, E, Rotolo, N., Spina, M., Corazza, G.R. The
clinical pattern of subclinical/silent celiac disease: an analysis on 1026
consecutive cases. Am ] Gastroenterol, 1999. Mar;94(3): p. 691-96.

Miki, M., Collin, P. Coeliac disease. Lancet, 1997. 349: p. 1755-1759.

Abdulkarim , A.S., Murray, ].A. Review article: The diagnosis of
coeliac disease. Aliment Pharmacol Ther, 2003. 17(8): p. 987-995.

Janatuinen, E.K., Kemppainen, T.A., Julkunen, R.J., Kosma, V.M.,
Miki, M., Heikkinen, M., Uusitupa, M.I. No harm from five year
ingestion of oats in coeliac disease. Gut, 2002. 50(3): p. 332-335.

63

2007-08-19 14:08:46



kappa070812.indd 64

58.

59.

60.

61.

62.

63.

64.

65.

66.

67.

68.

69.

70.

71.

72.

73.

64

Stersrud, S., Olsson, M., Arvidsson Lenner, R., Nilsson, L.A.,
Nilsson, O., Kilander, A. Adult coeliac patients do tolerate large
amounts of oats. Eur J Clin Nutr, 2003. 57(1): p. 163-169.

Molteni, N., Caraceni, M.P, Bardella ,M.T., Ortolani,
S., Gandolini, G.G., Bianchi, P Bone mineral density in
adult celiac patients and the effect of gluten-free diet from

childhood. Am J Gastroenterol, 1990. 85(1): p. 51-53.

Valdimarsson, T., Léfman, O., Toss, G., Strom, M. Reversal of osteopenia
with diet in adult coeliac disease. Gut, 1996. 38(3): p. 322-27.

Martinelli, P, Troncone, R., Paparo, E, Torre, P, Trapanese, E., Fasano,
C., Lamberti, A., Budillon, G., Nardone, G., Greco, L. Coeliac disease
and unfavourable outcome of pregnancy. Gut, 2000. 46(3): p. 332-335.

Ferguson, R., Holmes, G.K., Cooke, W.T. Cocliac disease, fertility,
and pregnancy. Scand ] Gastroenterol, 1982. 17(1): p. 65-68.

Hallert, C., Lohiniemi, S. Quality of life of celiac patients living
on a gluten-free diet. Nutrition, 1999. 15(10): p. 795-97.

Wills, A.J., Unsworth, D.J. The neurology of gluten
sensitivity. Curr Opin Neurol, 2002. 15(5): p. 519-523.

Hallert, C., Derefeldt, T. Psychic disturbances in adult coeliac disease.
I: Clinical observations. Scand J Gastroenterol, 1982. 17: p. 17-19.

Hallert, C., Astrom, J. Psychic disturbances in adult coeliac disease, II.
Psychological findings. Scand ] Gastroenterol, 1982. 17(1): p. 21-24.

Hallert, C. Psychiatric illness, gluten, and celiac disease.

Biol Psychiatry, 1982. 17(9): p. 959-961.

Ciacci, C., lavorone, A., Mazzacca, G., De Rosa, A. Depressive symptoms
in adult coeliac disease. Scand. J. Gastroenterol, 1998. 33: p. 247-251.

Logan, R. Problems and pitfalls in epidemiological studies of coeliac
disease in Auricchio. S, Visakorpi JK eds, ed. 1992, Basel Karger. 14-24.

Lo, W., Sano, K., Lebwohl, B., Diamond, B., Green, PH. Changing
presentation of adult celiac disease. Dig. Dis Sci, 2003. 48(2): p. 395-8.

Thompson, T., Dennis, M., Higgins, L.A., Lee, A.R., Sharrett, K.
Gluten-free diet survey: are Americans with celiac disease
consuming recommended amounts of fibre, iron, calcium and

grain foods? J. Hum. Nutr Diet, 2005. 18: p. 163-69.

Hopman, E., le Cessie, S., von Blomberg, B.M., Mearin, M.L. Nutritional
management of the gluten-free diet in young people with celiac disease
in the Netherlands. ] Pediatr Gastroenterol Nutr, 2006. 43: p. 102-108.

Collin, P. Should adults be screened for coeliac
disease? What are the benefits and harms of screening?
Gastroenterology, 2005. 128(4 Suppl 1): p. 104-108.

