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To my beloved brain,
in illness, safety is what I miss the most, what I long for more than anything.

Imagine the seconds before you collide. The knowledge that this will hurt, yet, still

you hope it won't. Seconds of horror. Pain versus hope...

... and then you imagine living in that moment for a week or a month. Around
the clock. You fall asleep with the other car in your face, just before the collision,
wake up the same way. Eat with the same image. Try to watch TV but in front of
you is the other car you're about to crash into. 24 hours a day, for a week or a

month.

Until the doctor calls you with the results.
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Terminology and abbreviations

Cancer affected people: Includes both cancer patients and their loved ones.

Clument: A cluster of moments forming a time frame that has some significance. A
central concept in momentary contentment theory.

Loved ones: In Swedish we have the word “nirstiende”, which means someone who is
close to a sick person. It can be a parent, a partner, a son/daughter or a friend or
colleague. I chose to use “loved ones” in a correlative way.
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Abstract

Aim: In this thesis I explore needs and innovation possibilities in psychosocial cancer
care. Do cancer affected people experience unnecessarily high levels of suffering? Can
momentary contentment strategies be helpful in meeting the needs of cancer affected
people?

Included papers: This thesis includes four papers. Two initial reports investigate the
needs of both cancer patients and of loved ones to cancer patients. The first of two
peer-reviewed articles introduce the momentary contentment theory, while the
second applies this theory on a cancer context.

Methods: The studies behind the reports and the second article are based on deep
interviews with 19 cancer patients and 17 loved ones. Classic grounded theory is used
in the analysis process, but without theory generation. The first article involves even
this latter stage of theory generation. In line with design thinking, I have particularly
recognized the needs expressed by the healthcare users. Further I have included my
own cancer experiences as action research, mostly introduced in the discussion
chapter.

Results: On a theoretical level I found a fit between cancer affected peoples
challenging life conditions and momentary contentment theory. Their contexts are in
many ways similar. Death, treatments and dependence have become natural parts of
life where the importance of creating safety feelings is imminent to well-being. The
loved ones seem stuck in a prerequisite to momentary contentment, searching for a
sense of safety.

Conclusions: From a theoretical perspective, old Arctic survival knowledge could be
recycled to meet needs in psychosocial cancer care and implemented in modern
cancer care. Momentary contentment theory needs to be further explained in order
for the emergence of a formal theory. However, there are coping strategies that can be
used already and there are structural possibilities for inventing a disruptive innovation
in psychosocial cancer rehabilitation.

Future research: The emergence of a formal theory need a reevaluation of all data.
Parallel, prototypes can be built and implemented in an iterative process. There is no
coherent health research linked to health care where the user perspective is at the
center. By forming a research discipline and a department for patient perspective
focused research, one would create a base for future research.
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Populirvetenskaplig sammantfattning

Utforskande av innovationsméjligheter inom psykosocial cancervard

Syfte: 1 denna avhandling utforskar jag behov och innovationsmajligheter inom
psykosocial cancervird. Finns det ett onodigt hogt lidande? Kan den grundade teorin
Nuets férnéjsamhet vara till hjélp for atct mota behoven hos minniskor som 4r drabbade
av cancer?

Inkluderade skrifter: Denna avhandling innehéller férutom en kappa tva rapporter och
tva tidskriftsartiklar. De tva rapporterna utforskar cancerpatienter och nirstdendes
behov. Den forsta artikeln introducerar den grundade teorin Nuets forndjsamhet och
den andra applicerar teorin pd en cancerkontext

Metoder:  Studierna bakom rapporterna bygger pa djupintervjuer med 19
cancerpatienter och 17 nirstéende. Jag anvinder mig av klassisk grundad teori i
analysprocessen men utan teorigenerering, medan den forsta artikeln fullfoljer det
steget. I enlighet med design thinking har jag fokuserat pa brukarperspektivet, i detta
fall patienters och nirstdendes behov. Jag har ocksid inkluderat min egen
cancererfarenhet i kappan genom aktionsforskning.

Resultat: Pa en teoretisk nivé hittade jag en koppling mellan Nuets férnjsamhet och
cancersjukas behov av navigering. Deras sammanhang liknar pé flera sdtt varandra.
Fysiska svérigheter sdsom déd, sjukdom och olyckor samt beroende har blivit naturliga
delar. Att skapa trygghet 4r viktigt for sivil férnojsamhet som balans. De nirstaende
tycks fastna i ett forstadie till Nuets forndjsamhet, i en jake efter trygghet.

Slutsatser: Pa teoretisk niva kan den gamla arktiska 6verlevnadskunskapen étervinnas
for att méta behov i psykosocial cancervird. Teorin om Nuets forndjsamhet behover
fordjupas ytterligare for att en formell teori ska framsta. Det finns emellertid strategier
som redan kan anvindas och det finns strukturella mojligheter att skapa en disruptive
innovation inom psykosocial cancerrehabilitering.

Framtida forskning: Nuets forndjsamhet som formell teori 4r en méjlig innovation som
kriver ny genomgéing av all insamlad data. Det saknas sammanhallen hilsoforskning
kopplat till sjukvird dir brukarperspektivet sitts frimst. Genom att skapa en
forskningsdisciplin och en avdelning f6r forskning med och kring patientperspektiv sa
skulle man skapa en bas for framtida forskning.
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1. Introduction

The incidence of cancer is increasing worldwide Based on GLOBOCAN:S calculations
approximately 14.1 million new cancer cases and 8.2 million deaths occurred in 2012
worldwide (Torre et al 2015). The incidence is increasing annually also in Sweden
(Socialstyrelsen 2017). Cancerfonden (2015) presents a prognosis for 2040, where over
100 000 people annually will suffer from cancer. It projects dramatic cost increases for
cancer care. Refined treatments and early detection increases the relative survival rates
and more people live with cancer (Socialstyrelsen 2017). The pressure on healthcare as
well as contributions from loved ones are growing (Socialstyrelsen 2017; Torre et al
2015; Cancerfonden 2015). Cancer is a costly disease, both emotionally and
economically and, thus it makes a possible arena for innovations. One can read daily in
Swedish newspapers about crises in healthcare. Several attempts have been made to
strengthen the patient position working with the consultations, organizations as well as
legislation (SES 2014; Agledahl 2011; Larsen and Neighbour 2014; Pilnick and
Dingwall 2011). In 2009 an official report regarding a national cancer strategy was
presented in Sweden. It resulted in the implementation of seven regional cancer centers
with the purpose of enhancing the quality of care, increasing the treatment results and
creating a more effective use of healthcare recourses (Socialstyrelsen 2017). The
Swedish patient law which came into force January 1st 2015 states in its first paragraph:
1 § This Act aims to strengthen and clarify the patient's position in healthcare activities,
as well as to promote patient integrity, self-determination and participation (SES

2014:821).

“The national competence center for relatives” referes in a report that excessive care of
a loved one has a strong link to lower participation in working life, both in Sweden and
internationally. Sweden, however, has an individualized system where the individual's
work and salary is the basis for entitlements in the social insurance system. Caring for
a loved one in Sweden is seen as a voluntary commitment whereas it in many non-
Nordic countries is a responsibility resting on the family and where relatives can get
financial compensation. A rapidly growing form of support in Europe. Despite
increased family care in Sweden, the proportion that receives financial compensation
for such work has decreased (Sand 2016). The journalist Elisabeth Sandlund explains
the Swedish system as a social contract where the care is a common responsibility
organized by state; national, regional and local administrations. The problem is that
the parties involved are not equal. The municipalities can close retirement homes, the
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regions can arrange fewer available hospital beds and the social insurance office
(Forsikringskassan) can tighten the interpretation of the eligibility rules for personal
assistance, while citizens have to accept (Sandlund 2017).

Innovation is defined as the creation of something new that provides value to a specific
customer, patient or user (Christensen et al 2009; Nilsson and Lindstrom 2010; West
1990). In healthcare innovation, the patient is the primary user of service. Today
patient perspective seems to be included as an addition, rather than being the center
for a certain innovation. At the same time, patients as well as their loved ones express a
wish to participate and to share their experiences and knowledge (Sandén 2016d;
Sandén 2017). According to Bate and Roberts (2008) patients have been more involved
in their care during the last decade, however they are still missing a depth in this
involvement, “to date efforts have not necessarily focused on the patient’s experience,
beyond asking what was good and what was not. Questions were not asked to find out
details of what the experience was or should be like (‘experience’ being different from
‘attitudes’) and the information then systematically used to co-design services with
patients” (Ibid , p 307). Loved ones add another dimension, how to deal with a disease
you yourself are not the carrier of. Spouse caregivers of cancer patients show morbidity
connected to high levels of stress, potential burnout, depressive symptoms, marital
distress, poor health, and unmet needs (Braun et al., 2007; Li et al 2013; Sjovall 2010).
Jussila (2008) writes about the family unit as having cancer when one gets sick and she
argues the need to include yet another dimension, the entire family as a patient. One
can thus talk about three main parts in cancer care: patients, loved ones and the family.
The society struggles with providing psychosocial support to all three groups.
Healthcare is fragmented with few resources connected to the loved ones and several
disciplines as well as institutions would have to change their approach to both the
patient process as well as to who is included as patients in healthcare. It is thus a wicked
problem as defined by Rittel and Weber (1973), where a solution would be complex.
This is where design and innovation become interesting. Both are based on problem
solving, aiming at changing something for the better (Simon 1969; Brown 2009).
There is, as Davila, Epstein and Shelton (2006) write in their introduction “no silver
bullet for innovation, no formula or structure for innovation that will work for every
organization”. But design thinking means that good policy should include the views of
the users (Shergold 2015). Studies with patient perspectives in cancer care show room
for improvements, where coordination, collaboration and information have been
identified as areas with problems (Nilsson 2014, Nitverket mot cancer, 2012).
Momentary contentment theory is a grounded theory, emerged from a hazardous
context where predictability is hard, much like that of cancer affected people. It works
through safety enhancing strategies towards momentary contentment (Sandén 2014,
Sandén et.al. 2015). It has not yet been tested outside its substantive area, but it might
be useful for cancer affected people. In this thesis I explore the needs of cancer patients,
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loved ones to cancer patients and in action research explore if momentary contentment
may be of use in helping cancer affected people to improved subjective life quality.

1.1. Research problem and objectives

With an explorative approach, I attempt to better understand the everyday lives and
the needs of people affected by cancer. My main research objective is to explore:

- How design thinking, innovation theories and momentary contentment theory may
help improve the psychosocial well-being of people affected by cancer.

This includes the following questions:
- What are the needs of persons affected by cancer?
- How can those needs be met?

- In theory, can momentary contentment theory help cancer affected people to
a more subjectively improved life situation?

1.2. Research focus and demarcations

This licentiate thesis explores whether momentary contentment theory is usable in a
psychosocial cancer care context. Both innovation and design sciences as well as social
work are based on an improvement process, starting from user need. In line with
innovation theories and grounded theory methodology I investigate user needs, i.e. the
needs of cancer affected people. Further, I explore if there are possible solutions to meet
such needs within the momentary contentment theory. I use an explorative approach
based on in depth interviews with 36 cancer affected people. For generalized results
over population it has to be complemented with larger groups of informants. However,
when generalizing in qualitative study one can chose different paths and I combine
some of those. Bryman (2007) mentions them as linking results to similar research in
other areas and in using logic thinking for theorizing one’s results.

18



1.3.  Thesis outline

Chapter 2 discusses the research process, starting with my personal background and
inspiration. It gives a short summary of the included studies. Chapter 3 introduces the
methodology including grounded theory and innovation theories. Chapter 4 discusses
my frame of reference through health theories. Chapter 5 presents my results. In
Chapter 6 I add my own cancer experiences in a reflexive discussion. Chapter 7 provides
a conclusion of the research findings. Chapter 8 presents suggestions for further
research.

19



2. My research process

2.1. Background, a user innovation idea

To understand my base of inspiration one needs to know a little about my background.
In 2004, I had a brain tumor removed, leaving me with cognitive brain damages and
chronic cancer with a statistically very high recurrence risk. In search for an adventure,
in 2010, I moved to a small fishing village on an island in Vesteralen, Arctic Norway.
The island landscape with mountains and fjords makes the weather very unpredictable.
Historically, it was about life and death, about fish migration, about the risk of the
house blowing apart, about fishermen being prevented from going out or going under
(Bottolfsen 1995). Today, the buildings and fishing boats are stronger and safer. The
village no longer suffers from major disasters in number of victims, but nature's
capriciousness is always present. It creates a vision of life as unpredictable, something I
myself experienced as liberating. In my own cancer, I was met by people who neither
feared, were curious nor amazed that I did so well. After two years of living there I
realized I wanted to write about their way of life. I took notes. I tried to understand
their thinking and what made me so happy living there. Classic grounded theory was
used as a way to try to understand the village’s own mechanisms from a bottom up
perspective. Data revealed a culture where old survival strategies and patterns of
behaviour still live on.

During the work with the momentary contentment study, I got to know a 97-98 year
old man. We had many hours of discussions and when he told me about life in the
arctic village prior to World War II I realized that we in some ways come from similar
contexts. The old man showed me pictures from before WWII and pointed out
children who died young. When starting this research process I had been lucky with no
recurrence of my brain cancer, but the statistical prognosis had left me with many dead
friends. When getting ill, I searched for people in a similar situation, and throughout
the years new friends have come and gone. Both me and the elderly Norwegian man
came from a context where life and death was very present. One never knew who would
be next to fall. During interviews with the old man as well as with others in the village
it seemed as they had a natural way of dealing with life and death issues. I got to start
thinking, could their old ways of handling difficulties be useful for more people and
not just me? Are people suffering psychosocially more than necessary? Habicht et al
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(2012) writes about patients as user innovators and how they use their personal
professional expertise to solve a problem. I used my expertise as a social worker in trying
to understand human behavior, resulting in momentary contentment theory. I then
combined the professional expertise with my experiences of living with chronic cancer
to see innovation possibilities through the momentary contentment theory. Looking at
Browns (2009) design process circles I came into this research project with lots of
inspiration, a few notions of ideation, but no implementation.

Inspiration

Ideation
Momentary contentment
theory as individual
strategies.

Health care design with
patient process in the

My own cancer
experience in combination
with experiencing the
Polarfjord way of living
tell me people suffer more
than necessary

Implementation

Figure 1: What | brought into this research project, described through Tim
Browns (2009) design thinking circles

2.2. Experiencing a need, cancer patient study

Nordenfelt (2005) describes phases that chronically ill people go through. With the
first symptoms comes a feeling of sadness which is then shifted towards a fear of
uncertainty about its sustainability and seriousness. Subsequently come answers and
insights that the disease is serious and long-term (deep fear) and a state of certainty
about its severity (shock, sadness, anger) and in some cases, guilt and shame due to the
disease stigma may follow. Then comes the treatment which in itself creates suffering,
depending on its nature. These phases interact and arise in different order. Jussila
(2008) shows in a grounded theory from a family perspective where a parent has been
ill with cancer four different behavioral patterns. Detaching from the disease where they
trust the future and share positive thinking. Fighting against the disease where anxiety
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and reason seeking activities play a big role. In adjusting to life with the disease the family
members adjust to new living conditions partly by bringing in help from professionals,
networks and friends. Submitting to the disease means going through a shock phase and
family members surrender to fear and become powerless. This is interesting but:

- What are the needs of cancer patients?
- Do they suffer more than necessary.

To find answers to these questions I turned to cancer patients. In order to keep the risk
of influencing people as low as possible I used narrative interviews.

