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SAMMANFATTNING 

 

Bakgrund: Diabetes är en kronisk sjukdom och personer med diabetes har fördubblats de 
sista 20 åren. Personers erfarenheter av ett liv med diabetes är användbara för att öka 
förståelsen för personer med diabetes förmåga att hantera, acceptera och möjligheter att 
försonas med ett liv med diabetes. 

Syfte: Denna studies syfte var att beskriva personers upplevelser av att leva med 
insulinbehandlad diabetes. 

Metod: Studien är en kvalitativ beskrivande studie med ett induktivt förhållningssätt.  Data 
samlades in genom intervjuer med 19 personer med insulinbehandlad diabetes från två 
diabeteskliniker på två sjukhus i mellersta Sverige. Data analyserades med en kvalitativ 
innehållsanalys. 

Resultat: Runt tiden för diagnosen var att leva med diabetes att förlora kontrollen över sig 
själv och sitt liv. Genom flexibla strategier kunde de återta kontrollen över sig själv och sitt 
liv. Genom att leva i nuet fann de ett sätt att leva med ohälsa som en del av livet.   

Slutsats: Personer med insulinbehandlad diabetes behövde utveckla flexibla strategier för 
det dagliga livet. Med strategiernas hjälp och en positiv attityd kunde de kontinuerligt 
omvärdera sin planering för en yttre form av försoning. Hotet från framtida komplikationer 
utgjorde ett hinder för en inre form av försoning. 

Nyckelord: Insulinbehandlad diabetes, försoning, kronisk sjukdom, kvalitativ 
innehållsanalys, personers erfarenheter. 



 

ABSTRACT 
 

Background:  Diabetes mellitus is a common disease and people with diabetes have 
doubled the last 20 years. Individual’s experiences in living with diabetes is useful to increase 
the understanding of persons with diabetes ability to manage, accept and possibilities to 
reconcile with a life with diabetes. 

Aim: The aim of this study was to describe person’s experiences of living with insulin 
dependent diabetes. 

Method: The study is a qualitative descriptive study with an inductive approach. Nineteen 
persons with insulin dependent diabetes mellitus was recruited from diabetic clinics at two 
hospitals in the middle of Sweden. The analysis was made with a qualitative content analysis. 

Findings: Time around the diagnosis living with diabetes was losing control of self and life. 
By flexible strategies they could regain control of self and life. By living in the present they 
found a way to live with illness as a part of life.   

Conclusions: Persons with insulin dependent diabetes needed to develop flexible strategies 
for daily life. With the help of strategies and a positive attitude they could continuously re-
evaluate their planning for outer form of reconciliation. The threat of future complications 
constitutes an obstacle to inner form of reconciliation. 

Keywords: Chronic disease, insulin dependent diabetes, persons experiences, qualitative 
content analysis, reconciliation.  
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1 INTRODUCTION 

It is becoming more and more common to live with chronic diseases during a large part of 
life. A common chronic disease which increases in all ages is diabetes mellitus. It is a disease 
that we often read about, a lot of research has been done and new medicines and equipment 
have been developed. When new and better treatment are developed the disease can at worst 
be looked upon as unproblematic to live with.  

As a clinical nurse, you often meet patients with diabetes. These patients have complications 
to their diabetes, which both gives illness and is life-threatening. As a relative you can 
experience how the disease affected both physical health and everyday life. Based on these 
experiences it can be problematic to live with diabetes, but these are only some of the issues 
these patients face. For that reason, I am interested in knowing more about how to live with 
diabetes. Based on the perspective that the disease does not seem to be perceived as "a 
problem" to people in general, even health professionals, it is important to describe the 
different experiences that people have living with diabetes. Especially considering that 
person-centered care, described by Morgan and Yoder (2012), should be designed to provide 
care that is respectful and individualized. 

This master thesis describes how persons with insulin dependent diabetes experience their 
life with diabetes. In that way I have tried to capture the different stages of life in relation to 
the various stages of the disease, and what thoughts and experiences people themselves have. 
By doing so, I hope to provide a broader picture that includes more aspects about the process 
of falling ill and how life can be living with insulin dependent diabetes.  

In order to live a good life with a chronic disease, the literature describes that it is necessary 
to relate to the disease in a way that makes everyday life work. By seeing the disease as 
unproblematic and/or neglecting the problems the disease can cause, it is easy to assume that 
persons with diabetes mellitus are reconciled with the consequences of the disease or, at 
least, accept their situation. For that reason, I want in this master thesis show how people can 
perceive to live with insulin dependent diabetes, but also how they look at their possibilities 
of reconciliation with the changes in life that the disease causes. 
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2 BACKGRUND 

In the background, one is given a picture of the disease, its widening and consequences, as 
well as how the treatment and the ill health that the disease causes may be of significance 
importance for the ability to reconcile the consequences of the disease. The background 
describe further the theoretical framework as the meaning of reconciliation related to health 
and suffering from a caring perspective, person-centered care and end with a study rationale.  

2.1 Diabetes mellitus 
Diabetes mellitus is a common disease as without treatment leads to severe and live-treating 
multi-organ sequela. Most cases off diabetes mellitus classifies in type 1 and type 2. Type 1, 
often debut during childhood and has an autoimmune component while type 2, debuts 
relatively late and developing of insulin resistance and/or deficiency. Diabetes is not a 
homogenous disease but composed by many different disease with a common denominator- 
hyperglycemia (David Leslie, Palmer, Schloot & Lernmark, 2016). Type 2 diabetes accounting 
for the majority (>85%) of total diabetes prevalence. The latest estimates show a global 
prevalence of 382 million people (8,3 %) with diabetes in 2013, expected to rise to 592 
million (10,1 %) by 2035. The incidence in European countries are around 7 per 1000 per 
year in Western populations. The prevalence of type 2 diabetes is lowest in rural areas of 
developing countries, generally intermediate in developed countries, and highest in certain 
ethnic groups, particularly those that have adopted Western lifestyle patterns. Populations 
with the highest prevalence have a high prevalence of obesity. Randomized clinical trials in 
several countries have provided evidence that progression to type 2 diabetes can be reduced 
by intensive lifestyle intervention with diet or physical activity, or with drug therapy using 
glucose-lowering treatment. Type 1 diabetes can occur at any age, but in most populations the 
incidence is highest between birth and 14 years old and the incidence is higher in populations 
of European origin than in non-Europeans. Type 1 need balancing diet, physical activity and 
glucose-lowering treatment. Both type 1 and type 2 diabetes with hyperglycemia can lead to 
multisystem complications as retinopathy, nephropathy and neuropathy and ischemic heart 
disease, stroke and peripheral vascular disease (Gandhi Forouhi & Wareham, 2014).  
Hypoglycemia is an important complication related to glucose-lowering therapy in patients 
with diabetes mellitus. Complications of diabetes related hypoglycemia are acute 
cerebrovascular disease, myocardial infarction, neurocognitive dysfunction and retinal cell 
death. On the long term hypoglycemia can give health-related quality of life problems related 
to sleep, driving, employment and recreational activities involving exercise and traveling 
(Kalra, et al., 2013).  

The number of people with diabetes in the world has doubled the last 20 years and the most 
alarming is that type 2 increase in children, teenager and young adult worldwide. Even if the 
traditional risk factors for type 2 diabetes are genetic and related to lifestyle and behavior, 
other factors are now of great interest as e.g. epigenetic mechanism and the effect of the 
intrauterine environment (Zimmet, Magliano, Herman & Shaw, 2014). 
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2.2 Diabetes and medical treatment 
The adherence with treatment may be due to the persons experiences of discomfort from the 
diagnosed disease, the knowledge of the complications mentioned by the doctor or if the 
complication warned against perceived to lay many years ahead. The patients need 
information about their disease and understanding the encounter they need to manage. The 
complexity in the therapeutic regime together with the lack of adequate knowledge make it 
very difficult to adhere every day in the same way and to adapt to constant changes in 
activity, diet and emotional state. Many people find the introduction of insulin as a major 
crisis, losing completely control over their body. Others feel that the introduction of insulin 
instead gave them more control over the body (Vermeire, Van Royen, Coenen, Wens, & 
Denekens, 2003). Because the disease is chronic, they will be forced to live with it for the rest 
of their lives, treatment is necessary and can make a good life possible (Johansson, Ekebergh 
& Dahlberg, 2009).  Health-care professionals play an important role in decision-making 
where the participants consulting them what to do related to their professionals knowledge 
about diabetes. Health-care professional’s knowledge help them to develop preventing 
strategies to avoid hypoglycaemic event (Shu-Xian Tan, Chen, Taylor & Hegney, 2012). 

There are difficulties in the healthcare system to meet the needs of patients with diabetes. 
There are needs for joint consultation with multi-disciplinary team, flexible access for 
consultation and shared decision making to enhance treatment outcomes (Wiley et al., 2013). 
Patients often feel that the information provide do not align with individual patient 
information needs. The information given need to include a broader range of lifestyle issues 
(Edwards et al., 2006). Using the patient’s individual profile to personalizing the 
management of diabetes can help improving therapy adherence and treatment outcome 
(Ceriello et al., 2012).  There is a correlation between adherence and support from doctors, 
nurses, educators and family as well as for sense of normality, experience of results, energy, 
motivation and sense of responsibility (Fernandes, Wales, Crisp & Kyngas, 2011). It is 
important for people with diabetes to develop a flexible regime that can facilitate both quality 
of life and medical outcomes (Frost, Garside, Cooper & Britten, 2014). 