2007-08-19 14:08:46



kappa070812.indd 65

74.

75.

76.

77.

78.

79.

80.

81.

82.

83.

84.

85.

86.

87.

88.

89.

Lundberg, D., Axelsson ,S. Treatment of chronic pain-
-a systematic literature review. SBU’s summary and
conclusions. Likartidningen, 2006. 17: p. 1297-300.

Merskey, H., Bogduk, N. Classification of Chronic pain:
Descriptions of Chronic Pain Syndromes and Definitions
of Pain Terms. 1994:22, Seattle: IASP Press.

Smith, H.S., Sang, C. N. The evolving nature of
neuropathic pain: individualizing treatment. European
Journal of Pain, 2002. 6(Suppl B): p. 13-18.

Niv, D., Meltzman-Tseikin, A.,Lang, E. Posterpethic neuralgia: what do
we know and where are we heading? Pain Physician, 2004. 7: p. 239-247.

Niv, D., Devor, M. Refractory Neuropathic Pain: The Nature
and Extent of the Problem. Pain Practice, 2006. 6(1): p. 3-9.

Tayloy, R.S. Epidemiology of Refractory Neuropathic
Pain. Pain Practice, 2006. 6(1): p. 22-26.

Dyck, PJ., Thomas, PK., Griffin, ].W., Low, PA., Podulso, J.F. Peripheral
Neuropathy 3rd ed. 1993, Philadelphia: PA: Saunders. 1740.

Jensen, T.S., Krebs, B., Nielsen, J., Rasmussen, P. Immediate and long-
term phantom limb pain in amputes: imcidens, clinical characteristics and
relationship to preamputation limb pain. Pain, 1985. 21: p. 267-278.

Boivie, J. Central pain. In: Merskey H, Loser JD, Dubner R The
Paths of Pain ed. 2005, Seattle: WA TASP Press. 299-307.

Andersen, G., Vestergaard K., Ingeman-Nielsen, M., Jensen T.S.
Incidence of central post-stroke pain. Pain, 1995. 61: p. 187-193.

Boivie, J. Central pain. In: Wall PD, Melzack R eds. Textbook of
pain ed. 1999, Edinburgh: Churchill Livingstone. 879-914.

Merskey, H., Bogduk,N. Classification of Chronic pain:
Descriptions of Chronic Pain Syndromes and Definitions
of Pain Terms. 1994:22, Seattle: IASP Press.

Hansson, P. Neuropathic pain: Clinical characteristics and diagnostic
workup. Euopean Journal of Pain, 2002. 6 ( Suppl. A): p. 47-50.

Jensen, T.S. An improved understanding of neuropathic pain.
European Journal of Pain, 2002. 6( Supp! B): p. 3-11.

Haythornthwaite, J.A., Bernrud-Larsen, L. Pshychological
assesment and treatment of pateints with neuropathic pain.
Curr Pain Headache Rep, 2001. 5: p. 124-129.

Johnson, L., Regaard, A., Herrington, N. Pain in general medical patients:
an adult. In: Dostrovsky JO, Carr DB, Kolzenburg M. eds. Proceedings
of the 10th World Congress on Pain Progress in Pain Research and
Management ed. Vol. 24. 2003, Seattle: WA:ISAP Press. 577-586.

65

2007-08-19 14:08:46



90. Montero, J., Gutierrez-Rivas, E., Pardo, J., Navarro, C. Epidemiological
study of prevalence, incidence and neuropathic pain characterization in
neurology units. Prevadol study. Neurologia, 2005. 20: p. 385-389.

91. Ekter-Andersen, J., Janzon, L., Sjolund, B. Chronic pain and the
socio-demografic environment: results from the pain clinic at Malmo

General Hospital in Sweden. Clin ] Pain, 1993. 9: p. 183-188.

92. Corbin, J., A. L. Accompaniments of chronic illness:
Changes in body, self, biographical time. Research in the
Sociology of Health Care, 1987. 6: p. 249-281.

93. Morse, J. M. Responding to threats to integrity of self.
Advances in Nursing Science, 1997. 19: p. 21-36.

94. Bury, M. The sociology of chronic illness: a review of research

and prospects. Soc Hlth Illness, 1991. 13: p. 451-468.

95. Conrad, P. The experiences of illness: recent and new directions.
In Roth, J,A ,Conrad, P. editors. Research in the sociology of
health care Vol. 6. 1987, Greenwich CT: JAI Press. 1-31.