2.2.1. “Pa okint cancervatten” (paper I)

“Pa okint cancervatten” is a study based on 19 cancer patient’s stories about their daily
lives. The purpose of the study was to explore their needs. I interviewed patients that
were considered done with treatments. I used open unstructured interviews, where I
listened and observed, to fetch what the informants considered important in their lives.
The study was conducted with the methodological features of classic grounded theory.

It was not easy to detect any impact of the Swedish patient law’s (SFS 2014:821)
intentions in my interviews. A report from The Department of Health Analysis also
shows that the patient's position has not been strengthened despite the legislation
(Myndigheten f6r vardanalys 2017). The study showed that cancer is considered a life-
threatening diagnosis and it becomes a reminder of life having an end. The real risk of
a shortened future creates an emphasis on what is in the moment. Similar life choices
were identified, but more fragmented, as in momentary contentment theory (paper
III). The interviewed patients gave several examples of strategies, techniques and tools
they use to manage life with their disease, both medically and psychosocially. Similarly,
Sand et al (2009) shows how patients in palliative care developed useful strategies to
hold back death. She describes it as a cognitive and emotional pendulum that swing
between extremes, where patients uses the tools that suited their own concepts (Sand
et al 2009). In the search for vitality and zest for life the informants combined both
conscious and unconscious strategies, symbols, rituals and magical thinking. The
partially new life that followed could be divided into an internal navigation, a relational
navigation, and a healthcare navigation.

My study defined certain needs:
- The need for symbols and rituals to separate sick from healthy.
- Predictability in care.

- To turn information about the disease, treatments and side effects into
knowledge.
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- Manage changes in relationships, both with loved ones and between patients.
- To combine a longing for normality with still being unique.

It was also apparent that the loved ones surrounding the cancer patients played an
important role in their lives. It seemed like the cancer patients did not truly understand
their loved ones, like there was an obstacle in their relationships that came with the
cancer. In order to further understand the needs of cancer affected people I turned to
the loved ones.

2.3. Loved ones to cancer patients

Looking at cancer, there is an increase in both contracting the illness as well as in
survival rates, thus more and more people live with chronic cancer. The loved ones
increase in number and their contributions to society and to the individual patients are
important while their needs are poorly explored. The oncologist Strang (2007) in
referring to cancer patients in palliative care illustrates how relatives often are able to
move forward and to find meaning in what has happened. He argues that sudden and
violent death is more difficult to handle due to it becoming less comprehensible and
therefore more difficult to move on from. He exemplifies with major disasters, such as
the Estonia ship disaster in 1994 and natural disasters. He argues that the
unpredictability and difficulty of life no longer being obvious and he refers to
Antonovsky's (1996) research on the importance of coherence (Strang 2007). That
there is a meaning to find in accidents is not an issue in the momentary contentment
theory. With symbolic statements like "done with it" and "this is just the way it is"
people move on without context and meaning (Sandén et al 2015a and Sandén et al
2015b). Two theories, different strategies, but what are the needs of loved ones to
cancer patients?

New research questions emerged:
- What are the needs of loved ones to cancer patients?

- How do those needs differ from the needs of cancer patients?

2.3.1. “Pa okint cancervatten, Nirstdende” (paper II)

In my study I interviewed 17 loved ones to cancer patients, 15 of them had their cancer
sick loved one still alive. Thus they were in the middle of a struggle. I used qualitative
exploratory interviews, aiming at understanding the loved ones' perceptions of their
part. I saw no need for coherence, but rather a very practical need for help and relief.
This could be explained by the differences in contexts between the Salutogenic theory
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of Antonovsky (1996), which emerged from investigating health in people who had
survived an enormous struggle, and that of cancer patients and their loved ones with
death still being a possibility and not something in the past. Loved ones illustrate a
situation with an extensively perceived high level of obligation. Several loved ones
testified how the sick person would not have survived without their effort, and how
they were thrown into a fragmented healthcare process where they were expected to
manage with neither training nor a systematic support system. To constantly face illness
and maneuver the healthcare process has taken over the present moment and many got
caught in a terror-like momentary situation. They lacked a language to describe and
explain their situation and used expressions like “mothering”, “project leader”,
“becoming parent to the sick”. There was a longing for it all to end, but the longing
was hammered with guilt due to the risky future of the patient. Several loved ones
described relief when palliative care entered because of the resources they brought.
Suddenly the healthcare system worked and the loved ones could relax a bit.

The study shows loved ones living under great mental stress, sometimes leading to
illness, after taking on too much responsibility when the healthcare organization fails.
It became evident that loved ones often lacked acknowledgement for their work, both
linguistically, judicially and economically. High morbidity and sick leave (Sjowall et al
2009) show how society uses the resource they represent in an unsustainable way.
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Figure 2: Different phases in cancer care. The illness itself eats part of the sick person and the loved ones get
stressed out from navigating the healthcare as well as having to see the sick person get more and more sick.
The lack of color symbolizes the weakness of the individual expressed from the loved one’s perspective. Both
loses part of themselves. When entering palliative care the loved one describe a relief and several of the
interviewed described a mental memory of the sick person from how he or she was before the illness entered.

2.4. Connecting the momentary contentment theory
with the cancer patient study.

A classic grounded theory is among other things judged by its relevance and its
modifiability (Glaser 1998). This correlates to design activities and innovation in its
pragmatic view on change (Simon 1969; Brown 2009). Many patients bear witness on
only measuring their health from an economic view where working capacity is central.
Momentary contentment theory shows a duality where time may be used as a
production unit or time can be used to create moments of contentment, illustrated in
Veas (2009) comparison of northern norwegians and western norwegians. Vea (2009)
explains how the life choices of the northerners create a lack of innovative behaviour
and a stagnation in economic growth. The momentary contentment theory (Sandén et
al 2015a) shows on the other hand how that same cultural behaviour can explain the
ability to enjoy life as it is. Bodil Jonsson (2016) refers to this comparison as an either
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or, one cannot have both. More studies are needed in order to generalize on the
opportunities that might open if patients learn to focus on time as a contentment
enhancement possibility. By using innovation theories, and connect those to design
thinking, old Arctic survival knowledge could be recycled for implementation in
modern cancer care. When comparing contexts there seem to be a fit between the
village’s historical context and that of cancer patients when it comes to managing life
and death. A new research question grew within me:

- Can cancer patients get a better subjective health with the help of momentary
contentment theory?

2.4.1. From inspiration to ideation - momentary contentment study (paper

III).

Here I introduce a study that was conducted prior to the first two interview studies on
needs of cancer affected people presented above. However, in my research process this
is when I introduce momentary contentment. I wanted to keep the first two studies
inductive as a way to prevent my own experiences and pre-conceived ideas from ruining
the exploration of needs.

The momentary contentment study utilized classic grounded theory. It was a
methodological approach to try to understand the village’s own mechanisms from a
bottom up perspective. The study is based on notes from almost 4.5 years of daily life
in an arctic village, "Polarfjorden", and 14 deep interviews, in groups as well as
individually. In addition, some fifty partially structured interviews have been
conducted. Included observations consist of 43 months of observation and housing in
the village, of which two months in the form of accommodation in a total of 4 families.
For 10 months, spread over two occasions, the observations took place from Sweden.
That section provided information about the village's handling of entry / exit from the
community. In line with classic grounded theory, notes from both interviews and
observations have been sorted, coded and categorized. After each interview or periodic
observation, new notes were coded, analyzed and then compared to previous results.
Following a new analysis, decisions on additional data collection were taken. The
concepts have progressively emerged from the data to basically explain the village’s
culture. Both interviews and observations were conducted until saturation was reached,
i.e. until no new information was found in the data analysis.

Momentary contentment theory emerges from observations and interviews of everyday
life in a village characterized by long distances, harsh climate and the habitant’s
closeness to nature and each other. Data reveals a culture where old survival strategies
and patterns of behaviour still live on. The theory captures a core category of
momentary contentment, based on a safety creating culture including three main
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categories: Doing safety, Destiny readiness and Middle consciousness, explaining how the
participants resolve their main concern of enjoying life. This study is introduced as
background and as a frame of reference for paper IV.

2.4.2. Momentary contentment in a cancer context (paper IV)

In paper IV a psychosocial health design perspective is introduced in connecting the
momentary contentment theory with the cancer patient study. We explore the
possibilities of increasing quality of life in current cancer patients. Thakur et al (2012)
writes about innovation in healthcare and the importance of understanding the
challenges faced by healthcare organizations, such as multiple medical records of
patients, incorrect doses and wrong medication. In this study we chose to include the
challenges patients and their loved ones faces. It shows a fit between cancer patients
navigating challenging life conditions and the harsh everyday life in the Arctic village.
Their contexts are in many ways similar. Death, treatments and dependence have
become natural parts of life where the importance of creating a Sense of Safety is
imminent to well-being. However, while cancer patients are in a new life situation,
people in the Arctic village show a natural ability of handling uncertainties. momentary
contentment theory modified to fit cancer care would eventually be a way to improve
cancer patients’ quality of life. From an action research perspective the study illustrates
the opportunities of implementing momentary contentment theory into modern
healthcare with cancer patients as example. Thus, I will be working with a Health
navigation design. Examples of areas that include strategies from momentary
contentment theory identified to fit needs of cancer patients are fetched by the concepts
of time, hope, altruism, inclusion and humor.

2.5. Where to go from here

Ethically it is hard to try this theory in practice, however, as a first step, I have with
help from the user innovation concept tried to use myself as a research object. I will get
back to this in the discussion section.

The momentary contentment strategies that seemed to help the Arctic people and
where paper IV in this thesis show a theoretical fit with cancer patients, could they be
helpful in a “loved ones” context? Where they themselves are not threatened to die. I
was skeptical due to my life experiences. When being a loved one to my cancer sick
mother I experienced no such momentary contentment, neither have I seen it in others.
But I was curious to see if momentary contentment theory could help loved ones with
their subjective health.

Looking at the two cancer studies neither one of them carry the same core category as
the momentary contentment theory. To cancer patients survival was always the most
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important issue and the loved ones struggled with finding moments of safety. Survival
work as a “given” in the momentary contentment theory and safety as a prerequisite.
There is a theoretical fit in the categorization process, but a deeper comparison of data
need to be done in order for a formal theory to emerge. This research process continues.

2.6. Dissemination of research

Together with my supervisors I arranged an international "troubleshootee" seminar in
classic grounded theory in 2016. It was the first time in the grounded theory network
we chose to allow people to attend the conference both live and on internet. Among
the online participants was Dr Barney Glaser, the founder of grounded theory.

I have tried to influence research as well as the general knowledge in patient perspective,
both through my experiences as a patient and as a PhD student. I have written to
different researchers in regards of memory and brain fatigue. Mostly I get answers where
they thank me for the interesting input but no other information. In other words I get
politely excluded. One research team was an exception, in Gothenburg they do research
on brain plasticity, fatigue, stroke and a new molecule similar to dopamine agonist (ex
Palm et al 2017; Johansson & Rénnbick 2014). When writing to that team I got in
several discussions with their neurologist regarding my experiences. We disagreed at
one point and then another researcher in that team called me up to ask some more. I
was thus included in the research as a collaborative partner. A very unusual feeling as I
am used to juggle my role as a patient with other roles I have. The patient role usually
differs in its lack of self-esteem. However nice the healthcare providers are, I am always
on the receiving end of both information and care. Suddenly I felt empowered as a
knowledgeable person also when appearing as a patient. That collaboration resulted in
an article with a follow up interview with professor Arvid Carlsson. He was interviewed
to comment on my article. Our aim was to show collaboration and the possibilities
when sharing knowledge (appendix 1a and 1b).

In 2016 I was the patient voice key note at WONCA Europe conference and held two
speeches on patient perspective in front of 3000 participants (Sandén 2016a & b). As
a follow up I was asked to write an article with a patient perspective to Allmdnmedicin
(the journal of SFAM, Swedish association of general practitioners), see appendix 2.

In 2016 I had an oral presentation on the theoretical fit between cancer patients and
momentary contentment theory in World Cancer Congress (UICC) in Paris (Sandén

2016¢).

In 2016 we won the Swedish sociology associations prize for best article in 2015 with
the momentary contentment theory (Sandén et al 2015a). This resulted in some media
attention to momentary contentment.
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3. Frame of reference

3.1. Design, social work and grounded theory - A

pragmatic connection?

My method of choice has been classic grounded theory, a theory generating method,
see more in section 3.2. Grounded theories only consist of hypotheses about the
relationships between a set of categories and are not dealing with philosophical notions
of what is "truth". Glaser (1998) argues that classic grounded theory is free from ties to
any science theory on that notion. However, I still believe it is good to position my
studies within the academic fields as I have also been inspired by design sciences. Design
activity is based on problem solving, aiming at changing something for the better
(Simon 1969). Tim Brown (2009) writes about the move between abstract and
concrete through prototypes and how one can recognize an organization using design
thinking by the similarity to a child's room where there are prototypes everywhere. He
illustrates this in three circles:

Ideation

Juspiration The process of
Finding the problem or generating,
opportunity that motivates the developing and
search for solutions. testing
ideas/solutions —
based on the
identified

problem.

Implementation

The path that takes the
idea from the project
room, via the
organization to the
market: the end user.

Figure 3: Spaces of innovation within design thinking (Brown 2009).
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Howlett (2014) argues research in the design area as a key orientation in policy studies.
Johansson-Skoldberg et al (2013) discuss five discourses within academic design
thinking, also called designerly thinking. Firsz, adjacent to a positivist tradition, one
that focus on the creation of artefacts and the use of rational behaviour as argued by
Herbert Simon. Second, a tradition more like philosophical pragmatism, where
reflection on knowledge is of importance to reach higher forms of knowledge. 7hird, a
more practical view on the problem-solving activity, which has to do with the diversity
in the design process (Johansson-Skjoldberg et al 2013). “Design problems are
"indeterminate" and "wicked" because design has no special subject matter of its own
apart from what a designer conceives it to be” (Buchanan 1992, p 16). Buchanan also
introduced the concept of placements in the process. Fourth, a practice based activity
and a way of reasoning/making sense of things. It deals with methodology and data
collection activities. Finally, fifth, design thinking used as creation of meaning, argued
by Krippendorff (Johansson-Skjoldberg et al 2013). All five have touchpoints with
pragmatism. Something which is also true for social work, my prior graduate and post-
graduate area of studies.

Social work is often said to have its origin in poverty education in the early 20th
century. It has since developed towards its own academic field. The Chicago School
and its Institute of Social Work trained workers in local charities and civil society
organizations. Gradually the more practical institution of social work separated from
the more scientific theoretical oriented sociology (Andersson 2003). There are some
different views on the origin of social work as an academic field, but three main
discourses can be argued. There is one with a social reform focus, where social workers
aim to change society towards increased social responsibility. Another view highlights
how left-wing activists advocated a stronger social service approach to people instead of
classical scientific interview and data collection methods. Finally a scientific discourse
where social workers focus on method, thought and theorizing work (Bick-Wiklund

and Nygren 1999).