2.3 Diabetes and illness 
The essential meaning of falling ill with diabetes can be a fight not becoming ones illness. 
That everything is to remain as usual and that the new situation will become the natural one. 
The denial of the disease can lead to a false reconciliation, an acceptance to be able to go on. 
The person have no other choice than be adaptable to their illness to feel well (Johansson et 
al., 2009). The result indicate that more caring focus needs to be directed to the process of 
falling ill.    

The body imbalance is a sign of illness but is often explained at first as dependent on natural 
causes or as a part of life. Others sought other explanations because of the recognition of 
illness as diabetes from family members or friends (Johansson et al., 2009). Patients are 
more or less prepared when the diagnosis comes. Some have experiences of diabetes in their 
family or have symptoms that they refer to as diabetes. Some patients don’t feel that they 
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have diabetes yet even if they have had their diagnosis several years ago and the diagnosis 
itself does not motivate a life style change (Smide & Hörnsten, 2009). Others experience life 
changing over one night. For some, the diagnosis came as a shock, from being well to be 
diagnosed with a chronical disease. Others feel a relief about getting an explanation of the 
imbalance in the body that they experience for some time (Johansson et al., 2009). Listening 
to the body signs and symptoms could later become a tool for decision-making or feeling 
good in general living with diabetes (Kneck, Klang & Fagerberg, 2012). 

There is a need for patients to have a feeling of empowerment of managing their illness in 
relation to other aspect in life. Timely and tailored information and support over time can 
help people to develop a flexible regime to handle both quality of life and medical treatment 
(Frost, Garside, Cooper & Britten, 2014). The overtime support from both professional and 
relatives are important for the patient’s self-management ability and diabetes empowerment 
(Isaksson, Hajdarevic, Abramsson, Stenvall & Hörnsten, 2015). It is important with support 
from friends in the same age for teenagers (Huston et al., 2016) and   together with illness 
experience, personal believes and live situation social support are described as important for 
the integration of chronical ill self-management (Audulv, Norbergh & Asplund, 2012). To not 
becoming ones illness it is important that the support do not feel like a strain but is based on 
their own support needs (Johansson et al., 2009) and 0penness at the recipient enabling 
support from others (Johansson, Almerud Österberg, Leksell & Berglund, 2016). 

Young people with type 1 diabetes need more support and information from healthcare 
professionals even later and not only in the initial diagnosis phase.  They want support that is 
not authoritative in the interaction with healthcare professionals and emotional support. 
They also need to meet others in their own age to successfully manage the illness (Scholes et 
al, 2012). Young people needed support and information but also a space for development on 
their own terms (Karlsson, Arman & Wikblad, 2008). For pregnant women still in the denial 
phase is it important of psychological support to be able to cope with the illness since the 
pregnancy can be a fearful and worrying time for both the woman and her family. They need 
therefore support from a multidisciplinary team with a positive, balanced and holistic 
approach to care (Woolley et al., 2014). Effective partnership with health-care professionals 
are important, specifically diabetes specialist nurses in general, who have been reported to 
increase the ability to self-manage the disease (Shu-Xian, Chen, Taylor & Hegney, 2012).    

Duration of illness are not always important for the understanding of illness. Still three years 
after the diagnoses the informants find it hard to find a balance in life (Kneck et al., 2012). 
Living with diabetes is to take responsibility for balancing the blood sugar levels and 
incorporating the illness into life witch necessitates knowledge and sensitivity to changes. 
Learning is driven by the tension caused by the need for and dependence on safe blood sugar 
control, the fear of losing that control, and the fear of future complications (Johansson, 
Almerud Österberg, Leksell & Berglund, 2015). Reflection is important in supporting learning 
to live with diabetes to promote health and well-being. Reflection is also a tool for exchange 
of experiences with others. For patients with newly diagnosed diabetes others stories can 
help as an initiator in the search of knowledge about the disease and how its development can 
be slowed (Johansson et al., 2016). Persons who have formed a positive images of their 
illness tended to view it as something they must live with and they seemed to accept the 
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condition as a part of themselves. They who formed negative images tried instead keep the 
disease hidden so that it did not appear to have any mayor impact of their lives. Negative 
images can be a result of thinking that other blaming them for their own condition or are 
treating them different as a result of social stigma (Kato et al., 2016). 

It is possible to use a process model of integrating lifestyle change. The model describes the 
integrating process as a process with three stages. The first stage is to establishing a pattern 
as awareness of personal threat and vulnerability as well as living with diabetes. The second 
stage as embedding a pattern as automatic strategies. The third stage as living a pattern as 
the chronic illness was no longer at the forefront in lives (Whittemore, Chase, Mandle & Roy, 
2002). The study also highlight the challenges to integrating lifestyle change into type 2 
diabetes. Early in the process was a big challenge to reconcile emotions for example fear with 
regard to insulin, blood sugar level, complications, poor health or death. The emotions could 
also direct their actions to take care of them self in hope for another future path (Whittemore 
et al., 2002).  Another study indicate that it takes time to understand the need of planning 
activities witch often can be experienced as a lack of autonomy. Despite this, it is necessary to 
take early control of the disease to avoid future risks of damage to the body later in life 
(Johnsson et al., 2009). Taking control and responsibility of their diabetes can lead to higher 
autonomy and health-care professional can hold a more supportive role (Shu-Xian et al., 
2012).  Being responsible for continually maintaining this control can lead to a feeling of 
loneliness in life (Johansson et al., 2009). 

People living with chronic diseases are conflicted by different incompatible perspectives as 
social and medical needs when taking decision about self-management (Audulv, Norbergh, 
Asplund & Hörnsten, 2009). A study of the self-management process show that the process 
was influenced by perceptions of the seriousness and threat of the disease. The process was 
influenced by the intensity and nature of the ill person’s emotional response to the disease 
and its management. The goals and expectations for living with the disease and for living in 
general was influenced by the process. The perceptions of the outcome and impacts of self-
management influence the self-management process. The conclusion of the study are that 
illness integration and self-management processes develops simultaneously (Hörnsten, 
Jutterström, Audulv & Lundman, 2010). When diabetes is integrated the person being 
changed, illness is involved in the body and life has formed a new way of being (Kneck et al., 
2012). 

2.4 The meaning of reconciliation related to health and suffering 
This master's thesis is based on the theoretical perspective described in the theory model for 
the phenomenon reconciliation with health and suffering by Gustafsson (2008). 

Reconciliation can be seen as a process. A process and a movement that never will be ended 
or fulfilled. Reconciliation means an experienced transition from part to whole, but also a 
healing process between past, present and linear to the future. Reconciliation can sometimes 
merge opposites, give new insights and create a new wholeness in life. Through reconciliation 
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can the person leave the fear and the old behind and become a new renewed unit. The 
reconciled person can also through the new renewed unit become connect with others when 
the fear no longer occupy her. To unit herself to others and to herself, to unify opposites it 
necessary for the person to reconcile and find balance and harmony in her suffering 
(Gustafsson, 2008). 

The meaning of reconciliation related to health and suffering from a caring perspective can 
be described as two different kind of meaning of reconciliation - an outer form of meaning 
and an inner form of meaning. The meaning of the outer form of reconciliation illuminates 
human relationships to health and suffering, how reconciliation show itself. The person 
opens again for life, feel less divided and sees the way forward in a clearer way. In order to do 
so, the person has to give up what it used to be true and transform herself into a new 
conformation. Reconciliation can also involve a healing process between past, present and 
future. The meaning of the inner form of reconciliation illustrates how reconciliation 
manifests itself, its form and position, in relation to human health and suffering. Through 
reconciliation, opposites can be combined in a heterogeneous synthesis.  Through this new 
whole, human beings find meaning in life and can exploit her full potential (Gustafsson, 
2008). 

2.5 Person-centered care 
Morgan and Yoder (2012) summarize person-centered care as a holistic (bio-psycho social-
spiritual) approach to provide care that is respectful and individualized and provides a care 
relationship where the person is authorized to participate in health decisions at which level of 
care the person may wish. Ekman et al., (2011) highlight the importance of seeing the person 
behind the patient role where the person is seen as an active partner, unlike a patient who 
may mean taking a role as a passive recipient of care. 

2.6 Study rationale 
Earlier studies show that diabetes mellitus is a common disease and people with diabetes 
mellitus have doubled in the last 20 years. Both type 1 and type 2 diabetes can lead to 
multisystem complications and give health-related quality of life problems. Patients are more 
or less prepared when the diagnosis comes. Some had experiences of diabetes in their family 
while others don’t felt that they had diabetes yet even if they had their diagnosis several years 
ago. The complexity in the therapeutic regime together with the lack of adequate knowledge 
made it often difficult to adhere everyday life. Duration of illness isn’t important for the 
understanding of illness and still after several years it can be problematic to find a balance in 
life. There are difficulties in the healthcare system to meet the needs of patients with diabetes 
from a person-centered care perspective. Patients often feel that the information provide 
does not meet the individual patients information needs. The information given need to 
include a broader range of lifestyle issues. Simultaneously considered support from 
professionals and relatives as important for the integration of chronical ill self-management. 
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Studies show how to use a process model for integrating lifestyle changes at person with 
diabetes mellitus but also that the process will never ended or be fulfilled. There is a lack of 
studies upon the process of falling ill as well as studies of the process of living with diabetes 
mellitus from the diagnosis, present times and future perspectives.  