96.  Grootenhuis, M.A., Koopman, H.M., Verrips, E.G., Vogels, A.G., Last,
B.E Health-related quality of life problems of children aged 8-11 years
with a chronic disease. Dev Neurorehabil, 2007. 10(1): p. 27-33.

97. Karlsen, K.H., Tandberg, E., Arsland, D., Larsen, ]J.P. Health related
quality of life in Parkinson’s disease: a prospective longitudinal
study. ] Neurol Neurosurg Psychiatry, 2000. 69(5): p. 584-589.

98. DPizzi, L.T., Weston, C.M., Goldfarb, N.I., Moretti, D., Cobb, N.,
Howell, J.B., Infantolino, A., Dimarino, A.]., Cohen, S. Impact of
chronic conditions on quality of life in patients with inflammatory
bowel disease. Inflamm Bowel Dis, 2006. 12(1): p. 47-52.

99. Hart, H.E., Redekop, W.K., Bilo, H.J., Meyboom-de Jong, B.,
Berg, M. Health related quality of life in patients with type
I diabetes mellitus: generic & disease-specific measurement.
Indian ] Med Res, 2007. 125(3): p. 203-216.

100. Lohiniemi, S., Mustalahti, K., Collin, P, Milki, M. Measuring
quality of life in coeliac disease patients. In Lohiniemi, S., Mustalahti,
K., Collin, P, Milki. M., eds.Changing Features of Coeliac
Disease p.71. 1998, Tampere: The Finnish Coeliac Society.

101. Ciacci, C., D’Agate, C., De Rosa, A., Franzese, C., Errichiello, S., Gasperi,
V., Pardi, A., Quagliata, D., Visentini, S., Greco, L. Self-rated quality
of life in celiac disease. Dig Dis Sci, 2003. 48(11): p. 2216-2220.

102. Cinquetti, M., Micelli, S., Zoppi, G. Adolescents and celiac disease:
psychological aspects. Pedatr. Med, 1997. 19(6): p. 397-399.

103. Hauser, W., Gold, J., Stein, J., Caspery, W.E, Stallmach, A. Health related
quality of life in adult coeliac disease in Germany: results of a national
survey. Eur. ] Gastroenterol Hepatol, 2006. 18 ( 7): p. 747-754.

66

kappa070812.indd 66 @ 2007-08-19 14:08:46



kappa070812.indd 67

104.

105.

1006.

107.

108.

109.

110.

111.

112.

113.

114.

115.

116.

Fera, T., Cascio, B., Angelini, G., Martini, S., Guidett,i C.S. Affective
disorders and quality of life in adult coeliac disease patients on a gluten-
free diet. Eur J Gastroenterol Hepatol, 2003. 15(12): p. 1287-1292.

Cranney, A., Zarkadas, M., Graham, 1.D.,Switzer, C.
The Canadian celiac health survey — the Ottawa chapter
pilot. BMC Gastroenterology, 2003. 3: p. 1-6.

Meyer-Rosberg , K., Burckhardt, C.S., Huizar, K., Kvarnstrom,
A., Nordfors, L.O., Kristoffersson, A. A comparison of the sf
36 and Nottingham Health Profile in patients with chronic
neuropathic pain. Eur ] Pain, 2001. 5: p. 391-403.

Jensen, M.P, Chodroff, M.]., Dworkin, R.H. The impact
of neuropathic pain on health-related quality of life: Review
and implications. Neurology, 2007. 68: p. 1178-1182.

Hallert, C., Grinné, C., Hultén, S., Midhagen, G., Strém, M., Svensson,
H., Valdimasrsson, T. Living with Coeliac Disease. Controlled study
of the burden of illness. Scand ] Gastroenterol, 2002. 37: p. 39-42.

Gullacksen, A.-C. Nir smirtan blir en del av livet
Livsomstillning vid kronisk sjukdom och funktionshinder, in
Samhillsvetenskapliga fakulteten. 1998, Lund University: Lund.

Primoro, J., Yates B.C., Woods. N.E. Social Support for Women
during Chronic Illness: The Relationship among Sources and Types to
Adjustment. Research in Nursing & Health, 1990. 13: p. 153-161.