Research in social work (Andersson 2003), as well as classic grounded theory (Hartman
2001), is said to have practical origins in the ethnological studies of poverty in Chicago
in between WWI and WWII, where the objectives were to study reality objectively,
without preconceived sentences of either practical or theoretical nature. First hand
studies of the subject's world of life were very rare in both the United States and Europe
at that time (Hartman 2001; Andersson 2003). User needs are essential in order to
know where to start the design process. This aligns well with classic grounded theory
which, according to Glaser (1998), is based on data. The two founders, Barney Glaser
and Anselm Strauss released the book "The Discovery of Grounded Theory" 1967
based on a presentation of the method that they had developed in the work with
"Awareness of Dying" from 1965 (Hartman 2001). "Awareness of Dying" is a study of
dying in hospitals. The study uses qualitative interviews and comparative coding in
developing the theory: Insight, or Awareness of Dying as a way to understand and explain
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interactions and behaviors in American hospitals (Glaser & Strauss 1965). This theory
has since been used to improve the dialogue between patients and healthcare providers,
including changing the view of what information a dying patient should receive about
his/her illness. From not informing patients, a shift took place to increasingly inform
patients about the information that their caregivers possessed about their respective
diseases’ bad prognoses (Thulesius et al 2003).

After their study "Awareness of Dying" Barney Glaser and Anselm Strauss (1965) chose
different paths in the development of Grounded Theory and, in addition, a
constructivist version was established by Charmaz (2006). There is thus a Glaserian
grounded theory (also called classic grounded theory), a Straussian grounded theory, a
hybrid version and a constructivist grounded theory. The methods are similar in data
collection, coding, comparison work and categorization. Theoretical coding, core
categories and theory rendering are however different as well as aspects of
implementation and methodological assumptions (Walker & Myrick 2006). With
regard to methodological assumptions, there is a big difference between classic
grounded theory and the constructivist grounded theory. Where the classic version
considers that the method leads the researcher to the theory, the constructivist version
claims that the researcher constructs a theory that reflects experiences and interactions
between participants and the researcher (Charmaz 2006). See how I have worked in
paper III (Sandén et al 2015a, p 239). Classic grounded theory aims at explaining and
conceptualizing what is going on in a substantive area. Doing a grounded theory study
is a circular process of constantly comparing, coding and analyzing new data (Glaser

1998).

The weaknesses of classic grounded theory are several. It is a time-consuming process
to seek saturation through analysis and comparative work of empirical data. It may also
be difficult to learn how to conceptualize. The reason for my choice of classic grounded
theory is the method’s ability to help the researcher find his/her creativity in the absence
of governing rules and literature. There are concise rules in grounded theory, but they
are aimed at creating well-founded hypotheses based on empirical data.

Classic grounded theory is epistemologically and ontologically neutral in that it exceeds
the specific boundaries of established paradigms (Holton 2007). However, I can picture
a connection between design thinking and classic grounded theory through
pragmatism. Pragmatism claims that a truth is not static but changeable when new data
comes through and considered useful or beneficial. Pragmatism can be seen as a
practical change philosophy where theory, practice, reflection and action are linked
together and truth as concept is criticized (Ljunggren 2000). This shows similarity to
classic grounded theory's method of comparative analyzes, constant modifications and
a view that the theory should be useful (Glaser 1998), as well as to the practical research
work of different approaches within design science and design thinking (Simon 1969;
Brown 2009 and Johansson-Skjoldberg 2013). Whether social work in academia is a
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pragmatic discipline or not can be argued, but one can definitely make it pragmatic.
Social work outside of academia is to a large extent pragmatic in its approach to
dilemmas.

3.1.1. Grounded theory methodology

I was inspired by classic grounded theory methodology in both my interview studies
(Paper I & II). No theory has emerged, but conceptualized descriptions have. In the
momentary contentment study a theory emerged explaining the life in a specific village.
That study is used as reference to the cancer studies and I am only discussing the study
from that perspective. Grounded theory aims to explain what is happening in a specific
area chosen for study. According to classic grounded theory, the main issues of the
researched subjects are examined and what is being done to solve these investigated
(Glaser 1998). In line with classic grounded theory, new decisions were made on the
collection of data after each interview, so called theoretical sampling (Glaser 1998). In
order to discover the most important issue and its related categories, open queries are
suggested that lead to open coding (Glaser 2012). Following classic grounded theory,
the interviews were not transcribed but carefully recorded in field notes. Unstructured
interviews were used to get a bottom-up perspective. It was a way to let the informants
decide what is important to talk about, a way to gather data both based on what they
said, how they said it and what they chose to talk about without leading them with
questions. Unstructured interviews are useful when the researcher does not know what
information is needed. Partly as a first technique when the researcher is looking for
things that may be useful at a later stage of the study. Partly when an informant may
be restrained by structured issues. And finally when focus is on experiences that are only
found by letting informants tell a story their way without the fragmentation that comes
from structured issues (Gillham 2008). Careful field notes were made, then coded and
categorized. After each interview, new notes were coded and compared with previous
results. I searched for patterns, processes and mechanisms. Continuous discussion
about coding was conducted with my supervisors. The concepts have been progressively
worked out. All studies were conducted until saturation was reached, i.e. until no new
information was found in the analysis of newly collected data. In paper III I have
explained the process in detail.

3.2. Innovation

Innovation is a creative process in the implementation of a new idea. It can be
identified in products, processes, markets or organizational models (Agostini et al
2017). Johansson-Skoldberg et al (2013) refers to Johansson and Woodilla (2009) in
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arguing “it is from an innovation perspective that the popularity of ‘design thinking’ has to
be understood, as here the concept captures the design practice and the way designers make
sense of their task, and ‘a way of thinking’ that non-designers can also use, or as a source of
inspiration argues” (Ibid 2013, p 127).

3.2.1. User innovation

Historically innovation has had a producer origination approach. Two increasingly
important additional models are innovation by single-user firms or individuals and
open collaborative innovation. Quantitative studies of user innovation show that many
of the most important and novel products and processes commercialized in a range of
fields are developed by users for in-house use (Baldwin & von Hippel 2011). The
Financial times lexicon (2017) states “Innovation by individual users is perhaps the most
important change in the innovation process since the Industrial Revolution”. Kraft (2012)
mentions three levels in user experience innovation; creativity, innovation and success.
In other words the ability to come up with ideas, to bring it to the market and to finally
have a successful implementation. User innovation goes one step further from user
experience innovation since an end user is innovator, and, if marketed, entrepreneur as
well. User entrepreneurship is the commercialization of a new product/service by an
individual or a group who are users of that product or service (Habicht et al 2012).
Baldwin and von Hippel (2011) calls it a paradigm shift.

The Financial times lexicon (2017) argues the strength in fit when users innovate for
themselves. In healthcare it becomes particularly important due to differences in
valuing innovations in this sector. Oliveira et al (2015) show innovative behavior in
patients with rare diseases, but also a discrepancy in valuing the innovation between the
professionals and the patients, i.e. the users. The study also shows how patients with
rare diseases use creativity to form innovations, but lack in the success/implementation
part. For an idea to become successful it must be relevant to the user and fill a user need
(Kraft 2012). Even though that is true for many of the innovations in Oliveira et al’s
(2015) study, many patients lacked the implementation and diffusion part. They were
simply innovating for themselves. Habicht et al (2012) argue three contexts in which
patient innovations occur; rare conditions, when the illness brings strong constraints
on daily life, and when patient reach a dead end situation. Many cancer illnesses are
clearly applicable to these various contexts.

3.2.2. Diffusion of innovations
Diffusion of innovations is a theory that seeks to explain how, why, and at what rate

new ideas and technology is spread (Rogers 2003). Diffusion of innovation as theory is
defined by “every market has groups of customers who differ in their readiness and
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willingness to adopt a new product. And, that an innovative product spreads (diffuses)
through a market not in one straight course but in successive, overlapping waves. Most
populations show the following pattern in the adoption of new consumer goods:
innovators (2 percent of population), early adopters (14 percent), early majority (34
percent), late majority (34 percent), and laggards (16 percent)” (Business Dictionary
2017). Diffusion manifests itself in different ways and is highly subject to the type of
adopters and to the innovation-decision process. The criterion for the adopter
categorization is innovativeness, defined as the degree to which an individual adopts a
new idea. The innovation must be widely adopted in order to self-sustain. Within the
rate of adoption, there is a point at which an innovation reaches a critical mass (Rogers
2003).
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Figure 4: Rogers innovation curve (Rogers 2003')

Except from the innovation itself, Rogers suggests three other important elements in
order for an innovation to be implemented over time; communication channels, time,
and a social system (Rogers 2003). Peres et al (2010) suggest that the diffusion
framework need to broaden in scope from focusing on interpersonal communications
to encompass the following definition: Innovation diffusion is the process of the marker
penetration of new products and services that is driven by social influences, which include
all interdependencies among consumers that affect various market players with or without
their explicit knowledge (Peres et al 2010). This will be important to consider when
moving from ideation to implementation.

! Retrieved from: http://creativeemergence.typepad.com/the_fertile_unknown/2012/01/according-to-
wikipedia-diffusion-of-innovations-is-a-theory-that-seeks-to-explain-how-why-and-at-what-rate-new-
ideas-and-t.heml
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3.3. A methodological reflection

Paper I and II are conceptual descriptions much inspired by grounded theory
methodology, however not generating a theory one can argue it is not grounded theory.
Paper III is a substantive grounded theory. The exploration of needs in paper I and II
as well as the grounded theory in paper III have been inductive. In paper IV a deductive
approach is applied when, in theory, momentary contentment theory is tested on the
needs of cancer patients. Moving towards a formal theory all data will need to be
compared, sorted, coded and categorized.

In chapter six in my thesis I add my own experiences by using participatory action
research. This is in line with both Design thinking and innovation engineering where
the user perspective is a central starting point and creativity is essential. Participative
action research means participating in a situation in a process of change. It is an
interactive process where problem solving activities are implemented and studied in a
reflective understanding (Reason & Bradbury, 2001). Zhang et al (2015) argue action
research as a mean to enhance relevance in research, combining scientific knowledge
with actions based on that knowledge.

Since my reflections on my own illness are quite close in time I have found it difficult
to assess their value and accuracy. As a consequence, I have chosen to present them after
the result section in the thesis. When moving into future research action research might
be a way to go. It is possible to combine with grounded theory (Zhang et al 2015)
which has a diccum “all is data” (Glaser 1998). Simmons and Gregory (2003) calls it
grounded action. (Waterman et al (2007) writes in their conclusion “From our
experience, we have learned that action research can be employed to diffuse innovations that
need a high level of adaptation in each new setting or where there is a great deal of complexity
and mismatch between different groups of people and parts of an organization, providing
there is a need or desire to research the innovation further’. There is a need for adaptation
since all patients are different and complexity with different disciplines are needed when
dealing with cancer.

Looking at the design process with inspiration, ideation and implementation I have
taken several turns in the iterative process. I find the tools in design thinking and
innovation helpful in exploring my research questions.

Preconceptions and reflexivity of self

Research is a complex activity and therefore continuous reflections about what is being
done, the degree of success and how to proceed are needed. In order to try to control
reactivity, it is also important for the researcher to reflect on how the situation and the
people being studied are influenced. All in order to avoid incorrect research results
(Hammersley 2004).

35



In classic grounded theory, the researcher is supposed to temporarily put his/her
preconceptions aside so they don’t interfere with new data. Glaser (2012) insists that
the researcher, when entering a research study, should be open to:

1. The general problem.

2. The specific participant’s problems.

3. What concepts will explain the current behavior.

4. Which theoretical codes will be integrated into a theory.
5. What theoretical perspective applies.

Although "all is data", materials are handled in different ways. I have weighted the
material based on my experience lower than the material collected from informants.
Glaser argues that if you as a researcher have great knowledge of the area studied, you
should pay attention to this, perhaps interview yourself, to understand what you know.
This is then used as data to compare with other data. If new results have not been
consistent with previous notes or experiences, I noted it as a deviation. In such a
situation, I demanded further confirmation by data collection and discussed my own
possible misunderstanding with supervisors to reduce the risk of incorrect conclusions.

We, as humans, use language as a way to name symbols, objects, happenings, feelings,
opinions, and more, and thus we make social objects of them. We make them real,
something to relate to. Similarly, we define other people. We feel our impressions,
categorize them, possibly name them and with this organization we interpret our fellow
human beings. This process often leads to stereotypical interpretations. We use already
known categories to understand and explain, and within these categories people are
assigned special features. It is a common, quick and treacherous way to try to
understand other people and anticipate their actions. In the same way as we use
language and symbols in our interpretations of others, we also do that in interpretations
of ourselves. It can be described as a three-way process where we first interpret a specific
stimulus or situation. Then we experience a reaction to that interpretation. Finally, we
formulate an emotional reaction to the situation, through the symbols and the language
we have available (Sandstrom et al 20006). It is from this basic view I have used myself
as a research object. By being sick from cancer, I have experienced many situations
where I have been surprised by my own reaction to some stimuli. These situations I
have noted and included as part of my observations. In this work I have used my
supervisors to reflect on my role as an object and subject of research. Their reflections
have been very valuable in the reflexive work, which is an ongoing learning experience.

Interviews

I mostly used unstructured focus group interviews. For detailed information in each
study, please see the methodology section in the included papers. In order for me to
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not lead the informants, most interviews had one main question "can you tell me about
your life"? Brown (2009) argues that focus groups and other traditional interviews don’t
give answers to people’s needs because it is hard to formulate needs. The human mind
tends to stay within recognizable frames. A designer’s goal is to “help people articulate
the latent needs they may not even know they have” (Ibid, p. 40). This is done through
insight, observation and empathy (Ibid 2009). I believe the fact that when I use my
own experiences as a chronic cancer sick person in the interpretations and analyses it
gives me the possibility to insight and observation. As long as it is done carefully and
with reflexivity of self.

Glaser (1998) advocates that interviews should not be recorded and transcribed. This
is because you are not looking for detailed description without conceptualization of
behavioral patterns. If an important feature of a pattern is missed, it will appear again,
otherwise it is not important. Grounded theory does not create new facts, but is to be
viewed as a collection of well-founded hypotheses that fit into a theory that can explain
and predict behavior in a studied area (Glaser 1998). In order to detect the most
important issue and related categories, open queries are suggested which lead to open
coding (Glaser 2012). The interviews I made have thus not been transcribed.

Wong (2009) discusses the power balance in an interview situation and how to view it.
He argues that it does notmatter what scientists do to reduce imbalance. The questions
are always directed and the story does not come from a natural conversation. However,
he refers to the importance of always reflecting on his own research role (Wong 2009).
In my focus groups interviews I used the main question “please tell me about your
lives”. T asked the informants how they experienced at the interview. My conclusion is,
in line with Wong's view, that there will always be a power imbalance in interview
situations. What I can do is to consistently reflect on my role as a researcher, the content
of the interviews and the context in which they are conducted. Who am I in relation
to the ones I interview?

Another question is how I influence what is said. For example, in group interviews with
single men with prostate cancer, how does me being a woman affect the interviews? It
is hard to know, but by not relying on individual interviews to achieve saturation, I
increase the chance to detect possible false interpretations. The same applies to the
relations between the informants. There are clear hierarchical relationships that I have
tried to avoid missing by observing body language; what is said, how it is said and in
what context it is said. I have noted what happens during an interview and then
reflected on it in the work with the data.
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4. Perspectives on health

4.1. Organizational background

In order to better understand today's difficulties in Swedish healthcare one needs to
understand how it has developed. From medieval times to the 18th century, mercy and
Christianity were the base for medical care (Socialstyrelsen 2015). 1624 the first law
aiming at care for poor people “hospitalforordning” was introduced. It stated that
everyone who was not able to work should be placed at a hospital (Losman 2005).
During the 18th century a care ideology developed, which furthered settled during the
19" century, based on national economic interests with export industry and cheap labor
as main concerns. The healthcare system was designed to create and keep healthy
workers. In the 20th century things changed both through sociological designers and
the chronically ill were over time separated from the elderly and poor. In 1901 the
regulations changed and as an exception the hospitals were allowed, to take in chronic
ill people for shorter periods of time if it did not interfere with other patient’s needs
(Socialstyrelsen 2015). The social democratic welfare regime was designed with its core
elements: universalism, comprehensive risk coverage, generous benefit levels and
egalitarianism (Esping-Andersen 1990 and 1999). The principle of social stratification
was most apparent in the concept of the Swedish “people’s home” (folkhemmet) in the
late 1920s. Its purpose was to break down social and economic barriers which divided
citizens and sought broader equality through non-market mechanisms within the
capitalist economy (Scruggs & Allan 2008).