Reconciliation can be approached as a process. Reconciliation means an experienced 
transition from part to whole, but also a healing process between past, present and linear to 
the future. Earlier research showed that denial of the disease could lead to acceptation of the 
disease but not a real reconciliation with the life that lives. The meaning of falling ill with 
diabetes can be a fight not becoming ones illness. These findings naturally raise questions 
about how persons experience a life with insulin dependent diabetes. 

3 AIM 

The aim of this study was to describe person’s experiences of living with insulin dependent 
diabetes. 

4 METHOD 

This study is a qualitative descriptive study with persons diagnosed with insulin-dependent 
diabetes living in the middle of Sweden. The study has a qualitative approach depending on 
the purpose of gaining a deeper understanding as well as the research issue that involves 
searching for the under laying meaning in the text (Polit & Beck, 2017). Inductive approach is 
described as an unconditionally analysis of texts (Lundman & Hällgren Granheim, 2008) as 
in this paper based upon peoples descriptions living with insulin dependent diabetes 
mellitus. There is a challenge in conducting inductive analysis to avoid surface descriptions 
and general summeries (Graneheim, Lindgren & Lundman, 2017). 

Qualitative content analysis is a method to analyze qualitative data and focus on subject, 
context and variation as similarities and differences between parts of the text. Interpretations 
of the latent content happen distance from the text but still close to the participants´ lived 
experiences (Graneheim & Lundman, 2004). In latent analysis, one searches for a deeper 
understanding of the phenomenon. How the material is interpreted and encoded is crucial to 
the credibility and transferability of the results and are seen as key processes in the analysis 
(Lundman & Hällgren Granheim, 2008).  A key issue in the analysis process is also to keep 
abstraction levels and interpretation degrees logical and congruent throughout the analysis 
(Graneheim et al., 2017).  
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4.1 Participants 
The participants was recruited from diabetic clinics at two hospitals in the middle of Sweden. 
Patients who had insulin dependent diabetes for at least one year was contacted by diabetes 
nurses at their reception and invited to participate in the study. The selection was not 
conscious strategic, but appropriate based on the aim of the study and the people with insulin 
dependent diabetes who diabetes nurses chose randomly gave a rich variety. Nineteen 
participants, nine women and ten men, at the age of 19 to 75 who had been diagnosed with 
diabetes mellitus between one year and 42 years ago accepted to be included in the study. 
The patients were sent a letter by the interviewer containing an explaining of the study, 
followed by a telephone call who gave further information about the study and asked the 
persons if they were willing to be interviewed. 

Tabell 1. Participants 

Number Gender Age Years since diagnosis 
1 Female 30 3 
2 Female 53 13 
3 Female 29 10 
4 Female 45 20 
5 Female 45 42 
6 Male 30 6 
7 Female 30 1 
8 Male 20 3 
9 Female 24 1.5 
10 Male 55 3 
11 Male 30 1 
12 Male 30 3 
13 Male 75 15 
14 Male 50 35 
15 Male 50 38 
16 Male 33 18 
17 Female 63 20 
18 Female 60 5 
19 Male 60 36 

4.2 Data collection 
The interviews with the patients were performed in the form of a conversation and not based 
on an interview guide. Examples of questions asked were: Do you want to tell me how it is to 
live with diabetes? How could it be?  Why not? The respondents were asked to describe their 
experiences in living with insulin dependent diabetes in order to capture their lived 
experiences. They talked openly about what was important to them based on the focus of the 
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study. The participants has had the opportunity to choose what they wanted to share based 
on their experiences. The interviewer asked clarifying and probing question. The interview 
lasted approximately 60 minutes. The participants chose were the interviews were held. They 
took place in the respondent’s homes or in the interviewer’s office.  The interviews were 
audi0-recorded and transcribed verbatim, including pauses and expressions of emotions, 
because of the importance of the understanding of the whole text. The written description 
from the participants were coded and not possible to identify based on their answers.  

4.3 Data analysis 
The analysis central concept in qualitative content analysis are unite of analysis, content area, 
domain, meaning unit, condensed meaning, abstraction, code, category and theme 
(Lundman & Hällgren Granheim, 2008). For this master's thesis I have analyzed data 
collected in 2003 with a qualitative content analysis.  

The analysis has been inductive based on what the material express. The text was read a 
number of times to get an overall picture of the text in a naive reading. The parts of the text 
that responded to the purpose of the study were picked out from the text, composed to a text 
and became the unit of analysis. Natural domains of the process of reconciliation from past, 
present times and future was shown inductive during naive reading. According to Lundman 
and Hällgren Granheim (2008) a domain is parts of text which is about a specific topic, are a 
rough structure and are possible to identify with a low grade of interpretation. Meanings 
units corresponding to the purpose was marked in the text and was 426 to the number. The 
meaning unit for the domain of the time fore and around the diagnosis was 105, the present 
times 174 and thoughts about the future 47. In the next step, the text was abstracted in 
sentences by interpretation to obtain the meaning of the text as condensed meaning. The 
following abstractions include, encoding, categorizing and themes at different levels. In the 
first step of these abstractions, the condensed sentences were encoded where I in the coding 
scheme wrote down what I meant by the content of the different codes in relation to the 
context. The different codes were compared to similarities and differences so that no visible 
overlaps were found in respective codes. In the next step, the codes brought together in 
categories whose contents can be returned to the contents of the conjugated entities.  The 
categories answer the purpose and represents a further step in the interpretation of the 
meaning. In the last step the formulation of several themes running through these categories 
as the interpretation of the underlying meaning of the text. It’s important to have in mind 
that the process of analysis involves a back and forth movement between the whole and parts 
of the text during the hole analyze process.  Table 2 below provides an example of the 
analysis from meaning unites to category. 
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Table 2. Example of the analysis process 

Domain Meaning unites Condensed 
meaning 

Code Subcategories Category 

Time 
around the 
diagnosis 

My first reaction 
came at the hospital 
four days after 
diagnosis. It was 
first then I reacted. 
It struck me that I 
never get something 
more, I thought so, 
and I’ll never eat a 
cake again. I was so 
sad ... I just cried 
and cried. 

Insight to be 
forced to 
refrain from 
past 
enjoyment led 
to the 
experience of 
grief. 

Loss Insight into ill 
health 

Internal control 

 

Finally, the result show de descriptions of the participant’s experiences of a life with insulin 
dependent diabetes from domain through subcategories, categories and themes confirmed 
with representative quotations from the transcribed text.   

4.4 Ethical considerations 

The study following the ethical recommendations and Codex of the Swedish Research 
Council (Vetenskapsrådet, 2017) and national and local rules to protect the participant’s 
rights. Its good science and a responsibility by the researcher to be familiar with research 
literature and standards (Polit & Beck, 2017). According to Kjellström (2012) ethical 
considerations should be made throughout the entire research process. Initially, the study 
needs to be motivated, which in this case is motivated by the absence of studies with this 
particular focus, but also that previous studies require additional research in the field. The 
regional ethical committee at Örebro university hospital ref 129/03 has approved this study. 
Voluntary participation was based on informed consent and the participants were guaranteed 
confidentiality. They was initially informed of the aim of the study and of their right to at any 
time cancel their participation without giving reasons. Written consent was given by all 
participants. For increased transparency the procedures for protecting study participants are 
described under the method section.  The material was treated confidentially first by the 
interview and during the work of this master thesis by the author and kept in a locked safe at 
the university. 
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5 RESULTS 

The result below show the participant’s description of their experiences of a life with insulin 
dependent diabetes. An overview of domains, subcategories, categories and themes is shown 
in Table 3. 

Table 3. Domains, subcategories, categories and themes. 

Domain Subcategories Categories Theme 

Time around the 
diagnosis 

 

 

 

 

 

 

 

 

Insight into ill health 

Controlling blood 
sugar level 

The importance of 
knowledge 

Life style change 

 

Demands of handling 
the situation 

To be treated 
differently 

Support from others 

Internal control 

 

 

 

 

 

External control 

 

 

Losing control of self 
and life 

Present time Planning strategies 

Struggling for balance  

 

Relation to self and 
others 

Adaptation 

Tool 

 

 

Approach 

 

Regain control in self 
and life 

Thoughts about the 
future 

Threat to health and 
life 

To hide 

 

Uncertainty  

To take a risk 

To hope 

Evasion 

 

 

 

Adaptation 

Finding a way to live 
with illness as a part of 
life 



 

12 

 

5.1 Time around the diagnosis 
The first domain that appeared in the text was time around the diagnosis. Living with 
diabetes was losing control of self and life. Persons with insulin dependent diabetes struggled 
with feelings, feelings of being the one who was affected of ill health and what this will mean 
for self and life. They experienced lack of competence to handle the disease and limitations in 
life in relation to how they previously chosen to live.  