Richt, B. Between Two Worlds. On the Conflict Between the
Demands of Life and the Doctor’s Wishes. Learning’s from
Families with a Diabetes-Stricken Child, in The Department
for Theme-based Research — Departement of Health and
Society. 1992, Linképing University: Linkoping.

McColl, M.A., Lei, H., Skinner, H. Structural relationships between social
support and coping. Social Science of Medicine, 1995. 41: p. 395-407.

Lindemann Nelson, H., Lindemann Nelson, J. The Patient in the Family.
An Ethics of Medicine and Families. 1995, London: Routledge.

Roberts, J., Browne, G.B., Streiner, D., Gafni, A., Pallister, R.,
Hoxby, H., Drummond-Young, M., LeGris,]., Meichenbaum,
D. Problem-solving counselling or phone-call support for
outpatients with chronic illness: effective for whom? Canadian
Journal of Nursing research, 1995. 27: p. 111-136.

Anderson, D., Deshaies G., Jobin J. Social support, social
networks and coronary artery disease rehabilitation: A review.

Canadian Journal of Cardiology, 1996. 12: p. 739-744.
Smith, R. T. The rehabilitation of the disabled: the role

of social networks in the recory process. International

Rehabilitation Medicine, 1979. 1: p. 63-72.

67

2007-08-19 14:08:46



kappa070812.indd 68

117.

118.

119.

120.

121.

122.

123.

124.

125.

126.

127.

128.

129.

130.

131.

68

Andersson, R., The unremitting burden on carers.

British Medical Journal, 1987. 294: p. 73-74.

Paulsson, M., Norberg, A., Séderberg, S. Living in the shadow of
fibromyalgic pain: the meaning of female partner’s experiences.
Journal of Clinical Nursing, 2003. 12: p. 235-243.

Séderberg, S., Strand, M., Haapala, M., Lundman, B. Living
with a woman with fibromyalgia from the perspective of the
husband. Journal of Advanced Nursing, 2003. 42: p. 143-150.

Andersson, R. The Quality of Life of Stroke Patients and their
Carers. In Living with Chronic Illness, The experience of Patients
and Their Families (Andersson , R & Bury, M eds). 1988, London:
The Academic Division of Unwin Hyman Ltd. 14-42.

Scott, T., Badura, B. Wives of Heart Attack Patients: The Stress of
Caring. In Living with Chronic Illness, The Experience of Patients
and Their Families ( Andersson , R & Bury, M eds). 1988, London:
The Academic Division of Unwin Hyman Ltd. 117-136.

Bostrom, K., Ahlstrdm G., Sunvisson, H. Being the Next
of Kin of an Adult Person With Muscular Dystrophy.
Clinical Nursing Research, 2006. 15: p. 86-104.

Kuyper, M. B., Wester, E In the Shadow: the Impact of Chronic Illness on
the Patient’s Partner. Qualitative Health Research, 1998. 8: p. 237-253.

Jensen, M. P, Turner, J. A., Romano, J. M., Karoly, P. Coping with

chronic pain: a critical review of the literature. Pain, 1991. 47: p. 249-283.

Lazarus, R. S., Folkman, S. Stress, Appraisal and Coping
1984, New York: Springer Publishing Company.

Brown, G.K., Nicassio, P. M. The development of a questionnaire
for the assessment of active and passive coping strategies

in chronic pain patients. Pain, 1987. 31: p. 53-65.

Rosenstiel, A., K., Keefe, F. J. The use of coping strategies in chronic
low back pain patients: relationship to patient characteristics
and current adjustment. Pain, 1983. 17: p. 33-44.

Mortley, S., Eccleston, C., Williams, A. A Systematic review
and meta-analysis of randomized controlled trials of cognitive
behaviour therapy and behaviour therapy for chronic pain in
adults, excluding headache. Pain, 1999. 80: p. 1-13.

Fernandez, E., Turk, D. The utillity of cognitive coping strategies for
altering pain perception: a meta-analysis. Pain, 1989. 38: p. 123-35.

Merleau - Ponty, M. The Primary of Perception 1964,
Northwestern University Press: James Edie Evanston IL.

Omery, A. Phenomenology: a method for nursing research.
Advances in Nursing Science, 1983. 5(2): p. 49-63.

2007-08-19 14:08:47



kappa070812.indd 69

132.

133.

134.

135.

136.

137.

138.

139.

140.

141.

142.

143.

144.

145.

146.

Morris, M. An Excursion Into Creative Sociology.