Working
healthy

Gets
person admitted

to the
bec<i)"mes hospital

One
specialist
unit

Figure 5: Emergency care model. The Swedish healthcare organization is designed to treat otherwise
healthy people in working age, that gets an illness.
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From 1927 until 1951, according to Socialstyrelsen (2015), the chronically ill were
considered a group of their own with specific medical needs. Specific hospitals were
introduced in legislation with state financial contributions. These hospitals were mainly
occupied by patients with cancer, neurological problems, pathological senility, chronic
asthma and circulation diseases. The medical level was much lower than in ordinary
hospitals due to that these patients were viewed as non-treatable. 1951 the legislation
changed and the chronically ill were no longer exempt from regular hospital care. Even
though the assignment changed into caring for all sick people, the hospital organization
with an emergency ward and different specialist wards and clinics remained intact (Ibid

2015).

This is aligned with the main policy changes in the western world healthcare systems.
The history of healthcare systems rests on social policy that aims to prevent disease
risks. It has three phases according to Pallier (2006); a) Designing a healthcare policy
for the poorest. b) Introduction of health insurance mechanisms for certain workers. ¢)
Design of a comprehensive healthcare system. Wolffram (2007) discusses the
impossible combination of a minimum level of welfare with goals of social solidarity
and civic equality guaranteed by the state and assurances of a high level of health care
and no loss of income. He reasons that European countries have had to cut in their
expenses at times, but what they really need is reform, starting already from the 1970's.
According to Socialstyrelsen (2015) we have erased the special solutions for chronically
ill during the last decades, thus made them part of the main healthcare system. Both
entrance, exits and the care itself have changed from being seen as something where
chronically ill people have unique needs to all being met the same. They write (original
Swedish language®) “Consequently, based on a longer historical perspective, the
contemporary design of care for people with chronic diseases is something that can be
described as the final impact of the emergency care model. During what appears as a
historical parenthesis, attention was paid to and designed the care of people with chronic
diseases as their own area that required special efforts. From being completely excluded from
the traditional emergency care model, it has now fully taken care of it” (Socialstyrelsen
2015, p 34).

What happens when a new group of people with other needs than what the
organization is built to handle is introduced? Many gaps exist between personal needs
and provided services, i.e. between the healthcare services. This is a major reason for
introducing design thinking (Mintrom and Luetjens 2016). Design is a relatively new
research discipline and Herbert Simon defined design activity as the creation of actions,

2 ”Betraktat frén ett Iéngre historiskt perspektiv innebdr alltsd den samtida utformningen av vérden
for personer med kroniska sjukdomar ndgot som kan beskrivas som akutsjukvardsmodellens
slutgiltiga genomslag. Under vad som framstdr som en historisk parantes uppmdrksammades
och utformades vdrden f6r personer med kroniska sjukdomar som ett eget omrade som krévde
sdrskilda insatser. Frdn att ha varit helt utesluten ur den traditionella akutsjukvdrdsmodellen har
den nu helt uppgadtt i den.”
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aiming at changing existing situations to more desirably ones (Simon 1969). Buchanan
(1992) argues four different areas where design thinking is useful in interventions:
graphic design, industrial design, service design and interaction design. Healthcare is a
service design organized as to treat healthy people who suddenly get one treatable
illness, despite that as much as 80-85% (Wikstrom 2017) of current healthcare
resources goes to the chronically ill.

4.1.1. Loved ones

In the 1940’s homecare was introduced as an alternative to hospital care and further
developed during the decades to come. Now the loved ones were introduced as
caregivers, especially in the 1960s. In 1968 medical technical devices were introduced
as a way to transfer functions from hospitals to homecare. During the 1970s, primary
care was further developed through the introduction of “vardcentraler” (local care
centers) to which some specialist care was decentralized. In 1978 a major change was
implemented where homecare found its base within primary care. From being fulfilled
by loved ones it was transferred to healthcare staff and municipal social services. These
changes made it possible to move elderly from hospitals to homecare. In the 1980s the
number of hospital beds for chronically ill decreased for the first time. In the 1990s the
deinstitutionalization continued and the beds decreased further. For chronically ill this
means that the major solution during the 20" century with in-patient care was
abandoned (Socialstyrelsen 2015).

In many cases the patient has family and other loved ones. Sjowall et al (2009) show
how partners to cancer ill patients become patients themselves. Their study show an
increase in inpatient hospital care both during the first and second year after a partner
gets a cancer diagnosis. Hodgkinson et al (2007) show the need for close reliance
support as far as 11 years past diagnosis. A Canadian study shows how relatives go down
in working hours to be at hand for the sick. The family's economy is significantly
affected (Jeona and Pohlb 2017). This corresponds well with the results from my
qualitative interview study (paper II), where several of the loved ones express high levels
of stress and how their own morbidity had increased.

4.2. Individual health strategies

There are many treatment methods within psychiatry and psychology such as cognitive
behavioural therapy, psychodynamic therapy, mindfulness and image therapy etcetera.
They focus in different ways on a momentary relation between the therapist and the
patient and it is in those moments that openings for reflection and change are created
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(Stern 2005). Nordenfelt argues that suffering in chronic illness is a cognitive function
and thus can be treated with cognitive therapy (Nordenfelt 2005). Looking for an
innovation possibility these therapies lack in availability and are connected to high costs
due to their need for therapists.

4.2.1. Self efficacy, salutogenic theory and momentary contentment

Today there is a discussion surrounding value-based care and the Karolinska hospital
has a project where they connect this to Bandura’s (1997) Self-efficacy theory. The
theory suggests that lack of perceived control is the foundational underpinning of most
forms of anxiety. Many cancer patients experience anxiety problems that have to do
with their lack of perceived control over whether or not, as well as when, their cancer
will return (Bandura 1997; Buhr and Dugas, 2009; Paukert et al. 2010). The
importance of having a sense of control is shared with Antonovsky (1996). He
developed the salutogenic theory, where a sense of coherence is central including three
main components: comprehensibility, manageability and meaningfulness. Antonovsky
tried to go back to the origin of health and argues that his theories are related to coping
strategies, empowerment and other health contributing theories in the three
components and in the combination of cognition, behavior and motivation they create.
Also the theory is not bound to cultural contexts. Any culture can combine the three
components uniquely (Antonovsky 1996). The momentary contentment theory
emerged from data explaining a way of dealing with life when faced with possible
worries and deaths, where a sense of control is very difficult to achieve. It shows a way
of moving on from accidents, illnesses and life crises without reflection on purpose and
meaning. It is based on structural safety through helpfulness and inclusion (Sandén
2014). Like the salutogenic theory and self-efficacy, momentary contentment is
connected to coping strategies (Antonovsky 1996; Bandura 1997; Sandén 2014). Self-
efficacy connect those to the ability to see positive outcomes, such as personal growth,
in a stressful situation (Bandura 1997 and Luszczynska et al 2005). Momentary
contentment theory shows how language can be used as a coping strategy in
reformulating problems into solutions, and at the same time place the initial problem
in a state of mind - Middle consciousness. Thus separating the initial problem from the
moment where the solution is central (Sandén 2014). Where Antonovsky (1996) argues
reflection, momentary contentment shows how it can be contentment enhancing to
skip reflection and meaningfulness. Doing safety shows in each incident the possibility
to affect one’s situation, doing it together with others gives extra positive effect. It gives
a sense of control to do something and cognitively it creates clusters of moments, so
called cluments, due to the experiences within the activity. Destiny readiness, accepting
that life is hard, contributes to a feeling that a crisis is a normal thing that needs to be
dealt with. Through helpfulness, collective safety structures and activity a crisis is then
managed. Middle consciousness creates breaks in the moment. By placing thoughts and
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feelings of for example fear in a cluster of moments, a sense of safety can be created
outside of that clument. The three categories create processes that are enhancing safety,
communion and contentment (Sandén 2014).

The momentary contentment study originated from four years of observation of an
unrecognized kind of joy and contentment in a small Arctic village (Sandén 2014).
Aaron Antonovsky’s salutogenic theory started similarly with observations where he
studied survivors from concentration camps and what made them healthy. The studies
began similarly with the observation of well-being, but the results have turned out
somewhat different. Where Antonovsky chose to explore health and illness as
opponents on a scale, and what makes a person move towards health, momentary
contentment has led to a focus on contentment, safety and an ability to always return
to the present. The original context is different in that Antonovsky studied health from
a perspective where the danger was in the informant’s history whereas the informants
in the momentary contentment study still lived in a dangerous context. The informants
in the momentary contentment study did not search for any comprehensibility or
meaningfulness, though they shared the manageability with the salutogenic theory.

Momentary contentment theory further explained

In this thesis I have chosen to further explore the possible use of momentary
contentment theory in the care for cancer affected people. Therefore I choose to explain

the theory further.

The theory captures a core category of momentary contentment, based on a safety
creating culture including three main categories: Doing safety, Destiny readiness and
Middle consciousness, explaining how the participants resolve their main concern of
enjoying life. Data shows common and individual acts to create stability by Doing safety.
Destiny readiness illuminates a discourse of acceptance, a way of thinking that, with the
aid of linguistic strategies, prepares for life changing events. Middle consciousness shows
a way of handling difficulties, based on a dividing and separating phenomenon. The
theory identifies various life strategies, which in a health context may work towards
inclusion, a sense of safety and contentment. Momentary contentment theory shows
mechanisms that have emerged from the historically rough living conditions dealing
with the present moment, taking one incident at a time. This relative conception of
time, however, stands in contrast to today's busy society. When helpfulness is a priority
it means that people do not prioritize being on time. If helping someone makes you
late for an appointment that is what happens. In a comparative study between the
various regions in Norway, Vea (2009) discusses how the prioritizing of the moment
in Northern villages creates a lack of macro innovative economic thinking. Vea uses a
quote from Agnar Mykles book "Rubicon" (1965) when explaining the differences in
mentality between the northern and the western parts of Norway: “Nar en sunnmoring
kommer hjem fra fisketokt, har han tjent 400 kroner i banken. Nir en nordlending kommer
hjem fra tokt, har han tjent 200 kroner. For de 20 kjoper han silkesjal til kjeresten, for de
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180 kjoper han wienerbrod. Hans hemmelige valsprik er: "Man ma da ha det litt godt her
i livet...". 7" This quote is as useful in Vea’s (2009) explanation of the lack of innovative
behavior and of willingness to change and growth as it is in my description of the
northerners ability to enjoy life. Throughout the book, Vea compares the two cultures
in production, innovation, working conditions, economic growth, industrialization,
historically as well as in modern times. Vea describes the Westerner as diligent, no
matter how much herring he received, he continued to fish. In the description of the
Northerners, Vea refers to a culture where the Northerner fisherman chose to work
hard during hard times, but in good fishing, production stopped. He refers to economic
growth and entrepreneurship, as well as how the northerners did not understand and
yet today do not understand the importance of entrepreneurship (Vea 2009). The
quote above may equally be used in highlighting the Northerners co-habitation with
nature. Where nature is a part of life as well as a production factor. The quote also
shows the Northerners ability to enjoy the moment, a central ability illustrated in
momentary contentment theory (Sandén 2014).

The momentary contentment theory has its origin in a weather-beaten society that
despite its vulnerability, historically as well as to date, has found a way of life that creates
contentment. Earlier days' proximity to death has to some extent remained over time
due to climate, long distances and nature-related accidents. The existent psychosocial
survival culture shows analogies with literature on what creates happiness, joy and
satisfaction - linguistically as well as cognitively and behaviorally.

The theory is based on three safety balancing mechanisms. In combination they support
stability and safety in an unstable life situation, leaving space for momentary
contentment. The mechanisms are;

* Doing safety means that a stereotypical structure paves the path for a helpful culture
in which it is seen as a matter of course to do things actively. This is partly to help each
other, partly a means to have fun.

* Destiny readiness is a concept that explains an acceptance that life is what it is - an
evolved preparedness for uncontrollable events.

» Middle consciousness is an ability to create order. By placing those situations that
cannot be controlled into a standby mode, they can be disengaged from consciousness
without being completely repressed.

The three concepts explain how worries can be dealt with in a safety and contentment
enhancing way, both collectively and individually. Through activity, acceptance and by

3 In english: "When a fisherman from the western part of Norway comes home from fishing, he has earned 400
crowns in the bank. When a Norwegian returns home, he has earned 200 crowns. For those he uses 20 crowns
to buy a silk shawl for the girlfriend, for the other 180 he buys pastry. His secret language is: You must have a
good time in life’.
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focus on what is, the concept’s mechanisms work together to increase momentary
contentment. The moment, as an issue of time, is defined as longer or shorter moments
in which something happens. Balancing safety is in itself a prerequisite for momentary
contentment. Without a degree of contentment, it is difficult to maintain the three
balancing concepts. In this way, they influence and reinforce each other in an ongoing
process, individually as well as in groups. Altruism is central; in the past as well as today.
Both among individuals who feel good to help and among those who feel good to be
helped. In groups, altruism creates a common pride based on partially unconscious
internal processes where it is hard to see one's own role. On the societal level altruism
works through well-developed voluntary work and a preparedness to fight for survival.
Through an inclusive culture a base for confirmative communion is created. Doing
safety includes momentary helpful and altruistic inclusive attitudes and actions.
Simultaneously the language is characterized by adaptability and euphemistic
expressions. The spirit of accepting everyone as a participant requires a certain form of
preparedness that lessens worries of being alone and thus creates a feeling of safety.
Linguistic strategies and communicative symbolic thought processes are transmitted to
enhance contentment in the moment. Expressions like "we know where we live"
symbolize a destiny readiness for the arctic climate and its challenges. But in order to
protect the preparedness from worries, expressions like "heldig (lucky)" are often heard
at the same time. This creates an opportunity to separate a moment of "heldig" from a
danger that might come or that have been in the past, leaving momentary contentment.
By separating those who are present from those who are absent a focus on the moment
is created. In combination with inclusion processes no one has to be afraid of not being
allowed back in the community when returning. This separation phenomenon, a part
of the middle consciousness, shows how different aspects are intermittently related by
reciprocating in consciousness, thus leaving issues neither repressed nor fully conscious.

By not expecting life to be easy in combination with a helping attitude, an accident or
hardship is not met alone. When no more help is needed or possible to give the ability
to temporarily disconnect from the suffering of a friend or family member creates an
opportunity to focus on the positive, including health. Dark humor helps carrying the
person in need, both through confirmation and with laughter. Laughter and activity
together with linguistic tools keep bringing people back to the present. And, in the
moment there is always something to do to make life a little bit better. If not for oneself,
for a friend or neighbor, thus in its altruistic manner creating contentment. (Sandén

2014; Sandén et al 2015a; Sandén et al 2015b)
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4.3. Innovation in healthcare

Innovation in healthcare is defined as “#hose changes that support healthcare practitioners
Jfocus on the patient by helping healthcare professionals work smarter, faster, better and more
cost effectively” (Thakur et al 2012: 564). Health innovation may be presented in the
form of a social innovation. Social innovation is usually proposed as a creative
alternative to traditional government processes or programs when there is a need for
improvements (Flynn 2017; Agostini et al 2017). Social innovation is characterized by
disruption to customary relationships, problem-solving processes, structures, or some
combination of them (Flynn 2017).