All participants expressed to some extent that diabetes took over their life and they felt that 
the disease never will leave them and their body. The time around the diagnosis was a 
turbulent time of internal and external struggle about what the disease will mean for them 
personally an in everyday life. Losing control was a way to feeling confined and not free to do 
what one wants. A life with diabetes was perceived as a life with limitations. 

5.1.1 Internal control 

The participants described internal control as a way to get a grasp of the body, feeling of 
possible illness or some time even the recognition of diabetes. Even if they to some extent 
could feel some control over the body when the diagnosis came it also aw0ke a lot of different 
feelings of anger and self-pity. Living with diabetes required life style change. The life with 
diabetes was a balance act between controlling and being controlled by the blood sugar level. 
By controlling blood sugar level, some felt free while others only felt ill-health. To lose control 
was for them scary and sometimes even life- threatening. To understand through knowledge 
and getting a picture about the disease and what it could mean gave a certain sense of control 
and that a life with the disease was possible to live. 

Insight into ill health was for the participants a change in the body as increased thirst or 
fatigue. The body change led for some to a self-diagnosis because of the recognition of 
diabetes, for other the body change led to an insight into possible illness.  

               I do sport, like quite a lot …and then this is ... then it has been noticed, but maybe I did not 
understand it ... but then I became bad then, pretty bad. Yes, I was tired of nothing ... and it 
was abnormal. And ... then I realized that it cannot go on like this and then I went there (P: 6). 

When the diagnosis was set some saw the diagnosis of diabetes as a punishment for a good 
life. They saw the diagnosis and a life as diabetic as a life with limitations with no value left. 
For them the diagnosis came as a shock and it felt unfair not being able to get healthy again. 

               Yes, first I became really angry, I'll always be when I find out something ... because it was like 
hell that you cannot get well. It felt like a handicap anyway. And I knew that I would have this 
disease my whole life (P: 2).  

Others felt that the diagnosis of diabetes was something to take on serious but not life 
changing. Some of the participants had no insight in their illness at all. They had no 
knowledge about the disease or concern or sorrow about the situation they were in. They only 
hoped for a quick solution.  
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               At first I did not understand I had it ... so I was completely destroyed actually. So I was really 
sad and we said it might not be right. But then I did not really understand what it actually 
meant ... yes, I said ok but what do we do about this then, I thought, because I just wanted to 
go back to my job (P: 11). 

The participants described a lot of different emotions as the diagnosis was revealed to them. 
Some of the participants felt anger to be the one who suffer but also sorrow when the insight 
of having to abstain from past pleasures woken. Other searched comfort in the fact that it 
could be worse when the disease was not perceived as life threatening. 

Controlling blood sugar level was a scary time after the diagnosis due to the lack of 
experience. Even to leave the hospital could be experienced as threatened without being 
prepared for a life with the disease. Some worried about how the planning would adapt to the 
working choice or working situation in general. The life after the diagnosis experienced many 
as organized by time – when the syringes should be taken, the food be eaten and what 
activities should/could be done and when.   

The participants experienced illness when the sugar canister swings which often happened in 
situations of physical or mental strain. When they felt difficulties in controlling the blood 
sugar level it could be experienced as a threat to life. They stayed in or near the home and 
isolated themselves of fear of not knowing whether blood sugar would hold or lead to a fall. 
The participants described it as: "... I did not want to go so far at first really like going home 
so far without staying home to see how it works, it takes some time and dare to rely on this 
too "  (P: 1). 

The insight into the presence of the disease, the symptoms or the treatments as something 
known could give a feeling of acceptance in the participants. At first they felt a lot of anger, 
sorrow and loss of the life that used to live. The feeling of acceptance developed with time 
when they adapt and the control of the blood sugar level became a practice. A participants 
described it as: "Then I stepped into myself and just thought that but ok, I'll survive this, so I 
have to do it. That's just the way it is" (P: 7). 

For many control of the blood sugar gave increased freedom and they experienced health. In 
order to control blood sugar levels they planned daily activities and food intake. The daily 
routines was needed to be maintained as regularly as possible to balance the blood glucose 
level. For some of the participants control over blood sugar level didn’t t led to experience of 
health. They experienced feeling of illness like fatigue, mood swings and that the body feeling 
heavy. Others had serious problems to control blood sugar level and had urgent care on 
several occasions.   

The importance of knowledge became clear for them. Incorrect or only partly correct 
picture of the disease and consequences of the disease on life led to grief and anxiety in 
participants. The incorrect picture of the disease could be given by others or acquired 
through experience from healthcare contexts. They felt that lack of knowledge led to stress 
because of the lack of understanding of the situation they were in.  
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               ... and then I struck up in such an old medical book, and then it was said that half of all 
pregnant died at birth, I felt that God, this is really big ... then I became very sad and went 
home to mom and cried ... Then they pretty soon then explained that there's nothing like that 
(P: 3). 

Corrected image of the disease and consequences of the disease on life could calm them and 
to develop or gain knowledge could reduce fear. They felt that they could develop insight into 
their own ill health and regain control over life with help of knowledge. They used different 
ways to acquire knowledge to handle the situation and life with the disease. For some 
participants it was unproblematic to learn and routines develop over time and become easier 
and more and more natural to handle. 

To facilitate good and positive example could help them to accept the new situation as well as 
to take control over and manage life. They recognize that life wasn’t over and to find a way to 
share their new experiences with others facilitated. Some of them still had a problem to 
accept the new situation and look upon the disease as a threat to further life. Other felt that it 
was the attitude of the individual himself that was decisive for whether it would be good to 
live with the disease or not. Some felt that the disease can be managed, but never accepted. 

Life style change was required of all of them. The new life-situation demanded different 
types of changed living habits of the participants. Some experienced little difference from 
earlier because they did not have to change their habits or lives to such extent. Others 
experienced the change from before as overwhelming and life changing. They felt the change 
as something which made them to something they were not. Some participants became 
insecure as to what the body really could do and felt forced to give up sports because it 
became too difficult to make it work in relation to the disease. 

               What really happened to me was that I ended up with sports. Because it was so damn hard to 
make it work. Before it was no matter what times they were on playing because it was always 
possible to fit ... and it's a bit sad because I thought it was fun (P: 15). 

The participants felt obliged to adjusts their choice of occupation or how the working hours 
are placed with what the disease requires of them. How they choose away certain occupations 
because there may be risks of having the disease and performing certain tasks. 

               I should have been a carpenter, but I jumped off for the disease ... I felt so unstable at the 
building so I thought it might be dangerous ... hard as well, now I have to plan something new 
... now I do not know (P: 8). 

The need for life change of the participants are different from person to person and are 
deepening of earlier habits, life choices and stability of blood glucose levels. Some even felt 
that the lifestyle change was a good thing with better and healthier habits than before the 
diagnosis. 

5.1.2 External control 

The participants described external control as both demands and support from others. They 
felt demands on them to following the plan for how to behave and preform as a diabetic. For 
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them, support from health care personal could provide security. They felt support from 
family and friends as very important but others willingness to help could led to an experience 
of stigmatization instead. The participants need help from other on their own terms and 
based on their own individual needs. 

Demands of handling the situation was required of them. The participants felt that 
there was expectations and demands on them to cope with everything that happened to them. 
The health care professionals expected them to be capable of taking in all new information 
about the disease and the treatment based on their care plan and then do necessary life-
changes on one’s own.  They was expected to be able to manage the new situation even 
though they did not feel they were able to.  

               And then you're get a lot of information and you should just take everything in and I forget a 
lot of it. Now this has happened in my life and they're just sending me home and I'm supposed 
to fix it all by myself. All alone (P: 1).  

Many of the participants experienced the hospital environment as a scary environment 
because of the new situation and all the new things that needed to be learned.  But the 
hospital environment was also experienced as a safe environment with competent personal 
who had control over the situation. For many of them there was a great uncertainty of what 
would happen when they returned back home. 

To be treated differently was something that was connected to the diagnosis. The 
participants felt it difficult to be treated differently and objectivized as a diagnosis at the 
hospital. They felt stigmatized and different, more as a diagnosis than a person. Sometime it 
even could be stigmatized sharing a meals with others in a social situation. Instead of being 
able to choose what they want on the table there are specially prepared food as they feel 
inclined to choose.  

               But at home maybe it was a bit more so that we ate food that was suitable for everyone ... But if 
you were invited for dinner there was always an extra bowl, it was mine then .... And it was 
often felt like constrained to eat it even if I did not think it was good. But then someone had 
made it special for me (P: 14). 

People's willingness to support and help could instead lead to an experience of 
stigmatization, being someone else and segregated from the rest of the group. Sometimes it 
was the participants themselves who chose not to share with others because they felt different 
because of the illness. Some wanted people to know that they have diabetes which felt safe for 
them. Others definitely did not want others outside the family knew about the disease as they 
see it as a disability. Sometimes there were needs for them to be treated individually and 
different because of needs dependent of age, gender or other individual medical or emotional 
needs.   

Support from others was important for the persons with diabetes. Especially if the 
diagnosis came as a shock it was difficult to take in all new information for the participants.  
To belong to healthcare professionals themselves led to lack of support or information as if 
they already had all the knowledge. Even one-way communication with authority doctors led 
to lack of support or information. They thought it was important to get support in 
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conversation with others in the same situation and sometime the same age, not just the same 
disease.  