1977, New York: Columbia University Press.

Strandmark, M., Hedelin, B. Phenomenological methods reveal
an inside perspective on health and ill health in Hallberg, L. R-
M. Qualitative Methods in Public Health Research: theoretical
foundations and practical examples. 2002, Lund: Studentlitteratur.

Flanagan, C., The critical incident technique.

Psychol.Bull, 1954. 51: p. 327-358.

Andersson, B.-E., Nilsson, S-G. Studies in the reliability and validity of
the critical incident technique. J. Appl.Psychol, 1964. 45: p. 398-403.

Kemppainen, J. The critical incident technique and nursing care quality
research. Journal of Advanced Nursing, 2000. 32: p. 1264-1271.

Bendtsen, P, Hensing, G., Ebeling, C., Schedin, A. What
are the qualities of dilemmas experienced when prescribing
opioids in general practice? Pain, 1999: p. 89-96.

Bendtsen, P, Hensing, G., McKenzie, L., Stridsman, A-
K. Prescribing benzodiazepines - a critical incident study of a

physician dilemma. Soc. Sci Med, 1999. 49: p. 459-67.

WHA; General Assembly, World Medical Association
Declaration of Helsinki, Ethical Principles for Medical
Research Involving Human Subjects. 2004: Tokyo.

Stromberg, A., Brostrém, A., Dahlstrém, U., Fridlund, B.
Factors influencing patient compliance with therapeutic
regimes in chronic heart failure: A critical incident technique
analysis. Heart & Lung, 1999. 28: p. 334-341.

Ivarsson, B., Larsson, S., Sjoberg, T. Patients experiences of support
while waiting for cardiac surgery. A critical incident technique analysis.
European Journal of Cardiovascular Nursing, 2004. 3: p. 183-191.

Sverker, A., Hensing, G., Hallert, C. ’Controlled by food’ - lived
experiences of coeliac disease. ] Hum Nutr Dietet, 2005. 18: p. 171-180.

Hensing, G.K.E., Sverker, A. M., Leijon, G.S. Experienced dilemmas
of everyday life in chronic neuropathic pain patients - results from a
critical incident study. Scand J Caring Sci, 2007. 21: p. 147-154.

Kvale, S. Den kvalitativa forskningsintervjun.
1997, Lund: Studentlitteratur.

Dahlgren, L., Emmelin, M., Winkvist, A. Qualitative Methodology
for International Public Health. 2004, Ume3:
Print and Media , Umed University.

Svensson, P-G. Forstdelse, trovirdighet eller validitet? I B
Starrin & P-G Svensson (Red) Kvalitativa studier i teori
och praktik 1966, Lund: Studentlitteratur. 209-227.

69

2007-08-19 14:08:47



kappa070812.indd 70

147.

148.

149.

150.

151.

152.

153.

154.

155.

156.

157.

158.

159.

160.

70

Graneheim, U.H., Lundman B. Qualitative content analysis in
nursing research: concepts, procedures and measures to achieve
trustworthiness. Nurse Education Today, 2004. 24(2): p. 105-112.

Schneider, J. W., Conrad, P. In the closet with illness: epilepsy, stigma

potential and information control. Social Problems, 1980. 28: p. 32-44.

Charmaz, K. Good Days, Bad days: The self in chronic illness and
Times. 1991, New Brunnswick, New Jersey: Rutgers University Press.

Johnson, S. B., Rosenbloom, A. L. Behavioural aspects
of diabetes mellitus in childhood and adolescence.

Psychiatr Clin North Am, 1982. 5(2): p. 357-369.

Joachim, G., Acorn, S. Stigma of visible and invisible chronic
conditions. Journal of Advanced Nursing, 2000. 36 (1): p. 23-31.

Caress, A.-L., Luker, K.A., Owens, G. A descriptive study
of meaning of illness in chronic renal disease. Journal

of Advanced Nursing, 2001. 39(1): p. 87-95.

Asbring, P, Nirvanen, A-L. Women's experiences of Stigma
in relation to chronic Fatique Syndrome and Fibromyalgia.
Qualitative Health Research, 2002. 12(2): p. 148-160.

Barroso, J., Powell-Cope, G.M. Metasynthesis of
Qualitative Research on living with HIV infection.
Qualitative Health Research, 2000. 5: p. 340-354.