In interviews both patients and their loved ones seem very pleased with hospice care
and expressions like “finally we were seen” were not uncommon. Hospice ideology tries
to take on a holistic view on human beings as well as on health. The philosophy rests
in a view of the individual in a physical, psychological, social and spiritual perspective
and it includes: symptom control, relationship and communication, teamwork and
support of loved ones (Saunders 1996). “Perhaps the most important belief we now share
is our awareness that people approaching the end of life are still part of life, brothers and
sisters of us all, going through what may well be the most important part of their lives and
that of the family and friends they are leaving” (Ibid, p 319). A relevant question is: why
not just implement the palliative care organization all over? One response is that
palliative care cost more than the non-palliative care and, unless the care providers
decide to add resources, we need other solutions.

Amo (2006) has investigated innovation behavior within healthcare and shows a
relation to rank within a workgroup. The higher ranked the employees are, the more
influence management has on their innovation behavior. Lower ranked employees are
more influenced by colleagues. It is thus important to consider both management and
colleagues in the creation of an innovative environment (Amo 2006). Innovations focus
customer needs, however Thakurs definition of innovation in healthcare clearly makes
the patient a passive object. Amo seems to have forgotten patients all together.
According to Habicht et al (2012) healthcare innovation is traditionally positioned with
the professional innovators, often health care professionals. In this view, patients are
not considered to contribute substantially to the advancement of the field. Their role
is merely the one of a passive consumer (Habicht et al 2012). Herzlinger (2006) opens
up for patient needs when referring to three different kinds of innovations within
healthcare; to make it more available, more effective or cheaper. She argues that
innovation in healthcare must show understanding of the six types of power that affect
the outcome.
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These are:
a) Involved parties - many stakeholders

b) Financing — There are two types of economic challenges; the funding of innovation
development and how much someone will pay for a product or service

¢) Politics - Innovators must understand the legislation that governs healthcare
d) Technology — It is important to understand how and when to invest
e) Customers — Healthcare consumers are more engaged today

f) Responsibility - Consumer demand for a cost-effective and competitive product or
service

(Herzlinger 2006). Oliviera et al (2015) have studied patients innovative behavior and
bring a patient perspective into the innovative process. They argue; “High patient need
coupled with low commercial activity in rare disease marketplaces creates both a need and
an incentive for patients and their caregivers to innovate for themselves to help them with
respect to many quality of life issues.”

Phillips and Garman (2006) have studied barriers to entrepreneurship in American
healthcare. They define entrepreneurship as the pursuit of opportunities within an
existing organization as well as through formation of new ventures. They have
identified structural, economic, organizational and behavioral barriers leaving an
institution where innovation and change are extra challenging. They therefore promote
disruptive change as explained by Christensen et al (2000). It provides opportunity for
new entrants or ideas to challenge existing stakeholders within healthcare systems. They
argue that intrapreneurship is easier accomplished when the objectives are viewed as
consistent with an existing institutional mission. Activities not clearly related to the
existing mission of healthcare entity may have greater chance if they are separated from
the institution’s activities (Phillips and Garman 2006). Philips and Garman’s barriers
show that sometimes a healthcare innovation should be placed outside the existing
organization. I will discuss this and Herzlinger’s six forces further in chapter eight, in
connection with my planned innovation work.

4.3.1. Patient perspective

Ware (1992) talks about delegitimation experiences; when the disease or pain is denied.
She mentions two delegitimation types: One where people minimize the experience of
illness with words like “we are all tired”, and another where physicians define the
experienced illness as existent only in the patients mind, i.e. a psychosomatic illness
(Ware 1992). Both types means a questioning of a person's mind, however, according
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to Ware the second is more damaging to the patient since it includes a new illness, a
psychiatric illness, which contains a great deal of stigma (Ware 1992).

On a structural level, there are several studies showing the need for more patient
centered processes. Today a patient perspective seems to be added as a supplementary
need, rather than keeping a patient’s needs in the center. Or, as in Thakurs definition
above where patients are defined as a passive object of health. Bates and Robert (2006)
set the patient in focus of why healthcare at all exists and they believe that the patient
is a forgotten resource in the development and production of new working methods,
processes, surveys, and more. Patients could play a role in everything from observing,
picking up ideas and thoughts, try first, listen, challenge, until the final design of
service, environment, processes, flows and finally evaluate the effect of a finished
product/service. Hannan and Brooks (2012) argue that healthcare needs a
multidisciplinary paradigm for patient-centered teamwork. deBonkart (2011) argues
that innovative thinking in healthcare, where the patient is seen as a resource with
unique skills, in the long run may be more efficient and move care and rehabilitation
in a positive direction. Such an initiative could lead to patients getting a sense of control
and satisfaction as well as a gain for society. The patient-oriented care process puts
patient and loved ones in the center, thus illustrates a salutogenic and humanistic
approach (Nilsson, 2013). Barlach, Engberg and Pallesen (2000) refer to a potential for
increased patient influence by ensuring interaction and patient participation in the
information exchanges. This provides patients with the opportunity to take
responsibility for their own health development. However, in healthcare a dominant
view on innovation is that it is gained from external and formal research programs that
are transferred to practice as a final step (Herzlinger, 2006). In other words, they take
on an internally focused approach rather than being patient inclusive, and as a
consequence the patient falls second in the process.

4.4. Power —an obstacle to health?

Healthcare is known for its hierarchical organization where the physicians are the main
carrier of power. Agledahl (2011) argue that the ongoing issues with patients
complaining about lack of empathy and understanding from their physician might
indicate more than individual malpractice, but rather a systematic problem. Pilnick and
Dingwall (2011) agrees it being systematic, but argue a need for it. They go as far as to
say that the asymmetry is part of the core in medical consultation. Furthermore, they
claimthat those arguing for patient-centeredness lack evidence for its positive outcome
on health (Ibid 2011). An Isracli grounded theory (Greenfield et al 2012) has
investigated physician’s reactions to second opinion: “The findings exemplify how
physicians struggle between their perceived professional image and their vulnerability,
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as they are sometimes disappointed, offended, embarrassed and resent their patients,
and how they strive to preserve their professional authority and autonomy through
allegedly ‘paternalistic’ behavior” (Ibid 2012, p 1202). My personal experience from
being a cancer patient for 13 years is that the physician can be either dominant or show
vulnerability in the consultation and still produce either positive or negative effects on
my health. But, looking at Ware’s (1992) study of delegitimation, it adds another issue,
a diagnosing issue.

Power has many different links in literature. Often, power and conflict are combined
through the causal image of power as participation in decision making, where one party
can make the other one do something (Laswell and Kaplan 1950; Dahl 1958;
Merelman 1968). The conflict can also be outside of the action, seen in different
interests of the parties and hidden in passivity (Lukes 1974). When adding action,
desire and beliefs one gets another dimension (Elster 1983). The causal explanation
model, where power is a part of decision making, is based on the practice itself, the
observable action. By supplementing the observable with goals, perceptions and
assessments and looking at actions as rational and targeted the understanding of power
increases. This means a move from the study of behaviors to the study of resources
(Korpi 1985). Conflict, exchange and exploitation are all kinds of interaction, all of
which include the use of power resources. An interaction where the parties punish each
other constitutes an open conflict, while an interaction that involves mutual reward is
traditionally called exchange. An interaction where one party activates pressure
resources while the other party activates reward resources can be described as a kind of
exploitation even though it is not an open conflict (Korpi 1985). These mutual reward
based interactions may have different behaviors depending on the participant’s
perceptions and goals. Venetia’s (2011) study show that for discrimination and
exclusion to exist it needs to be fed and reconstructed from both the majority and the
minority group in everyday social interactions. Thus, it might be offensive to both
patients and healthcare staff to challenge the existing order. As Bottles mentions, there
are various wishes and patients are different. Some still want the doctor to call all the
shots and some want to be part of a collaborative process where not just the relationship,
but the whole concept of what constitutes health and healthcare, are under dispute
(Bottles 2001). During the 1980's Sweden had a government inquiry called
“Maktutredningen”, (the inquiry into power). There Petersson writes in the inquiry's
final report (SOU 1990:44) about “the Swedish model”, a political culture which has
a history of agreement, compromise and cooperation. It implies a special method for
reaching collective decisions. A central element of this method is the sounding out of
affected interests, i.e., that different groups are given the opportunity to state their views
and be heard and that decisions emerge through processes of deliberation and
consultation (Petersson 1990). However, it has its focus on the labor market and
whether the Swedish model in this sense is a part of the healthcare system is yet to be
investigated.
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There is obviously a lot to write about power. However, following a grounded theory
path I go where the data leads me. And from my informants' stories I have chosen to
mention the deligitimation process (above). Together with that I will discuss a few
power recourses, such as time and knowledge, in the result and discussion sections.
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5. Results

In this section I discuss the momentary contentment theory’s usefulness in
understanding cancer patients and loved ones. I am also exploring the possibility of
reaching one step further towards a formal momentary contentment theory. These
results are to be interpreted as preliminary and a help to navigate forward with this
research project.

5.1. Experience of time

“Time is nature's way to keep everything from happening all at once” (Wheeler 1990,
p 10 and Cummings 1922). The social perception of time is central to a community's
culture and distinguishes a culture from another. The view of time within a community
is often hidden, unconscious and difficult for outsiders to perceive (Levine 1996).
Gunnarsson (2016) writes about time becoming an issue for chronically ill persons,
both in regard to the disease, but also due to the various actions that have to be directed
as a consequence of the disease. When comparing the patient’s view on time with the
loved one’s I identified a difference. During the interviews, it was apparent that the
loved ones were living very much in the moment, but where the moment was filled
with anxiety and feelings of guilt. The patients on the other hand had a shorter time
horizon since they did not know whether they would survive or not, but within that
time horizon they had more moments of joy. The cancer affected people expressed
different time zones and showed difficulties in recognizing the other's perceptions

(Sandén 2016d & 2017).
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The importance of the present and future in a cancercontext.

Patient
Symbols of
health The present moment

brought to the becomes central!
future “Maybe all I have is this moment”

Eating Thoughts on the future are often addresse
together against children and other close relz

Life
together

The present moment is filled with terror,

before watching the sick relative suffer. UNKNOWN
cancer hit FUTURE

"Oh, if only this terrible “
disease could end”!

Gambling

Diagnosis Treatments Time

Figure 6: Different experiences of time. It is very difficult to imagine death, and for patients where that is a possible
outcome the imagined life span becomes shorter than when the own death is not threatened.

Bringing momentary contentment strategies together with patient interviews show a
pattern of using symbolism as models for health. Among the patients I found
symbolism as well as concrete examples of actions, people or issues placed in between
the present moment and a possible death. It could be the surgeon symbolizing a
personalised hope through magnificence; “he will save me” (Sandén 2016d). This aligns
well with symbolic interactionism. According to Sandstrom et al (2006) we transmit
what we see, hear and know, both as visible and invisible symbols. In this way, we create
meaning and organization in our existence. This is something we learn from early age
as part of our language, culture and context (Sandstrom et al 2006). Another strategy
among the patients was to conduct an "activity plan" of what to do between present
and a possible relapse. Thulesius (2003) theory of equilibrium of hope shows how
people create instinctive compensatory strategies to increase the existential hope,
including the denial of life-shortening information or by increasing momentary
enjoyments of life.

5.1.1. Waiting

Another way of looking at time is waiting, something all affected by cancer are familiar
with. The Swedish board of health and social services (Socialstyrelsen) establishes in
their yearly report that the total waiting times for cancer patients remains. There are
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differences both between and within regions and for different forms of cancer. There
are also variations depending on the patient’s actions. They conclude that there is a
potential for cutting objective waiting times without adding recourses, but by
improving the organization and making people seek care at an earlier stage
(Socialstyrelsen 2015). The waiting can thus be connected to power recourses. A
paraphrasing from Hays (2003) (taken from Auyero 2011): if the state really wans to
include patients as active citizens, as full-fledged participants in healthcare, it does not make
much sense to make them wait in a zone of uncertainty. If, however, the state is actually
creating subordinate subjects who do not raise their voice, who “know” (because they learn
in practice) that they have to be patient, then the uncertainty and arbitrariness of the waiting
is a very effective route for doing so”. In momentary contentment theory, the concept
momentary is defined as a subjective abundant experience, like a cluster of moments
that is perceived differently in different situations for different people. If we can create
clusters of moments that seem important enough for the individual patient as well as
the loved ones to make the waiting experience secondary, we might lessen the burden.
In the discussion chapter I further discuss the consequences of waiting and I use myself
as a testing site for bringing cluments of meaning into the waiting, making it an active
waiting period.

5.1.2. The creation of cluments

Cluments is a concept where time is defined as cluster of moments. For example, a
waiting period can be one clument, but it can also be divided into smaller cluments.
Also, an exercise can be one clument, a party another and a conversation a third. Going
back to Simons (1969) definition of design activity as “changing existing situations to
more desirably ones”, the creation of cluments can be viewed as a design process
changing the content in ones time. Lasane and O'Donnell (2005) argue that people of
the Western world have a great need to establish and relate themselves in a timely
perspective. There is a need to find a coherent framework, regularity and predictability.
Momentary contentment theory shows how time can be viewed with various references,
such as seasons, and how integration with a stereotypical view of the annual cycle helps
create contentment in an arctic environment. Allowing one to get tired of the darkness
and then happily face the sun. This is done on a collective basis (Sandén 2014).
Translated into a patient perspective, one can learn to allow the body to become tired
of treatments, to joyfully meet a positive test result and to create space for momentary
contentment. From a healthcare perspective a stereotypical cycle could be created by
introducing a clear treatment plan for the patient.

Macduff (2006) discusses the impact of different perceptions of time on the priorities
given to past, present, or future orientations. Where two key dimensions need to be
discussed when negotiating across cultural boarders: differing perceptions and values of
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time, and the management of time (Ibid 2006). In a cancer context where life and death
are apparent, time is very important and it seems like the perception of time changes in
different ways for patients and their loved ones. It seems as MacDuff’s (2000)
arguments regarding negotiation across cultural boarders is applicable and illustrates a
possible cause of misunderstandings in families that could be avoided by
communication and information. Perhaps explanatory models might be of help? One
model is to use clusters of moments, and divide time into sequences, as a way to deal
with things one at a time, i.e. to create cluments.

If life itself is one cluster of moments it is generally seen as shorter by patients than
loved ones. But within that life frame the patients seem better equipped to joggle time.
To disconnect from the disease and enjoy moments where they create new small
cluments. Capsulated fear, explained in the patient study, is a way to put the fear of
dying in a cluster of moments and thus creating a sense of safety. By for example
capsulate the fear of illness and death in the waiting time between an examination and
receiving its answer a space of fear has been created which contributes to security
outside the capsule (Sandén 2016d). The loved ones show no strategies to divide life
into clusters of moments, rather they uncontrollably accept the illness as one big space
of fear (Sandén 2017). The quote “Time is nature's wonderful way to prevent
everything from happening at once” clearly opens up for the creation of cluments.