               I shared a room with a guy and we were in the same age, it was only a year between us. And he 
was there for the same thing as I was and then we could, then it was easier to accept it in a 
way. Somehow I was no longer alone (P: 15). 

For them lack of support could be showed as someone’s pointers of what to do, or what to do 
not. Others expectations based on their own knowledge could also lead to lack of support for 
them. To hear comments from others about what to do when you are constantly struggling to 
do their best felt unfair. The diabetes nurse helped to improve the self-esteem by giving 
confirmation and permission in the choices that need to be made. The diabetes nurse could 
also support by invite the person to try to give himself a syringe even if the situation was 
experienced as threatening.  

Relatives and partner’s inability or willingness to share and support was very important in 
the situation and the experience of stigmatization. Also the persons own wiliness to open up 
and talk about how they experienced the situation, how their life changed and if they were 
willing to receive support. For some, they felt ashamed to receive help, to be a burden on 
others, a weakness. Diabetes is also a disease that is not visible on the outside. Some meant 
that only others in the same situation could really understand what it was all about, a 
difference that never could be bridged. Others said, however, that because everyone is 
different, as are their diabetes, so it is not always possible to get support from other diabetics 
just because they are diabetic.  

5.2 Present time 
The second domain that appeared in the text was present time. Living with diabetes requires 
the development of flexible strategies for managing the consequences of the disease. It was a 
balance act between what the disease demands and what was perceived as acceptable for self 
and life. To be identified as self and develop a positive attitude to life was important for their 
experiences of having regain of control. 

All participants expressed to some extent that planning strategies were necessary and a tool 
to regain control in self and life. To be identified as self and not as a diabetic was important 
for their experiences of having regained control. They developed a positive attitude to self 
and others in order to take care of the life that was possible. Through adaptation they could 
use flexible strategies for managing the consequences of the disease. 

5.2.1 Tool 

The participants described long-term planning strategies as a tool for regained control in self 
and life. Planning strategies could for some participants be stressful and controlling but for 
others a way to a healthier and better life. To finding balance was also seen as a tool to regain 
control in self and life. Through balance the participants could make acceptable lifestyle 
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changes that were acceptable based on their own personal needs in a healthy and insightful 
manner. 

Planning strategies was necessary for the diabetics. The disease was constantly present 
and required long-term planning. Long-term planning meant to control time for insulin and 
choice of food intake. Some felt that the long-term planning was controlling them, was 
stressful and required a lot of flexibility to adapt to. 

               What matters with this is to never be free. All days have to follow a certain pattern ... If 
something else is to be done then everything must be planned very carefully, for example. 
When I'm going out and chasing.... I practice an hour a couple of times a week. And then you 
must also think so that it will not be wrong (P: 10). 

For others these strategies was something natural and something they've always done. Some 
participants saw the planning strategies as a new beginning of a heathier and much better 
organized life. 

Struggling for balance was for persons with diabetes a struggle between the patient roll 
and self. The participants felt like they entering a patient role. Being identified as self and not 
as a diabetic was facilitated by making lifestyle changes that were acceptable based on their 
own personal needs. 

               But I've told my diabetes doctor that I'm coming and doing this as I come to meet this disease 
halfway and then the disease will meet me half way. And then I will do what I can and then I 
will think I cannot do more ... I do not want to be diabetes. I'm used to being identified as 
myself (P: 7). 

Some did not experience a balance at all, but everything just felt hard. Sometimes the change 
of life required to balance the disease requirements which could be difficult to do. Especially 
if life before the disease has been organized in a completely different way. One participants 
described it as: "It's a little bit up and down. I'm not really the kind of it ... but I'm doing too 
much stuff. And there is the difficulty in getting the balance" (P: 6). 

Others found balance, integrate the disease and they made the necessary changes and 
experienced it as if they did not even have diabetes. Despite this, they consider that they need 
to think that they have diabetes because if they deny it is existence, it might give future 
consequences. 

5.2.2 Approach 

The participants described their relation to self to be happy for the opportunities for a good 
life and hoping for limited losses. Their relation to others was necessary but also sometimes 
limited. Others means for them security and safety and even new perspectives. However, they 
experienced that it wasn’t possible to require others to fully understand what it was like to 
live with diabetes on an individual basis. Adaptation means to have an approach of flexibility 
and ability to continuously reevaluate and develop strategies for managing the consequences 
of the disease. 
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Relation to self and others could be both a burden and a resource. The participants 
could sometimes feel as a burden for self and others through their lifestyle changes.  A 
burden could also be relative's care based on the fact that they felt sorry for them. They found 
it hard to have a closer relationship to people who listen but not really understood what it 
means to live with diabetes. Ignorance from peoples could lead to uncomfortable situations 
where the compliance with what the disease requires was questioned. This leads to the 
conclusion that the possibility of sharing had a limit. The participants was aware of the 
differences in how people perceived the consequences of the disease and how they seemed to 
deal with them in relation to others. Some people around them had a desire to understand 
and ask questions while others had silent unspoken opinions as: "But I think if I smashed me 
a piece of cake there, I do not think anyone would say anything, but I think they would look 
and think" (P: 5). 

The participants though that it was limiting mastering the disease themselves without or with 
insufficient support from others. They felt anxiety and vulnerable in low blood sugar 
situations if no one could provide support and help them. Not having the opportunity to meet 
a doctor or diabetes nurse as planned or having to change appointments time after time led 
to insecurity. To meet others in the same situation gave new perspectives and increased 
security even if everyone's situation and history of illness are individual and different. 

The participant’s meant adaptation as a way to change or lower earlier life goals and 
activities in life to what was possible with regards to a life with diabetes. Some of the goals or 
activities may be changed in how they was placed in time during the day or life as a whole to 
avoid risk of consequences for health. There was a desire among them to control the disease 
and to adapt diabetes to their own lives. Some of the participants did not experience the 
disease as a barrier but took the disease into account and were flexible. Others choose to 
refrain from raising children or postponing pregnancies due to the risks the disease involves.  

For some who felt they needed to make less lifestyle changes, it could be hard to know that 
the disease is really in their body. However, feelings could actualize the presence of the 
disease. One informant expressed it like this:  "It's there and it's going to happen that you 
have to process this thing, that you have this now, it will not disappear. It's here now” (P: 7). 
Even if they wish that the disease could disappear completely, working strategies, 
compensation for losses, and healthy habits facilitate them in the situation they were in. 

Development of new equipment and new drugs facilitate planning and had given increased 
control over blood glucose levels. New equipment and drugs also gave more freedom in life 
through a more flexible treatment regime. The disease required flexibility and ability from 
the participants to solve problems in order to continuously reevaluate and develop strategies 
for managing the consequences of the disease.  

               ... they take away one leg ... it was here the changes came in with how I think it was before and 
after diabetes. Because I'm one of those, or where, such an outdoor person ... It will not be that 
anymore. I have tried to get to the lake on different occasions but it hurts when you fall ... So I 
try in different ways and can replace the old possibilities and come back to my interests (P: 
13). 
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The experience of diabetes could affect the motivation to develop and use strategies to try to 
prevent or delay the onset of complications. When the strategies were not enough, a 
hopelessness could manifest itself. A debut of the disease in young years or teens could 
contribute to impaired ability to cope with the consequences of the disease. 

Many diabetics learned to recognize shifts in blood sugar levels which was perceived as a 
security. In some cases, diabetics couldn’t recognize the shifts to a too low blood sugar which 
affects both themselves and others with consequences that could be both scary and life 
threatening.  

               As it was at the beginning when I had to take, go over to these meal doses so I had a couple of 
real bangs then that I ... got cramped, it was like epilepsy ... I woke up at the hospital, with two 
policeman looking at me...(P:19). 

The changes in blood sugar levels could be unpredictable. Even hormonal balancing during 
life's various spells led to an uncertainty as to whether the blood sugar was in balance or not. 
New equipment created a routine in monitoring bodily changes. Certain equipment, however, 
didn’t work optimally for some recreational activity or some clothes but the bodily awareness 
compensated. New technology was seen as an opportunity but also a risk of losing control 
and losing the feeling of changes in blood glucose levels. There was also a risk of confirmation 
of something negative that one would rather avoid.  

               Now with these new medications, with the new insulin, then it's not as important with the 
exact time for insulin as it was in the past. You can move for an hour like that, so you're not 
completely locked (P: 19). 

In the profession, the balance may involve adhering to the professional role of keeping 
distance to their own disease, but also the dilemma of choosing to stay in a stressful job 
because it gave other positive benefits as well as well-being. 

5.3 Thoughts about the future 
The third domain that appeared in the text was thoughts about the future. To live with 
diabetes as a part of life required living in the present. All participants expressed to some 
extent that living in the present, avoiding some thoughts about the future, was a way to live 
with illness as a part of life. By living in the present and keep away from some situation they 
could avoid speculations of a future life with complications. A life with diabetes could be 
acceptable as long as no serious complications arose. Some thought the risk of complications 
was worth taken, others were afraid for complications both for self and others.   