Gordon, PA., Feldman, D., Crose, R. The meaning of Disability:
How women with chronic illness view their experiences. Journal
of Rehabilitation / July-August-Sept, 1998: p. 5-10.

Thomas, S.P. A phenomenological study of chronic pain. Western
Journal of Nursing Research, 2000. 22 (6): p. 683-705.

Eriksson, M., Svedlund, M. “The Intruder”: spouses *
narratives about life with a chronically ill partner. Journal

of Clinical Nursing, 2006. 15: p. 324-333.

Anderssson, R. The Quality of Life of Stroke Patients and their
Carers. In Living with Chronic Illness, The experience of Patients
and Their Families ( Andersson , R & Bury, M eds). 1988, London:
The Academic Division of Unwin Hyman Ltd. 14-42.

Pinder, R. Striking Balances: Living with Parkinson’s Disease. In
Living with Chronic Illness, The experience of Patients and Their
Families ( Andersson , R & Bury, M eds) 1988, London: Published
by the Academic Division of Unwin Hyman Ltd. 67-88.

Emery, C., Frid, DJ., Engebretson, TO., Alonzo, AA., Fish,
A., Ferketich ,AK., Reynolds ,NR., Dujardin, JP, Homan ,JE.,
Stern, S.L. Gender differences in quality of life among cardiac
patients. Psychosom Med, 2004. 66(2): p. 190-197.

2007-08-19 14:08:47



kappa070812.indd 71

161.

162.

163.

164.

165.

166.

167.

168.

169.

170.

171.

172.

173.

174.

Gregory , S. Living with chronic illness in the family
setting. Sociol Health Illn, 2005. 27(3): p. 372-392.

Brown, S., Williams, A. Women’s experiences of rheumatoid
arthritis. Journal of Advanced Nursing, 1995. 21: p. 695-701.

Robinson, C.A. Managing life with a chronic condition: The story of
normalization. Qualitative Health Research, 1993. 3(1): p. 6-28.

Rush Michael, S. Integrating Chronic Illness into one’s life.
Journal of Holistic Nursing, 1996. 14: p. 251-267.

Ivarsson, B., Sjéberg, T., Larsson, S. Waiting for cardiac
surgery - support experienced by next of kin. European
Journal of Cardiovascular Nursing, 2005. 4: p. 145-152.

Ringsberg, K.C., Timpka, T. Clinical health education
for patients with asthma-like symptoms but negative
asthma tests. Allergy, 2001. 56: p. 1049-1054.

Ringsberg, K.C., Lepp, M., Finnstrém, B. Experiences by patients
with asthma-like symptoms of a problem-based learning health
education programme. Family Practice, 2002. 19: p. 290-293.

Mufioz-Furlong, A. Daily coping strategies for patients and
their families. Pediatrics, 2003. 111(6 Pt 3): p. 1654-1661.

Hjermstad, M.]., Fayers, PM., Bjordal, K., Kaasa, S. Health-
related quality of life in the general Norwegian population
assessed by the European Organization for Research and
Treatment of Cancer Core Quality-of-Life Questionnaire: the
QLQ=C30 (+ 3). ] Clin Oncol, 1998. 16(3): p. 1188-1196.

Hopman, W.M., Towheed, T., Anastassiades, T., Tenenhouse, A.,
Poliquin, S., Berger, C., Joseph, L., Brown, J.P,, Murray ,T.M., Adachi,
J.D., Hanley, D.A., Papadimitropoulos, E. Canadian normative data
for the SF-36 health survey. Canadian Multicentre Osteoporosis

Study Research Group. CMA]., 2000. 8(3): p. 265-271.

Michelson, H., Bolund ,C., Nilsson, B., Brandberg ,Y.
Health-related quality of life measured by the EORTC
QLQ-C30--reference values from a large sample of Swedish
population. Acta Oncol, 2000. 39(4): p. 477-484.

King, K.M. Gender and short-term recovery from

cardiac. Nurs Res, 2000. 49(1): p. 29-36.

Federation of Swedish County Councils and the County
Council of Stockholm, Has gender importance? - high-
quality workmanship and gender perspective. 2001.

Ostlund, G.M., Borg, K.E., Wide, P, Hensing, G.K., Alexanderson, K.A.
Clients’ perceptions of contact with professionals within healthcare and
social insurance offices. Scand ] Public Health, 2003. 31(4): p. 275-282.

71

2007-08-19 14:08:47