5.1.3. Hope

Hope is another concept related to time, and lack thereof. In the concept of hope
patients express uncertainties, misunderstandings and inconsistencies. All interviewed
patients convey a hope that “lives within”, where there is an opening for destiny
readiness, but many also express a feeling of being pushed by both relatives, friends and
healthcare staff towards being positive and cognitively hopeful. Being pushed into
positive thinking usually includes moving the thoughts towards a future, a future which
to a cancer sick person usually includes fear and illness (Sandén 2016d). This is adjacent
to Benzein’s conclusions about hope in palliative care, which distinguishes ‘living with
hope’ from ‘to hope for something’. ‘Living with hope’, i.e. being hopeful relating to
what is present. “To hope for something’ i.e. hoping relating to future and changes
(Benzein et al 2001). Most of my interviewed patients had a fairly good prognosis.
However, they all shared thoughts and feelings concerning life and death. The
interviews show the importance of offering hope. However, in order for hope to be
assimilated without evolving into a demand, it should comply well with a person’s
knowledge (Sandén 2006 & 2016). Loved ones are living and acting in the moment,
but since the moment often is filled with suffering they also have a wish for the future,
when the cancer is gone (Sandén 2017).

53



In lign with both Benzein (2001) and momentary contentment theory one can suspect
that a cognitive factor of the future makes the loved ones more in a “hoping for” state
of mind, whereas the patients are more in a “living with hope” state of mind. Hope,
however, can mean different things to different persons, at different times and in
different situations. That may explain how hope as a concept can both be shared and
create conflict at the same time. As one patient said the “next person that comes with
positive thinking I will smack”

5.2. Sense of safety

Momentary contentment theory’s three main categories; doing safety, destiny readiness
and middle consciousness, are interrelated and helps explain the aim for safety feelings
and momentary contentment in a hazardous context.

5.2.1. Being the safety net

The base for momentary contentment is a structural security net creating a sense of
safety. Knowing that there is help to receive when needed. Without that basis it is hard,
if not impossible, to let go and feel contentment in the moment while living under
threat. Middle consciousness together with doing safety includes offering help when help
can be given, and at the same time accepting reality through destiny readiness. If one of
the three disappears the sense of safety vanishes and thus making it hard for momentary
contentment to be achieved (Sandén et al 2015a).

In interviews with both cancer patients and those related to cancer patients, safety is an
important factor. Both patients and loved ones express a lack of confidence in the
primary care due to low availability and from being dismissed. Ware’s (1992)
delegitimation process, where physicians define an experienced illness as existent only in
the patient's mind, i.e. a psychosomatic illness, is mentioned by both patients and loved
ones and argued as one of the reasons they often lack confidence in the primary care
(Sandén 2016d & 2017). The patients do safety with other patients through
organisations, websites, and in relationships with relatives and individual healthcare
staff. For example magical thinking surrounding a certain surgeon “be will save me”.
Loved ones show no such sense of safety. Rather the opposite. Many of them express a
need to actually be the safety net; 7 was roo afraid to get sick, who would then handle
everything” (Sandén 2016d & 2017). Also there is a disbelief, especially in the beginning
of the diagnosing process where several of the informants express how they at different
points felt discredited, i.e. similar to Ware’s (1992) description of delegitimation, a
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socially constituted, non-bodily suffering in illness (1992). Something both interviewed
groups express as undermining safety.

Loved ones express more loneliness than patients do, even though the digital meeting
place “Cancerkompisar” is an exception and a place to meet others who understand
their situation. Some express feelings of guilt when doing fun things. They are doing
safety by helping, but they are describing a lonesome helping effort where they never
seem to be part of a shared collective doing safery . It also had a tendency to move
towards feelings of guilt when having fun (Sandén 2017). I met one exception to this,
one relative to a cancer patient who describes how they came together and created a
safety net together with family and friends of the dying cancer patient.

Nordenfelt describes in a phenomenological way how chronic ill people create different
parallel worlds such as the world of the sickness, the medical world and the everyday
world (Nordenfelt 2005). This corresponds well to the middle consciousness in
momentary contentment theory, where one can place illness in a standby mode and
thereby separate being sick from being healthy; seeing disability when help is needed,
and not seeing it when not. In my interviews with cancer patients this is shown by their
ability to separate healthy parts of their lives from the sick, and actually enjoy those
episodes. It becomes more difficult when looking at the situation of the loved ones.
They do not seem to have the ability to juggle time, but are rather in an almost constant
alert mood. Sinding-Larsen (20006) points to that individuals and communities need a,
more or less, intact integration to be perceived as a safe context. Both cancer patients
and loved ones express that healthcare staff continuity and knowing where to call to get
help are very important to their psychosocial health. This aligns well with momentary
contentment theory, which shows how a well-developed collective external support
system can create stability, a sense of belonging and safety. A structure as something to

fall back on when life is harsh.

5.2.2. Altruism

In Momentary contentment theory helpfulness and altruism play vital roles for both
inclusion and wellbeing. A sense of safety is created in the trust of not having to face
difficulties alone (Sandén 2014). The help loved ones provide a sick person is altruistic
in nature and have a great possibility to enhance well-being, but the demands are often
overwhelming (Sandén 2017). Post (2005) describes how altruism results in positive
social inclusion, in distraction from personal problems and self-centred anxiety, in
increased wellbeing combined with experiences of meaning and purpose and in a more
active lifestyle. A strong link is found between altruism and wellbeing, happiness, health
and longevity - as long as helping others does not overwhelm a person. However, it is
clear from my study as well as from other previous studies (e.g. Sjovall 2010) that many
loved ones get overwhelmed. The demands they put on themselves to create stability,
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order and safety for the sick relative also seem to show a touch of guilt (Sandén 2017).
There is something called “survivals' guilt”, mostly talked about when people are in a
deadly situation, but survive against the odds. It is described in DSM IV* as a symptom
in post-traumatic stress disorder leading to nightmares, depression and other stress
related disorders. I see many similarities with the guilt from my interviews with loved
ones. This needs to be further investigated.

Patients on the other hand are yearning for altruistic actions but have a hard time
finding the strength to do it. Many cancer patients find ways to use activity and
helpfulness as tools for feeling better. However, they express difficulties in balancing
their need for help with wishes to provide help for others (Sandén 2016d).

There is a need for a supportive psychosocial context both for patients and relatives.
Support groups, for example, lead to patient empowerment and enhance participation,
search for knowledge about the disease and more generally improve the patients’
abilities to navigate their disease (Weis 2003). Altruism is thus shown to be important
for both patients and their loved ones. Both groups seem to need help balancing their
engagement.

5.2.3. Collaboration

Collaboration can take many forms, ranging from simple information exchange
activities to more intimate forms of cooperation with interconnected partners (Conner
2015). Baldwin & von Hippel (2011) argue that each participant in a collaborative
effort gets the value of the whole design, but incurs only a fraction of the design cost.

We have an emergency model of healthcare in Sweden, based in an economic
perspective where otherwise healthy working people get help (Socialstyrelsen 2015).
People bear witness (Sandén 2016d; Sandén 2017) on being sent around to various
specialists that do not talk to each other, thus not knowing what other treatments or
investigations are going on at the same time. This is dangerous for chronic ill people
and one can argue an “ittestupa’ is created against anyones wishes or intentions.
Patient centered care is argued as a solution to those problems. Gershater and Forbes
(2013) argue that the concept of patient centered care is accepted as one of the defining
characteristics of chronic disease management. Nilsson (2014) argues problems with
being patient centered, problems confirmed in my interviews. When cancer patients
have several care providers, large gaps develop and the care is no longer patient centered.
To be able to keep the patient at the center, the process needs to be patient oriented,

# Diagnostic and Statistical Manual of Mental Disorders. American Psychiatric Association

5 Attestupa is a mythical practice of senicide during Nordic prehistoric times: elderly people are said to
have thrown themselves, or were thrown, to their deaths. According to legend, this was done when
the old people were unable to support themselves or assist in a household (Wikipedia 2017)
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where the focus is kept on the patient along the entire journey. “It is not enough that
each part is trying its best” (Nilsson 2014).

Nilsson (2014) explain how patient centred care originates from a healthcare provider
perspective where it is rare that patients themselves are involved in the actual work for
change. In many cases, neither customer/patient needs, nor their desires are included.
Gershater and Forbes (2013) argue patient centeredness is the key to activating the
patients as well as making them understand and adjust. It is similar to Momentary
contentment theory’s doing safety and acceptance strategies. It might help patients
coping skills but it fails as a method to deal with the cooperation problems when more
than one discipline is involved.

There is a need for new design perspectives that include the complexity of treating both
chronic and non-chronic ill patients in a medically safe and cost-effective way.
Healthcare need a collaborative design to deal with involved complexities. In a project,
bringing nursing and nursing education together, partnership is described as long-term,
convergent, strength-oriented and pulled by vision (Stanley et al 2017). The interviews
in the included studies show a need to bring the patients and loved ones into such a
collaborative development. A literature study of inclusion in work places (Shore et al
2011) shows that inclusion is established when individuals have a sense of belonging to
a group and perceive themselves to be a distinct and unique member of it. It must be
combined with a group responsibility of including the individual, rather than resting
on the individual connecting to the group (Shore et al 2011; Jansen et al 2014). If the
group does not take responsibility for such inclusion, it may lead to marginalisation of
people who do not fall within the behavioural norms of the group (Ytterhus 2012).
Translated into healthcare it is the care provider’s responsibility to include the patient
with his/her autonomy intact. Inclusion in healthcare, described at the WONCA
Europe conference 2016 is to i) feel part of the healthcare planning, to ii) be treated as
a unique individual with the care adjusted to his/her individual needs, and that iii) the
doctors and healthcare providers are responsible for including the patient (Sandén
2016b). Within momentary contentment theory the inclusion process is a paramount
part of feeling safe, knowing that you are not alone. The delegitimation process
explained by Ware (1992) is an example of power imbalances, which might lead to
longer lead times before an illness is diagnosed. Not just from the physician missing a
diagnosis, but also, as found in my interviews, delegitimation was described as
something that make people feel offended enough to avoid going back to seck a
physician.
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5.3.

Momentary contentment thCOI'y in a cancer context

It seems as if two main areas are involved in reaching momentary contentment in
association with the three main categories. They are:

a)
b)

Time and the ability to divide time into clusters of moments, cluments

Sense of safety

They interact in various ways at different points in life. In my cancer studies, paper I
and II, one can see how the three main categories from the Momentary contentment
theory are integrated in each of the two main areas.

Doing safety Destiny readiness Middle consiousness
Time TIME CAPSULING BY REFRAME THROUGH TIME CAPSULING
ACTIVITY TUNING/FADING BY SEPARATION
Ex Helpfulness Ex Black humor Ex Waiting management
Ex Exercise
Sense of COLLABORATIVE ACCEPTANCE EMOTIONAL
safety SAFETY Living with hope vs CAPSULING
PERFORMANCE hoping Ex Scary unpredictable
Ex Inclusion Let go of uncertainty future held outside the
Ex Collaboration Let go of mistrust moment
Ex Altruism

Momentary contentment strategies:
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Time capsuling by activity means doing an activity, and thereby creating cluments. For
example, playing soccer or getting involved in somebody else's need for help.

Reframe through tuning means reformulating a problem and turn it into a more positive
experience through for example humor or another practical measure. Thus, laughter gets
in the front and the problem is to some extent faded, even though the issue itself of
course still is very much present.

Time capsuling by separation means separating events from each other. During a waiting
experience, it might seem as the longest time ever to be waiting for two weeks to receive
an answer on an x-ray, but by looking at each clument separately the time waiting can
be less apparent in the mind.

Collaborative safety performance means creating a safety net through building the
knowledge that one is not alone.



Acceptance means embracing a “shit happens” attitude. Life is not easy and whatever
happens one has to move on.

Emotional capsuling means separating different feelings in clusters of moments. To allow
one to be sad, angry, happy etcetera and during a time frame embrace those feelings.

An example:

A patient waiting for results may capsulate different clusters of moments during that
waiting period. For example, doing something enjoyable, like playing basketball with
friends. This capsulate that time of playing basketball and separates the moment from
the anxiety about the future results. The process tunes out the future and tries to focus
extra on the basketball game, thus enhances the momentary experience. When done
with basketball it is time to go home, put on some music to help cry, feel the fear and
allow some self-pity. These clusters of moments helps manage through the combination
of acceptance of life’s unpredictability with a previous safety performance from a
booked appointment with a doctor. Whatever happens, the booked appointment
creates a sense of safety from being left alone.

Cancer

N lliness
Group collaboration
Roles, helpfulness
Loved ones lack knowledge, pacemaking
confidence in
health care.
They become
the safety net
themselves. . %
Inner self Relational o
Hope techniques %
= Activity Active listening
Fear Humor Activity Threat
Magical thinking Inclusion
Symbols

Middle c@hsciousness sick/healthy Rituals

Loneliness Hopelessness

Figure 7: Momentary contentment in a cancer context. Security is a prerequisite for finding momentary contentment.
Red text shows the difficulties of loved ones.
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5.4. Innovation project — patient perspective education

My interview studies are explorative and many issues appear in the data. One of these,
not related to momentary contentment, address knowledge as important to both
patients and loved ones. There are different aspects:

e Knowledge about the disease and available treatment options.

e Knowledge about how to navigate society with a disease, i.e. in healthcare, in
social services and in social security.

e To go from being informed to become knowledgeable. Many patients describe
difficulties in understanding all the information they receive.

During fall 2017 Department of Design sciences, LTH, together with the Department
of Clinical Sciences and School of Social Work give an academic course in patient
perspective, 7,5 credits. It is a close cooperation with researchers at the Karolinska
Institute. It is a part of the new project “Spetspatienter” (lead patients,
http://dagenspatient.ringla.nu/). The purpose of the course is to allow for cancer
patients and loved ones to learn navigate life with the disease, and for healthcare staff
to learn patient perspective. The pedagogical approaches used are influenced by flipped
classroom and case studies in a PBL setting where everyone will produce a case, small
or big, from which scenarios are built by the students. Then the PBL group work to
master the scenarios. Elmgren and Henriksson (2014) write about case studies and that
the crucial question usually has to do with an action plan, which aligns well with this
course. Student interaction is central and an intention of mine is to both provide
education and to gain knowledge through the course.

In a flipped classroom traditional acquisition through reading and lectures is timely
organised by the students themselves, whereas the in-class activitie’s purpose is to
engage students in the content. Making the students take responsibility for the reading
and viewing online lectures, gives time and space for in-class activities aiming on higher-
order thinking skills such as sourcing and defining problems, collaboration, research
design and problem solving. This is done through working in groups, doing research,
and develop knowledge with the support of teachers and peers (Alvarez 2011; Bennet
2013). This course is a web-based course and in-class activities are through two campus
meetings as well as continuously in a virtual classroom.

In a flipped classroom, it may initially be hard for students to grasp what is going on.
Biggs (2003) argue that in order for all students to use higher-order learning processes
one needs the education to take place in a well corresponding system. He mentions
Constructive alignment as a method to develop such a system. Elmgren and Henriksson
(2014) explains the concept of constructive alignment as learning outcomes, activities
and assessments need to follow a recognizable pattern where the learning outcomes
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govern the activities and assessments. I believe it is a challenge to combine constructive
alignment with a creative and open environment and here balance is essential. In the
course, inspired by Laurillard (2012), ABC learning design is used, which has as its
purpose to connect the different parts: Production, Practice, Investigation, Discussion,
Collaboration and Acquisition (UCL 2017). By making all these steps of learning clear
to both teachers and students the intention is to make everyone aware of what is asked
of them in each phase.

Each student produce an
example to work as a case.

Through learning tools such as
videorecorded lectures and
literature students acquisite
information all through the

project

Produce a paper on different
aspects of pros and cons of
navigative roads to chose
between.