5.3.1 Evasion 

Through living in the present they could hide and avoid speculations about the future that 
may still not come. To be able to do so they needed to avoid some situations and people 
which otherwise made them aware of a possible life with consequential diseases to diabetes. 
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Threat to health and life was something the disease induced. From the time around the 
diagnosis to present times, stories of past and present could be learned about the 
consequences of disease such as impaired vision, blindness and other complications.  

               Well, that's the first thing you can hear and as you know, and you know that in the past, yes or 
yes, even now, but many became blind and ... at least got worse vision and things like that, so 
you know a lot well as well and that may happen but ... (P: 3). 

Having the risk of getting very sick and feeling bad was hanging over as something likely to 
come was hard to get used to. Even relatives showed an unwillingness to know because of 
fear of what might happen later and therefore did not provide sufficient support. 

               Unfortunately, they are not very interested in getting more information about this. It's a bit of 
fear, too. I mean, I know, among other things, mom does not want to know more than she 
knows, because then she knows that oh that's what happens and then she think and worry 
about it (P: 7). 

Although this was something in the thought and conversation of everyday life, it was not 
always present but came up to the surface now and then. One way to keep away from 
thinking was to try to avoid thinking about complications or avoiding situations and people 
who could consciously awake these thoughts. 

To hide was a way to avoid thought about the future. Avoiding acquiring knowledge about 
diabetic complications could be a way of not thinking about future complications that may 
still not come. To avoid could also be a way to hide from thoughts of future complications. 
One informants express it like this: “Because I could not, I could not read about the 
complications. So I'm not in the diabetes association, I do not get it, I'm shield of me a little 
bit" (P: 5). 

Also meeting other diabetic patients with consequential diseases could be scary and lead to 
thoughts about the length of life in relation to the length of life with consequential diseases to 
diabetes. 

5.3.2 Adaptation 

Taking advantage of the moment and taking care of what a life with the disease causes and 
see where it leads were strategies for dealing with uncertainty. Sometimes the adaptation to 
what the disease required refrained them from certain things in life, in other cases was the 
risk of future complications worth taking. They could accept a life with diabetes as long as no 
serious consequential illnesses arose which was a way to adapt to a life with diabetes. 

Uncertainty is a part of life. Earlier disease recovery and ill health strategies do not always 
help in diabetes because the disease can lead to serious complications anyway. The treatment 
does not always make people feel good or to live by rules always avoids complications. There 
were also a fear of losing bodily functions.  
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               When it comes there is a small sting in the heart. And it may be a fear of the future, an anxiety 
for the future what will happen. If you are going to have complications and the worst it is to 
get a stroke. It's the worst nightmare I have, related to diabetes, or dialysis (P: 9). 

There are questions about how aging will be affected with any worse function than normal. 
All people's situation and health are unique and simply make people try to deal with the 
disease and see where it leads. 

Because no-one can know anything about the future, one tries to live in the present without 
ignoring an increased risk of future complications. Living in the present, taking advantage of 
the moment and taking care of what one can do is something described by the people as 
strategies for dealing with uncertainty. Taking care of what one can do can mean getting 
children earlier than planned. 

To take a risk was sometimes worth the risk taken and sometimes not.  There were 
thoughts about when the complications should come when blood sugar levels has been higher 
than it should be for a while. Higher blood sugar levels are not good for the body in the long 
term, but may be good in short term and facilitating life. When the blood sugar level was too 
high from a medical perspectives, thoughts came up what the body was capable of and what 
sequelae this could led to.  

               So then that's the question and when does it come to me? Because at the same time I know 
that I've always been a little bit higher, which is not good for the body. But it has been good for 
my diabetes and me (P: 15). 

Being spontaneous by eating without planning could lead to feelings of guilt that might harm 
themselves and reduce life. For some, the thought of complications could lead to a sense of 
despair about the situation.  

              But if I'm going to like that and then, do not take a little piece of cake or something, and I'm 
not prepared and do it then I get really bad conscience. And then I think no, I would not have 
done, now I ruined a bit of this, now I'll die sooner and then I feel bad (P: 18). 

However, some risks may be worth taking despite an increased risk of future complications 
such as give birth to children.  

               But it feels like, for example, that you think you may be able to get a little bit earlier because 
yes, in ten years, you do not know how, then I do not know how I feel so that it feels like that it 
is just as good to take care of now actually (P: 3). 

Others didn’t dare to take the risk of having children because of the possibility of genetic 
heredity due to diabetes among close relatives. There were also fears that no children may be 
born because of the disease or the complications that it entails. Not to get certain treatment 
options like transplantation early in the disease before internal organs have been damaged 
could led to both frustration and concern for future complications.  
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              I mean I can stay where I am today if it goes bad. But would it work, then I'm a 
completely different person in the end. I will get rid of my syringes and to think in the 
way I do. I only need to take a lot of medicine for this with the rejection. But with that 
I do not see any worries (P: 14).  

Even to be risky with more experimental treatment methods may be possible for some. 

To hope was to hope for a future without serious complication or to get rid of the disease. 
They hoped that they would be able to share both new research findings in order to simplify 
everyday life, but also research and treatment methods that prevent complications of the 
disease before any complications have begun to evolve. Most of all, they hoped to get rid of 
the disease by finding solutions to the cause of the disease or being able to undergo a 
transplant. A participant describe it as: “Still, my highest wish is to get a new pancreas. It is 
always in my mind that I want to get this out of my body" (P: 2). If this wasn’t possible, they 
hoped in any case that the body would continue to function and that they do not have serious 
complications to diabetes such as blindness. 

6 DISCUSSION 

The discussion begins with a result discussion. The method discussion discusses the choice of 
method, its implementation and current quality criteria. The discussion end with an ethical 
discussion. 

6.1 Discussion of findings 
The findings from the study are discussed based on the three different domains of time 
around the diagnosis, present time and thoughts about the future in relation to reconciliation 
of illness, health, suffering and person-centered care. 

 

Time around the diagnosis 

The result of this study show that the time around the diagnosis was a turbulent time. The 
turbulence was due to the discovery of being a carrier of a longstanding disease. Somehow 
persons with insulin dependent diabetes observed that something was wrong in the body, but 
only some of them had recognized it as diabetes because of their earlier knowledge. That 
knowledge was usually due to the fact that they had some friend or relatives with the disease. 
Johansson et.al (2009) found in their study that persons with insulin dependent diabetes 
often at first explained their illness dependent on natural causes which differ from persons 
with diabetes in this study who really felt that something was wrong and not in any way 
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natural. The result is consistent with Johansson et.al (2009) results which showed that 
family members and friends with diabetes could contribute to an understanding of their 
illness and that they therefore could assimilate their diagnosis more quickly.  

Through their prior experience and knowledge, or lack of prior experiences and knowledge, 
the diabetics in this study were different by equipped to assimilate the diagnosis of diabetes. 
Some were well equipped with knowledge and experience, some were shocked by the insight 
and others could not assimilate what happened to them at all. Vermeire et.al. (2003) study 
show that diabetics without adequate knowledge of the disease have difficulty understanding 
what changes they need to make in life as well as manage the complexity in the therapeutic 
regime. The result shown that they have problems to manage the complexity in the 
therapeutic regime, especially in the beginning. Everyone understood that the treatment was 
necessary for them although some of them experienced the treatment as scary.  

The result of this study shown that except thoughts about the diagnosis persons with insulin 
dependent diabetes also had a lot of thoughts about what their ill health will mean for self 
and life.  They were different equipped to assimilate the diagnosis of diabetes. Therefore it’s 
seems to be important to be aware as health care professionals about person’s different 
ability to take in information’s about the disease, treatment and self-care. Both the study of 
Wiley et al. (2013) as well as Edwards’s et.al. (2006) however showed that there was 
difficulties in the health care system to meet the needs of patients with diabetes. Also the 
result of this study shown that health care professional sometimes had problem to meet the 
needs of the diabetics. Often it could be linked to the lack of knowledge of the diabetics 
and/or the emotional crisis they were in. Frost et al. (2014) study showed that tailored 
information can help people to develop a flexible regime to handle both quality of life and 
medical treatment which also supports by the result of this study provided that the person 
him/herself is susceptible to information. The result shown that the emotional crisis some of 
the persons with diabetes were in time around diagnose made it difficult for them to collect 
or manage the information provided to them.   