Brainstorming through group

When suitable, students may discussions, ideas on problem solving.
try solutions and bring Collaborations and group activities

Questions and answers

back experiences to
reflect upon.

Investigations, trying to find
out how to find answers.

e Inclass activities
e Invirtual class
activities

Collaborate within groups and
with teachers.

Figure 8: Patient perspective course

The model is an example of a blended learning process. Within the process there are
sub processes where there is interaction between reading/listening and
discussing/collaborating and producing/assessing work. Through helping each other,
the students will practice distance from themselves and in smaller groups analyze
various situations. Through reading literature and personal experience they develop
possible solutions to defined problems and identified situations. An obstacle with
flipped classroom pedagogics is that students tend to prefer live lectures over video
recorded ones (Bishop and Verleger 2013). As a consequence, videos are short in this
course, preferably less than 15 minutes. Students are encouraged to complete pre-class
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assignments. The cases, in line with what Elmgren and Henriksson (2014) argue, show
progression during the course. Each student has a blog where he/she writes about
his/her academic contributions, questions and learning experiences. Teachers provide
feedback with both questions and comments, trying to make the students to do well in
their analytical work.

Assessment takes place all through the course by small assignments, following the blogs,
and a larger final exam. Following the idea of constructive alignment, this is presented
as clear as possible to the students. The continuous weekly feedback are divided on
teachers that have time to do it. Different forms of feedback are given such as specified
feedback and acknowledging experiences, mostly in writing. Students also practice in
writing feedback to each other as a peer-to-peer structure. Constructive criticism with
focus on both improvement opportunities and positive remarks on work done are used

(Elmgren and Henriksson 2014, p 258-259).
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6. Discussion, a user experience

6.1. Background, the emergence of a lead user

My brain cancer had been quiet for eight years when I started my master study, but
while doing my master I got sick. I then found that the Momentary contentment
emerging theory did not only feed the healthy me with joy and contentment, but it
made me laugh and enjoy life also when sick. From this experience a thought grew
within me: What if I am not that special? What if this way of organizing life can help
more people than just me?

In 2016, while working on this thesis I received information about new changes in my
brain from MR scans. The images were hard to interpret and to this day, nine months
later, no one knows whether my cancer is back, if I have had a stroke or what has
happened in my brain. It provided me with an opportunity to return to my momentary
contentment strategies and, this time, to try them in a cancer context far from the
original substantive area. Brown (2009) writes that; The goal of prototyping is not to
create a working model. It is to give form to an idea to learn about its strengths and
weaknesses and to identify new directions for the next generation of more detailed,

more refined prototypes" (ibid, p 91).

In this chapter I use myself as a research object. For ethical reasons, I cannot try a model
for enhanced contentment at this early stage on other people. Action research offers a
unique opportunity to bridge the gap between research and its use in a combination of
solutions and reflective research (Zhang et al 2015). Due to my suspected relapse in
cancer, I was given an opportunity to try different parts of my model. I have become a
lead user. As von Hippel (2005, p 19) argues “there is now very strong empirical
evidence that product development and modification by both user firms and users as
individual consumers is frequent, pervasive, and important”.
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6.2. Delaying without destroying hope

Many are the sociologists who have connected the concept of waiting to both power
(ex Bourdieu 2000) and time (ex Schwartz 1974). Even if the concept of power is
debatable when it comes to deadly diseases such as cancer, even the physicians are often
powerless to the disease. Bourdieu’s quote “delaying without destroying hope” (Bourdieu
2000, p 228) fits very well with patient testimonies. Patients as well as loved ones
discuss waiting. Waiting for answers, waiting for x-ray, waiting for treatments and
waiting in waiting rooms. A woman, friend with several cancer patients, gave me the
image from Donald Ducks camping where Goofy feeds a cow, which runs after to get
the hey. The cow gets just enough hey to keep running, just as patients get just enough
information and hope to keep waiting, to keep hoping for answers. Both Gunnarsson
(2016) and Auyero (2011) illustrate a process where patients and social recipients learn
to be patient. Auyero (2011) writes "collective time senses are deeply intertwined with the
workings of (and resistance to) social domination”. He continues by lifting time as the
locus of conflict, but also, and as important, of acquiescence (p 7). Waiting can be seen
as a limbo, which feeds on hope and an agreement about the patiently waiting patient.

6.2.1. An experience of waiting

In my interviews, the waiting is an issue for both patients and loved ones. They describe
that it is tough to wait and several patients mention how they used the time to capsulate
their fear and thereby separating their healthy selves from the disease. Due to my own
brain cancer, I do MR scans at least once a year. I use myself as a test bench for a better
understanding of the concept of waiting. It allows me to show momentary lived
experiences and not just memories. Below is an extract from December 2016:

- Ok, we’re ready.

1 hear the nurses voice while the bunk slowly moves out of the MRI. I
stretch, yawn and hold back the urge to ask if they have seen anything
strange in my brain. I know that this is the starting point of 10 days of
worry and fear. 10 days until the doctor will call me. The same procedure
every year since my brain tumor was surgically removed in 2004. Then I
was cognitively damaged, both by the tumor, epilepsy and surgery. An
insurance doctor wrote: ... maybe some working capacity exists if arranged
in a protected activity." Today, I am a PhD student, which no one thought
would be possible. Now I have to wait and see if I will be forced to make
the same journey again.

An American friend asks me why the waiting takes so long and I respond
that my doctor only has phone appointments on certain days, the next is in
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10 days. But the question got stuck in my head. The day after I call the
nurse and ask if the answer has reached my doctor. Yes, it has. She cannot
give me the answer but I get her onboard in trying to get him to call
earlier. I hang up with new hope. Who can resist a chance to make a brain
cancer patient happy? It is my birthday and there are many who call to
congratulate. Every time the phone rings I jump. The seconds it takes to
open the case to my phone is full of desires. Every time there is a name
instead of "unknown number” a deep disappointment goes through my
body. I'm waiting all day, and at five o'clock I write an email to the doctor
"Please, call me and give me the best birthday present”.
A restless night and then a new day. I think of all the hospital staff who
have the opportunity to see my records, who would be able to know
whether 1 get to live or die. All these people, but not me. I have no control
over my results. Should I go to the hospital, sit down in the waiting room
with a sign "give me the answer?" Should I ask people to call and nag so
they finally give up? Should I fake a seizure to get admitted to the hospital?
But, I think, the doctor's time is needed to all those who are really sick and
not just sick with worry.
Life between X-rays and results is a parenthesis of fear all cancer patients
and their loved ones know about. 10 days feel like a year, at least. Each
time the phone makes a sound I jump. In the lunch room ar work I look at
my phone even if the signal comes from the other side of the table. My hope
Jfor a response in the moment is so strong. Give me a quick answer right
away, and we can have a discussion later when there is more time. There is
a resistance to this because it is not considered ethical to give cancer
diagnosis in a hurry. But living in a parenthesis of fear is no more ethically
defensible. To know that others know whether you live or die yields an
enormous powerlessness. Just because we are accustomed to it, it does not
mean it does not involve a great deal of suffering. Poor sleep, fatigue,
anxiety and fear around the clock for 10 days. Today it's been almost four.

During waiting safety is shuttered and I am disconnected from most momentary
contentment strategies. I can still do safety by activating myself, and, as many cancer
patients, switch between being almost paralyzed with fear and, for example, frantically
cleaning the whole house.

There are several studies on waiting and healthcare. Burstrom et al describe waiting
time within an emergency ward. Their study shows how the staff tries to improve the
patient experiences by either calming them down and/or avoid them and their
questions (Burstrom et al 2013). This corresponds well with data from my interviews
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with cancer patients and their loved ones. They describe meeting kind and friendly staff
and also how they have learned to wait. In a large cancer center in England, chair
massage was given to both outpatients and carers. Evaluation shows reduced anxiety,
increased relaxation, distraction and a sense of being cared for. The study relies on
immediate written feedback, thus it cannot be seen as an indication of longer-term
benefits (Mackeretha 2008). Both Burstrom et al (2013) and Mackeretha (2008)
assume a static view on waiting where they focus on making the waiting less bad. Their
studies, however well intended, show how a patient perspective is added as a secondary
need, hence the patient viewed as a passive object of health. deBonkart’s (2011)
argument to see and use the patient as a resource with unique skills seems far away.
Waiting quickly becomes a part of the disease. But, what does it mean to wait?

6.3. Identity

6.3.1. Waiting

Waiting may affect not just the moment, but also who you are. In psychology one talks
about different concepts for how the individual creates a coherent presentation of the
events in life that over time describes an identity. Identity is based in an individual's
history, culture and social context where the social context of everyday events brings
together culture and history. An individual may then, in using language, reflect on
personal positioning. By naming and conceptualizing various aspects of an experience,
feelings and abstract experiences can be made conscious (Fivush and Merrill 2014).

It is apparent from the interviews that loved ones lack a language to describe their role
in life. Thus it is hard for them to reflect upon their situation. They use different
characteristic roles such as “parent” “helper” “project leader” “nurse” in attempts to
capture their situation (Sandén 2017). The patients show different experiences where
they learn the system and what is expected of them (Sandén 2016d). Evergeti (2011)
talks about how people reconstruct the stigmatized images of their identity. How
complex interactions reinforce homogeneity in one group and through interactions
with members of other groups maintains the difference from others. She shows how a
reaction to discriminatory and socially excluding conditions is a significant identity
marker and plays an important role in self-identification as opposed to a dominant
society. It is through complex interactions similarity and homogeneity is reinforced
within one cultural group, and through interactions with members of other groups that
difference from others is realized and maintained (Ibid 2011).

Auyero examines poor people’s waiting time in a social welfare office in Buenos Aires.
A main conclusion is that the wait itself makes the client learn patience and to be a
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submissive client. 70 be an actual or potential welfare recipient is to be subordinated to
the will of others. This subordination is created and re-created through innumerable acts of
waiting (the obverse is equally true; domination is generated anew by making others wait).
In those recurring encounters at the welfare office, poor people learn that, despite endless
delays and random changes, they must comply with the requirements of agents and their
machines” (Auyero 2011, p 24). Continuing with my comparison to social work, the
concept clientification becomes interesting. It includes a categorization process where
a problem gets defined within the organizational frames, often in a landscape of
fragmentation, specialization and individualization (Giimiiscii et al 2015). Translated
into healthcare one can say that there is a similar patientification process going on
through waiting, an experience described by many cancer affected persons.

6.3.2. Patientification process

According to Gunnarsson (2016) a patient is an embodied person who suffers, gets
admitted to a medical facility and becomes the passive recipient of someone else’s
actions. He further discusses how becoming a patient involves a transformation process
from being a subject to one's body becoming an object. He argues how our orientation
in the world cannot be separated from the particular world we inhabit. Our actions and
reflections are dynamic and intertwined with the world surrounding us. Thus our
embodied experiences changes when getting sick (Gunnarsson 2016). A reorientation
process is possible to design in a health enhancing way, or, towards patientification, a
disempowerment process where one as a patient must lower the expectations on
respectful treatment.

I can see several aspects of this within healthcare. One is the view on time. According
to Schwartz (1974, p 847) the more power a person has, the more protection he/she
needs. This is what seems to be happening in primary care where nurses try to protect
the doctor’s 'valuable' time. Schwartz writes ... especially to be kepr waiting an unusually
long time is to be the subject of an assertion that one’s own time (and therefore, one’s social
worth) is less valuable than the time and worth of the one who imposes the wait” (Schwartz
1974, p 856). Nordenfelt (2005) discusses the importance of communication with the
treatment staff and argues that lack thereof risk create feelings of insult and humiliation
in a chronic ill person.

Another aspect of patientification is fragmentation. As long as healthcare staff focuses
on just one body part, inclusion is very hard since inclusion demands authenticity of
the whole person. Observational studies of physicians show how patients become
fragmentized during the consultation even though the doctors in the study have been
made aware of the need to see the whole person. They rejected questions of existential
nature (Agledahl m f1 2010 & 2011).
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Continuing from my own waiting experience from December 2016. The doctor did
call me two days later. A new change was observed on the MR images and, suddenly, I
had received information about my own brain cancer possibly coming back after being
silent for more than 12 years. He told me on a Friday, that they had to discuss it in the
next neuro-oncological conference the upcoming Wednesday. He gave me a
consultation time on the following Thursday; “7 understand you want ro discuss this, we
can meet the next day”. 1 thanked him for being fast with the answers, and I told him
that I hate to wait and, if he were to have some extra time Wednesday afternoon, he
could just call me and I would be at the hospital in 10 minutes. I did not believe for a
second that he would call, I even felt a bit ashamed for asking, knowing I was not
following the expected patience of a patient. When he actually called me Wednesday
afternoon, to let me know I could come right away, I was shocked. Interestingly
enough, I also felt empowered. The concept of empowerment is based on a view that
an individual is the expert of her/his life and has the ability and competence to know
what is in his/her own best interest. The concept entails both an individual and a
structural dimension. The individual dimension is directed toward processes and
activities that have the intention to increase the individual's control over their own lives.
For example, to increase the individual's self-esteem, self-image, knowledge and skill
level. The structural dimension includes social barriers, power relations and social
structures as maintaining inequality, injustice, and lack of control over their own lives
(Askheim 2004). I went to the hospital feeling stronger and safer than I would have,
had he not called. In a way, I learned I did not have to comply with traditions, I learned
I was listened to. I went from being a passive object to become an active participant in
my own healthcare. At the consultation, he told me they were not sure whether this
was a malignant change or not, and they had decided to wait for another MR scan two
months later.

Two months later he called to let me now the results the same day the scan was done.
I then had a meeting with him after the neuro-oncological conference. Again they did
not know what it was they saw on the images and had decided to wait another three
months. That made me upset and I was offered a consultation with the neuro-
oncologist the following Tuesday. This arrangement gave me time to process the results
and to prepare myself for the meeting. I could thus participate on a more even level
with the physicians. I felt empowered in the fact that I had time to prepare. When the
doctor called about the possible recurrence in December, I had arranged questions
regarding microglia cells, something I was interested in when everything was fine.
However, as soon as the words came out of his mouth; “we have detected new changes”,
I could not care less about microglia cells. During the week before I had the
consultation I prepared questions regarding treatments, prognosis etcetera. Since then
it has been a step by step growth of knowledge, only possible through my step by step
communication with physicians. This positive experience is well aligned with studies
that show the importance of patient participation and self-action in both diagnostic
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and treatment processes (deBronkart 2011; McDonald et al 2013) and how
participation makes knowledge increase (Schmidt 2015; Kane 2014; Alden 2014).

To get answers I started to ask people around the world what my images might
represent. If a recurrence time is crusial, if it’s a stroke I wanted to know why I got a
stroke and if I needed to do anything to prevent it from happening again. Sdill. Five
months after I received the news about new changes in my brain I felt desperate and
wrote this:

According to the Patients Act, we are entitled to get a second opinion. When my
doctors could not interpret my MR images, I naturally moved on, asked until the
images were understood. And now I'm in the middle of a three-dimensional blind
chess-game.

Three doctors, two say that the new changes are not combined to the old wound
and therefore it is probably not a recurrence of tumor. The third says, while
annoyingly pointing on the computer screen where my brain lights up in different
sequences, "but what is it you don’t understand? I've shown you it's all
combined". Who will I believe? I choose to ask the last physician: "then it
probably is a relapse that should be operated, right'? I get the answer that the area
is too diffuse to operate. But my other surgeon has said that the area is available
Jor surgery. Two surgeons, one says available for surgery the other says inoperable.
A radiologist says "be careful with surgery, there are important vessels there”,
another says "operate and get rid of the stuff". I so wish they would discuss their
interpretations with each other, not only with me.