Registered nurses with right competences and a person-centered approach can make a 
difference when it comes to illness integration and self-management (Jutterström et. al., 
2016). Tailored information was especially important for persons with diabetes time around 
the diagnosis because of the lack of knowledge and competence many experienced. The study 
of Kneck et al.(2012) however showed that even after several years, persons with diabetes 
may find it difficult to understand what ill health means to them.  Isaksson et al. (2015) and 
Frost et al. (2014), states that the information and support must continue to enable persons 
with diabetes to develop the knowledge and skills needed to manage their self-care. The 
result of this study shown that persons with diabetes need tailored and long-term support 
from healthcare professionals and where the diabetes nurse plays an important role. They 
also need continuity of support which they do not always get due to insufficient diabetes care 
resources. Initially, in the hospital, several experienced that they had good support from co-
workers, especially other persons with diabetes of their own age and with similar experiences 
that they could reflect on. When they got that kind of support, based on their own needs, they 
felt that they were not alone in their situation. 
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The result shown that a life with diabetes was perceived as a life with limitations. Diabetes 
took over person’s body, themselves and their life. Diabetes took over their body because it 
was a chronic disease that would never disappear. Diabetes took over themselves because of 
demands on them to handling the new situation. Diabetes took over their life because of the 
necessary lifestyle changes that the disease demanded. The necessary lifestyle changes was 
dependent of the balance act between controlling and being controlled by blood sugar level. 
Vermere et al. (2003) study shows that some people finds the introduction of insulin as a 
major crisis where they completely losing control over their body while others felt completely 
opposed. The result shows that by controlling blood sugar level, some felt free while others 
only felt ill-health. Some felt free to do more daily activities when the body was in balance, 
while others still had problems with illness although blood sugar was in balance. This means 
that others cannot assume that the person experiences health just because balance in blood 
sugar level. To lose control over the blood sugar level was for many persons with diabetes 
scary and sometimes even life-threatening. To lose control over the blood sugar level can 
therefore be seen as an obstacle for the reconciliation process.  

The result of this study shows that the diagnosis became clear when persons with insulin 
dependent diabetes began to be treated differently by health care personal and others. The 
health care personal treated them sometimes more as a diagnosis than as a person. Even 
people around them sometimes stigmatized them instead of supporting them. Johansson et 
al. (2009) described that the essential meaning of falling ill with diabetes can be a fight for 
not becoming ones illness. The participants in this study described that they started fighting 
already in the hospital and then continued the fight in private life. As soon as they were 
diagnosed, they were supposed to understand, learn and adapt to the new situation with 
diabetes even if they didn’t feel that they had the prerequisites for doing so. This does not 
match person-centered care described by Morgan and Yoder (2012). They describe person-
centered care as a care that is holistic, respectful and individualized. 

Johansson et al. (2009) mean that adaptation is a way to go on with life to feel well. 
Adaptation can be looked upon as false reconciliation when persons with diabetes had no 
other choice than to adapt to their illness. The results shown that when persons with diabetes 
developed insight in their own health, had knowledge to handle the situation, the routine in 
daily life become easier to handle. Some of them even saw benefits as better habits than 
before the diagnosis. The degrees of acceptance was connected to if they could look upon 
their life beyond the disease or not. Some mean that it was the attitude by themselves that 
was crucial for their ability to accept a life with diabetes. The results show that some of the 
participants couldn’t accept their situation only manage it and through that approaches never 
open up for life and be connected to others on a deeper level. Fernandes et al. ( 2011) study 
shows that there is a correlation between compliance and support from doctors, nurses, 
educators and family as well as for sense of normality, experience of results, energy, 
motivation and sense of responsibility. The results of this study show that not be able to be 
united to others for support can as a person with diabetes be a big disadvantage in handling 
necessary life style changes. Johansson et al. (2016) show in their study that for patients with 
newly diagnosed diabetes, others stories could be an initiator in the search of knowledge. The 
knowledge that persons with diabetes in this study as well as results from other studies are 
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necessary for their understanding of illness and to give them new insights during their 
reconciliation process. Through reconciliation the person can leave the old behind and 
become a new renewed unit (Gustavsson, 2008). Knowledge for understanding of illness may 
for persons with diabetes be a prerequisite for reconciliation. 

 

Present time 

The result of this study show that to live with insulin dependent diabetes requires 
development of flexible strategies for managing the consequences the disease having on self 
and life. According to Johansson et al. (2015) living with diabetes means to take 
responsibility for balancing the blood sugar levels and incorporating the illness into life with 
necessary knowledge and sensitivity to changes. The result shown that it was necessary to 
develop long-term planning strategies to regain control but that it took time to do so. For 
some it could be problematic due to fast-changing and unstable blood sugar levels. For others 
it could be stressful and controlling because they needed to make such big changes in their 
life and lifestyle. Johansson et al. (2015) mean further that persons with diabetes need both 
individual information and support on their own terms to take control over self and life. The 
result shown that it is not enough with individual information and support. Persons with 
diabetes need to develop strategies to balance the disease demands and what was perceived 
as acceptable for self and life. For some the changes even become a way to a healthier and 
better life than before. This led to the fact that everyone experienced the needs of life-style 
change in different ways. Some only saw the disadvantages of the change, while others saw 
significant benefits, in any case in the short perspective. Those who saw benefits maybe even 
have easier to achieve outer form of reconciliation, let go of the old and open up for a 
different life than before.    

Whittemore et al. (2002) highlights the possibility to use a process model of integrating 
lifestyle change. The model describing the integrating process a an process with three stages, 
establishing a pattern as awareness of personal threat an vulnerability a well as living with 
the diabetes, embedding a pattern as automatic strategies and living a pattern a the chronic 
illness was no longer at the forefront in lives. The result from this study rather shown the 
needs of develop an individual approach of flexibility and ability to continuously re-evaluate 
and develop strategies for managing the consequences of the disease. That need leads to a 
willingness to learn, both alone and with others (Johansson et al, 2015).  The result shown 
that it’s possible to some extent to learn from others but still persons with diabetes need to 
find their own strategies for managing the consequences of the disease. Living with diabetes 
can be seen as an ongoing process to address the consequences of the disease for self and life. 
The result is consistent with Gustafsson (2008) which looks upon reconciliation as a process 
that never can be ended or fulfilled. The process never ends or gets fulfilled but an individual 
approach gives persons with insulin dependent diabetes tools for managing the consequences 
of the disease.    

The participants described their relation to self to be happy for the opportunities for a good 
life and hoping for limited losses. To be identified as self and develop a positive attitude to 
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life was important for their experiences of having regain control. Katu et al. (2016) describes 
how people’s attitude can affect their ability to accept diabetes and live with it as a part of 
themselves. Based on their reasoning, a positive attitude to diabetes could create conditions 
for acceptance and maybe even reconciliation, especially if their life become better and 
healthier than before their illness. Whittemore et al. (2002) address the problem of dealing 
with emotions such as fear of, for example insulin, blood sugar level, complications, poor 
health or death in the process of integrating lifestyle changes. They further argue that the fear 
itself might be motivating to make necessary lifestyle changes in hope for another future 
path. The result of this study rather shown that anxiety and fear make it difficult to accept, 
and instead provides an avoidable behavior, in which an integration against reconciliation 
become impossible to achieve. 

Gustafsson (2012) and Kneck et al. (2012) mean that when diabetes is integrated the person 
is changed, illness is involved in the body and life has formed a new way of being. Gustafsson 
(2008) mean further that through reconciliation, persons can overcome their fear and 
through the change in self and life creating new conditions for relationships with others. To 
become united to others and to self, reconciliation is a prerequisite to be able to find balance 
and harmony in life. This study shown that many persons with diabetes had problematic 
relationship with others. Some relationship gave new perspectives and support while others 
treated them differently or blamed them for the situation they were in. However, everyone 
thought that no one without diabetes could really understand what living with diabetes really 
means which made contact with others limited on a deeper level. The result of this study 
show that there were shortcomings in the reconciliation process and that the balance and 
harmony of suffering was not fully achieved for many persons with diabetes. Flexible and 
suitable strategies were not even always enough to control the consequences of the disease. 

As been noted by Johansson et al. (2009) treatment is necessary and can make a good life 
possible with diabetes. They mean further that it takes time to understand the need of 
planning activated witch often can be experienced as a lack of autonomy. Despite the lack of 
autonomy, it is necessary for diabetics to take early control of the disease to avoid future risks 
of damage to the body later in life. The result of this study show that planning strategies was 
a way to regain control. It was also important not becoming ones illness. The result therefore 
shown that there are a balance act between planning and autonomy. According to Shu-Xian 
et al. (2012) taking control and responsibility of illness can lead to higher grade of autonomy. 
This could indicate the importance of control and responsibility not becoming ones illness. 
Shu-Xian et al. (2012) mean further that this higher grade of autonomy could lead to a more 
supportive role from the health-care professional and better self-management from the 
diabetics.  

 

Thoughts about the future 

The result of this study show that living with insulin dependent diabetes as a part of life 
required living in the present. By living in the present persons with diabetes avoiding certain 
situations and people to try to avoid destructive thoughts about the future. Situation and 
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people as which reminds them of the complications of the disease that may occur. According 
to Hörnsten et.al. (2010) is the ill person’s emotional response to the threat of the disease 
influencing the self-management process. The result of this study show that even if the threat 
that may never become reality it throws a shadow over life, which means they cannot live 
their lives to the fullest and therefor never achieve an inner form of reconciliation. A life with 
diabetes can be accepted as long as no serious complications arise but the threat is always 
there. 

According to Vermeire et al. (2003) adherence with treatment may be due to the patient’s 
experiences of discomfort from the diagnosed disease, the knowledge of the complications 
mentioned by the doctor or if the complication warned for lay many years ahead. The result 
shown that although they learned to handle many of the consequences of the disease, there is 
few if anyone who could see that the disease itself has a meaning in the long run. Everyone 
would rather have been without diabetes if they have had a choice and some hoped to get 
acquainted with other forms of treatment as transplantations in order to forever get rid of the 
disease. 

Persons with diabetes in this study needed to develop a flexible regime that facilitate both 
quality of life and medical outcomes as described by Frost et al. (2014). The result of this 
study show that a quality of life or some aspects in life was sometimes even more important 
than low blood sugar level from a medical perspective and a risk worth taken with regard to 
the risk for future complications. The quality of life was also something here and now, 
something that happened in the present, while the future was something they knew nothing 
about. They instead put their hopes on new scientific evidence and that those could provide 
other possibilities and treatment options later in life. According to Shu-Xian Tan et.al. (2012) 
persons with diabetes need to develop preventing strategies to avoid hypoglycemic event in 
the short term. They also need to enhance treatment outcomes (Wiley et. al. 2013) so much 
about the manage treatment that is necessary for a good life is also needed in present time.  

The study shown that some of the persons with diabetes dared not take the risk and tried to 
live a life that followed treatment advice even though it affected their quality of life in a 
negative way. Whether they take risks or follow the ordinances they have received, only the 
future will tell if they get complications or not and to what extent, an uncertainty they must 
try to live with. This kind of uncertainly could be an obstacle in order to be reconciled when 
fear of future complications are always there. 

Even if the study indicate problems for persons with diabetes to achieve a more developed 
and stable inner form of reconciliation described by Gustafsson (2008) they are continuously 
struggling in the reconciliation process, a healing process between past, present and linear to 
the future. Even if the diabetics had problem to completely reconcile with a life with diabetes 
they develop their knowledge and competence using flexible strategies for an outer form of 
reconciliation. A life with diabetes experienced as largely an acceptable life in the present 
time.      
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6.2 Methodological considerations 
To describe the process in living with diabetes a qualitative content analysis was chosen with 
an inductive approach. Based on the participants' descriptions of living with insulin 
dependent diabetes mellitus, descriptions have been made of the underlying meaning of the 
text, the latent content. Granheim et al. (2017) discuss in their article the relationship 
between interpretation and abstraction. They believe that both the purpose of the study and 
the quality of data are crucial for what level of interpretation and abstraction that can be 
done. Based on theirs two-dimensional model of abstraction levels and interpretation degrees 
this studies position is a low abstraction level. During the analysis my approach has been 
close to persons descriptions of their experiences and on a concrete analysis level.  

The data for this study includes descriptions from both women and men and with a broad 
range of age and time for their diagnosis. Deep interviews where the persons had to tell their 
experiences based on the purpose of the study should also have contributed to increasing the 
quality of the data for analysis. 

The result of this study are presented in domains and theme on different level and are in line 
with low abstraction level with a low interpretation degree close to the text. As described by 
Granheim et al. (2017) it’s a challenge to maintain the same logical and congruent level of 
abstraction and degree of interpretation in each step from subcategories through categories 
to the main category. Hopefully the themes in this result are running through subcategory 
and category and gives meaning to person’s experiences living with diabetes.   

In method literature for qualitative content analysis, some different concepts are described in 
relation to the quality of the research results. The concepts of interest are trustworthiness, 
credibility, dependability and transferability (Polit & Beck, 2017).  Trustworthiness including 
the other three concepts and refer to different strategies to increase the quality of all the 
different parts of the study and the research process (Granheim et al., 2017). The credibility 
of the result are depending on how well data and the analysis address the intended focus. 
Participants with various experiences increases the possibility of shedding lights on the 
research question from variety of aspects (Granheim & Lundman, 2004). To increase the 
credibility in this study the selection of the participants were nineteen, nine women and ten 
men, at the age of 19 to 75 who has been diagnosed with insulin-dependent diabetes mellitus 
between one year and 42 years ago. Both gender, age and time aspect in relation to when they 
received their diagnosis and how long they have lived with their diabetes are important for 
the variation of data in relation to the purpose of the study. The deep interviews provided a 
units of analysis from which a large number of meanings units could be picked which has 
increased the variations in the data. Focus during the interviews was based on the purpose of 
the study to finding variations in descriptions as well as common meaning from the 
participants. Differences in the clarification from the interviewer can therefore rather 
develops and deepens the descriptions than too had a negatively effect of the dependability of 
the study.  

According to Grandheim and Lundman (2004) the credibility are depending of the choice of 
selecting the most appropriate method for data collection and the amount of data necessary 
to answer the question in a credible way. The purpose of the study was to describe people's 
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experiences of living with insulin dependent diabetes. By using a qualitative inductive 
approach it’s possible to gain a deeper understanding of the patients own experiences of 
living with insulin dependent diabetes. Using a latent content analysis gives the opportunity 
to find a deeper understanding of their experiences in relation to a life with insulin 
dependent diabetes because of the time span.  

During the analysis process it’s necessary to select the most suitable meanings unit, to make 
sure that categories and themes cover data as well as possible and to show similarities and 
differences between categories with help by quotations from the transcribed text (Granheim 
& Lundman, 2004). By clearly describing the analysis process as well as giving examples 
from meanings unites to category as well as strengthening the subcategories with quotes, I 
hope that credibility has increased as well as the studies degree of transferability. According 
to Lundman and Hällgren Granheim (2008) are the interpretation and encoding crucial for 
the credibility and transferability of the results and are seen as key processes in the analysis. 
As well as the transparency of the analysis process (Egberg Thyme, Wiberg, Lundman & 
Hällgren Graneheim, 2013). The dependability of interest are stability of the process of 
analysis where stability in the coding are special important (Bengtsson, 2016). It can be a 
challenge as well as a key issue to show the logic in how categories are abstracted, 
interpreted, connected to the aim and to each other. A special challenge in conducting 
inductive analysis is to avoid surface descriptions and general summaries (Granheim et al., 
2017) but also to differ between abstraction and interpretation in the analytic process. 
Trustworthiness are the red thread running through the entire work from introduction to 
conclusion. Hopefully the result descriptions from quotation to theme has helped to enhance 
interpretation on an abstract level to make the content more general which in turn increases 
the transferability and usefulness of the study results.  

The data collection was done several years ago, which may be a disadvantage in some cases. 
The result, however, is unique as few studies have been made in relation to the process of 
falling ill as well as studies of the process of living with insulin dependent diabetes from the 
diagnosis, the present times and future perspectives. None with so wide data material in 
number of participants, sexes, age or year when diagnosed with insulin dependent diabetes. 
There is also no study where the participant’s descriptions of living with insulin dependent 
diabetes mellitus are connected to the reconciliation process. The discussion of findings also 
shows that there are many similarities between the results of this study and studies with 
similar focus that have been done in recent years. The reconciliation process it´s a process 
and a movement that never will be ended or fulfilled. Reconciliation means an experienced 
transition from part to whole, but also a healing process between past, present and linear to 
the future. Person’s descriptions of a life with insulin dependent diabetes as well as their 
reconciliation process are therefore regardless of time and space. For this reason, the results 
of this study are interesting even though data was collected a long time ago which means that 
this study also is justified on the basis of an ethical perspective. 

Participation in the study was based on informed consent which was documented and they 
could cancel their involvement at any time without further explanation. Before they were 
included in the study, they received both oral and written information for having full 
disclosure about what participation in the study could mean to them. No one of the invited 
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persons with insulin dependent diabetes chose to cancel their participation in the study. 
Although they have full freedom to share only the experiences they want, there is always a 
risk that unprocessed or negative feelings can come to the surface during the interview. All 
persons were guaranteed confidentiality where their answer are reported in a way that not 
identifies them and are not accessible for others.  

7 CONCLUSION AND PROPOSAL FOR FUTHER RESEARCH 

When persons with insulin dependent diabetes developed insight in their own health, had 
knowledge to handle the situation the routine in daily life become easier to handle. The 
degrees of acceptance was connected to if they could look upon their life beyond the disease 
or not. They need to develop an individual and flexible approach and an ability to 
continuously re-evaluate and develop long-term planning strategies for managing the 
consequences of the disease. They need to develop a flexible regime that facilitate both 
quality of life and medical outcomes. In the outer form of reconciliation, they transform 
themselves and their strategies continuously over time. In the inner form of reconciliation 
the threat of future complications constitutes an obstacle to reconcile.   

The diabetes nurse is highlighted as an important key person to give support. Therefore, it 
would be interesting to interview diabetes nurses about their experience of caring for 
diabetes patients. A proposal for further studies could be to focus on diabetes nurses' support 
for patients with diabetes during different phases of disease development. Here, a split in 
gender and age range would also be of interest. Another proposal for further studies could be 
to ask diabetes nurses what experiences they have from their patients' ability to reconcile 
with their diabetes. Even here, one could focus the study on gender, age span, but also in 
relation to time around the diagnosis, a life with diabetes and thoughts about the future. 

8 IMPLICATION FOR PRACTICE 

This study shows the importance of support for persons with insulin dependent diabetes, 
both short and long term. The time around the diagnosis was too many a turbulent time 
when most people experienced a lack of knowledge and competence. Although the individual 
knowledge and competence based on the needs of each person with diabetes develops over 
time, many experienced needs of continuous and regular support from healthcare 
professionals and a person-centered approach. Persons with insulin dependent diabetes need 
tailored information and support both time around the diagnosis and continuously over time 
to develop knowledge and competence needed for a life with diabetes.  
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