[ read about different treatments and I see new research that shows that chemo
therapy can increase malignisation, two experts say "it’s interesting research but
needs to be studied more before we know". It makes me think "I do not want that
medication" but a third doctor says "bullshit" about the results.

Can it be a stroke instead of tumor recurrence? I do a standard stroke check,
and the doctor says "we will not find anything'. But, there it was, a hole in the
heart. Ordinary and harmless everyone says, but it can in certain cases cause heart
Jailure and stroke. "Harmless?" I think. Equally harmless as they said my tumor
was "kind" when found in 2004, indeed deadly but "kindly mortal’.

A friend writes that I should not invite death, and I don’t intend ro. Bur
sometimes all these different interpretations, treatment options and investigations
feel as the prerequisite of death. Everyone is doing their best, everyone tries. Was I
wrong in asking further for answers? But, I think of last time, in 2004, I would
have died if I had not questioned the physician. But maybe it’s enough now? It's
hard to know exactly how much and how far to run your own care, when do 1
know best and when do the experts know? I don’t want to become the patiently
waiting patient, but I don’t have any more strength in me. So now I surrender. I
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give up MR and to ever get an answer. 1 will not keep doing MR scans, the
waiting changes who I am and it is not worth it.

Each and everyone do their best, but I feel they lack the chronic complexity, and how
can I then trust their results? Baldwin & von Hippel (2011) discuss working in
collaborative moduls (p 1401) and their description is similar to multidiscipline
conferences in healthcare. However, for modularity to work within healthcare I believe
they need to not be as independent as Baldwin & von Hippel describe. The first image
below show the neurooncological conference, the second how I would have wished it
worked
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Neuro-
specialists
on tuimor

e Collaboration partners are fixed

information
from

patient

Complexity is avoided by not
including experts in my
diseases/suspected disease

Specialists \
Patient on changes
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on my other
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Figure 9: Complexity. By having conferences with fixed discipline participants they learn to deal with one disease at a
time. But, as in my situation, when the question is not only “tumor or no tumor” but stroke is in the picture the
conference would benefit from bringing in a stroke expert.
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6.4. Sustaining innovation through collaboration

Collaboration is an important concept within design sciences and it is central to
innovation. Companies that compete with each other can in smaller projects choose to
work together to get more out of their business without structural expansion (Larsson
2005). Both Larsson (2005), Conner (2015) and Auyero (2011) stress the need for
cooperation. It is supported by the Swedish Patient Act. Already in its first chapter the
legislation states an aim to strengthen and clarify the position of the patient, as well as
to promote patient privacy, self-determination and participation in the healthcare
business (Sfs 2014:821). This is aligned with Whitaker's (2003) discussion about a
supporting culture for loved ones. It argues that the support is defined from a model
including respite care, education, economic help and support groups, instead of looking
at each person’s needs.

All physicians I have asked to have participated in my efforts to gain knowledge, lessen
the waiting times and involve me in the discussions. My neuro-surgeon has called me
with answers the same day as the MR scan was made, the neuro-oncologist met with
me even though I was not yet her patient, my neurologist met me in the hospital lobby
after office hours. This is well in line with Gunnarsson's (2016) argument from
studying kidney failure care: “7he study indicates that persons who fall ill with a serious
and chronic disease only gradually become able to understand and actively cope with their
differently embodied circumstances of life. This suggests that medical professionals should not
too hastily enlist their patients as experts on their own bodies, but rather provide them with

the time and support necessary for making repeated attempts at creating and maintaining a
life with a sick body” (Ibid, abstract).

I have used myself in trying to get the various disciplines to collaborate. I asked to be a
part of the neuro-oncology conference where oncologist, neurologist, radiologist and
neurosurgeon participated, but was denied. I think that even if I would have
participated it would not have helped the collaboration. My images show changes
similar to both glioma and stroke and, I believe, the conference would have been more
effective in finding out what my diagnosis is if those specific neurology experts would
have been included.

Multidisciplinary conferences are a start towards collaboration but they still lack the
dynamic need to adjust to the situation at hand. What would have happened if the
neuro-oncology conference was exchanged for a patient centered conference? With the
help of technology, a video conference can be used to invite experts from other regions.
Going back to Baldwin & von Hippel's (2011) argument that participants in a
collaborative situation get more value than they each put in. It would be interesting to
see whether it would be cost-effective to create a design for solving complex problems.
Looking at the example with my suspected recurrence, several meetings took place
where different doctors discussed their views with me, but not discussing it with each
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other outside of the fixed neuro-oncology conference. If we by collaboration have fewer
meetings, it will save time.

During the months of investigation I have more and more felt as the patient from hell
and a work environment issue for the healthcare staff. It is too early to make any
conclusions as to how my identity might have been affected, but it is interesting to note
that in the moment, I have always felt as a troublemaker when pushing for collaboration
and answers. Today it is up to the patient or loved one to push oneself into the
discussions. Many informants in my study regarding loved ones express very high levels
of stress due to the lack of communication paths with healthcare staff. One cancer
patient with a now inoperable brain tumor says in regard of her own choice to trust her
doctors 'wait and see approach' for several years: “The very most horrible thing is when I
think how it works. The "nicer" you are as a patient, the greater the risk that everything goes
to hell. It is not reasonable that it may be about how much you keep up and can figh.
Sometimes I get hit pretty hard by the realization that my situation might have been different
if I'd known what I know today ... I then try to think it does not matter’.

6.4.1. Successful innovation examples

Is there any hope for Swedish healthcare to re-design towards a more patient inclusive
and collaborative organization? Reading the papers in Sweden today it is easy to fall
into despair. I would like to illuminate one positive example from healthcare showing
what is possible. In 2003 Sacred Heart Medical Center & Children’s Hospital had low
patient satisfaction, canceled surgical cases, frustrated demand for service and a financial
loss. This was due to the hospitals inability to efficiently manage its' patient volume. In
2008 all of that had changed and the hospital was named the top performer nationwide
in several areas in a project by Centers for Medicare & Medicaid Services (CMS) and
Premier Healthcare Alliance. Their strategy for change included communication and
collaboration, emphasizing teamwork and engaging the front-line staff. Management
was involved from the CEO and down, but they involved all key jobs through process
action teams. They also enlisted change management experts and adopted other's
solutions as well as created new ones. Further, they implemented I'T software designed
to meet hospital needs. Their focus was to make impact on the patient flow, to get
predictable events in an orderly flow to make time to manage unpredictable events
(Couture, E. S. & Fisher B. A. 2009). The hospital followed both Phillips & Garman’s
(2006) as well as Amo’s (2006) advice in their clear top down mission for organizational
change.

In the acknowledgements to this dissertation I refer to Orup rehabilitation as a typical
case of design thinking. I have seen others do it, I have done it myself, I know there are
a lot of patients creating prototypes, testing, modifying and finally use new tools and
strategies to improve their subjective health. Oliveira, Canhao & von Hippel (2015)
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have studied innovations among 500 patients with rare diseases and chronic needs.
More than half of the patients say they have developed a new solution to help manage
the disease. Eight per cent of them were considered new to the world by a medical
expert panel. The study, they claim, is the first empirical exploration. It shows, in line
with my own experiences, a huge potential for innovation in future healthcare and
research.

Figure 10: Prototype for reading. Example of a tool | created to improve health, here to be able to read even though
my eyes did not divide columns and my brain had a hard time processing. The combination of color, adjustable hole
and magnifying glass made it possible to understand newspaper articles.
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7. Conclusions

My main research objective was to explore and better understand the everyday lives and
needs of people affected by cancer. On a theoretical level, I have also explored if and
how momentary contentment theory might be of use to cancer affected people.
Howlett (2014) states that many efforts by both government and citizens to create a
better world have faulted on poor policy design. The complexity of policy-making
makes it difficule. With globalization the design policy discipline has been in favor of
dichotomous thinking (Ibid 2014). Ackoff (1999) discusses problems as a system of
problems rather than isolated phenomenon. Thus, solutions need to consider the full
system - a total contrast to testimonies from my interviews, where fragmented
healthcare is an obvious obstacle to health.

7.1. Needs of people affected by cancer

Innovation potentials emerge out of the expressed needs of users. In the included
studies people affected by cancer express a need for improvements in collaboration with,
as well as within, the healthcare system. They also express a need for relational
improvements. In many areas they need to learn to navigate in a new life situation.
Jussila (2008) argues in her grounded theory of cancer affected families that the entire
family work towards stabilizing life and that it is essential for healthcare to realize this.
Luszczynska’s study (2005) show how positive changes in family relationships occur
when the family receives social support. Self-efficacy and psychosocial strategies help in
personal growth and acceptance of life, but for family improvements to occur social
support is essential (Ibid 2005). My interview studies show how patients and loved ones
have some disparate needs, but also that they share an overall longing for a less
fragmented healthcare. They further express a need to be taken seriously when asking
healthcare for help. If that is not the case, people risk falling into self-doubt (Ware
1992).
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Figure 11: Interactions with loved ones and people representing institutions affect
our daily lives and how we deal with a disease.

In my study the contact nurse function was inadequate (Sandén 2017, p 14) and the
coordinating role was often handled by a close relative, completely without adequate
education and contact possibilities. One way to reduce the burden of loved ones would
be to move the responsibility for the coordination to an employed person. By
expanding the contact nurses assignment there would still be issues in coordinating life
since the coordination also includes areas outside of the healthcare organization such as
social security. There is a need to see the patient process and needs in any organizational
change. Even if a coordinating role was in place for the complete patient process, that
would still not be enough. Literature, as well as my studies, are clear about the negative
influence of the relational stress on the individual. The relational difficulties are seen in
the different views on time, on hope, on which situations are stressful. Through family
interventions, where patients and loved ones get a better understanding of each other's
situation, there is potential to reduce the burden of the loved ones and to promote a
normalization of life. Although time and focus during the interviews in this study were
on psychosocial wellbeing, the struggle for survival was always the most important issue.
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7.2. People affected by cancer and momentary
contentment theory

Momentary contentment theory is a grounded descriptive conceptualization of life
close to hazards, where sense of safety is a key to momentary contentment.

A frame of safety Doing safety
through structural Destiny readiness
rules and actions Middle consciousness

Hazardous Momentary

contentment

life

Figure 12: Momentary contentment theory. The figure shows how it emerged through a hazardous life situation which
created a need for safety enhancement measures. Today it is not at all as hazardous as it was prior to WWI, but the
categories still work towards a momentary contentment.

There is a need to further develop the way momentary contentment theory explains
psychosocial health in a cancer context. For example, the concepts of cluments and
time perception needs to be expanded. The view on time is useful in understanding the
different time horizons patients and loved ones have, and also useful in understanding
what the differences bring in for example the view on hoping versus living with hope.
Patients find fragmented ways of creating clusters of moments where they separate the
moment from the fear of future illness. Momentary contentment theory emerged from
an at least partly collectivistic society. During my interviews both patients and loved
ones express a need to meet others in similar situation as they are. Patients find other
patients through Facebook groups and cancer organizations. Several of the loved ones
which had joined the organization “Cancerkompisar” (cancer friends) express; “finally
[ realized I was not the only one” and “I realized I was allowed to feel everything I felt when
I joined cancerkompisar”. Both groups express how they feel understood by other
patients and loved ones respectively. The cancer patients stories show fragmented and,
in many cases, creative strategies and tools for managing cancer, both medically and
psycho-socially. Through rituals and symbols, with the help of close relatives and
healthcare professionals, alone or in groups, they find different ways to get a sense of
safety and to enjoy life. For example, by using humor, creating symbols for health, as
well as creating rituals to capsulate the fear of death. The real risk, that there is no
future, creates a certain focus on the present moment, which can be detected in their
strategies. They seem to juggle their view on themselves as being healthy or sick, but
always with a wish to remain as whole persons.
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Figure 13: Cancer patients related to momentary contentment theory. The figure show how they get moments of
contentment, but lack the categories and structured safety

Both cancer patients and loved ones express a need for communion with others in
similar situations. Having a loved one get cancer comes without a manual and without
a conceptual device. Many loved ones describe how they fight alone without having
access to the healthcare staff. They lack information and/or knowledge. There is
consistently no unanimous conceptualization of a loved one-role. Instead, different
socially designed roles are defining a wide form of informal caretaking. The language
helps to understand abstract experiences. An important measure is therefore to define
the role of a loved one to a cancer patient.

The lack of safety feelings and communion among the loved ones make them struggle.
Their focus is not on momentary contentment, but rather on creating a sense of safety.
Eriksen (20006) discusses different ways to be safe; safe within, safe when going home
in the evening, safe in traffic, safe in their friendship, safe in a life situation. Similarly,
he describes insecurity; you are often afraid, do not trust people, distrust the state,
expect to be robbed if you are out in the dark, or do not know how to get food for the
day (Eriksen 2006). Each society is made up of two security systems: externalized
security and relational security (Sinding-Larsen 2006). Knowing that there is continuity
in the relationship with ones surroundings affects the inner sense of continuity and in
this lies a security (Rimgéird 2006). The Momentary contentment theory show how
the historical lack of external security has created balancing mechanisms creating
processes toward both increased security and pleasure (Sandén 2014). This is something
not found in my interviews with loved ones. They seem to have no safety net and a
hard time separating themselves from the fear until palliative care was introduced.
Then, as the healthcare resources were increased, the loved ones experience clusters of
safety moments.
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I need to watch out. | am the
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Figure 14: Loved ones related to momentary contentment theory. The figure shows how they lack safety, a
precondition to momentary contentment. Their main concern became to feel safe.

Momentary contentment theory illustrates strategies of helpfulness which helps us
understand the altruistic issues both patients and loved ones deal with. Specifically, it
shows the need to balance the helping through inclusion in helpfulness, i.e. helping in
the helping. By creating a less fragmented healthcare, where there is a culture of sharing
instead of reinforced silos, there would be room for true inclusion processes.

7.3. Collaboration

As shown in my interviews a patient usually comes for a consultation where patient and
loved ones receive results and decisions at the same time. Patients stress a hard time
letting information evolve into knowledge and the loved ones need time to process and
to discuss with the profession. Together with my doctors, I used myself as a testing site
for less waiting and thus doing what the patients ask for in the interviews. I gave myself
time to process. The two figures below exemplifies how results from x-rays can be given
to a cancer patient. The first shows the normal way, where a patient receive results and
is supposed to have questions ready on the same day. The second shows how I, as a
patient, received information through several interactions.
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Figure 15: Waiting described by patients as time lost to anxiety. Many patients and loved ones describe a similar
waiting process when doing x-rays or MRIs. There is a word among patients called "scanxiety” to illustrate the anxiety
connected to different kinds of scans.
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Figure 16: Learning while waiting creates some meaning in the waiting.
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This shows a possibility for improvements. Waiting time can be used to build
knowledge, or waiting can be used to disempower patients. It also shows a possibility
for cooperation between patient and physician, even though it does not illustrate
collaboration within healthcare as professional organization.
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8. Future research

Since this is a licentiate thesis and I am working towards a doctoral degree I am only
half way in my research process. There are many projects still in inspiration and ideation
phases. Future research holds many possibilities. I chose to show the ideas and their
processes through Brown’s (2009) design circles; inspiration, ideation and
implementation.

8.1.

Working hypotheses to be tested in future research:

Through a continuum of care with accessibility, loved ones can experience
trust in the healthcare organisation, creating a sense of safety.

Time can be experienced in various ways and there is a difference in patterns
between patients, loved ones and life outside of cancer. This is one cause of
misunderstandings that could be avoided or lessened by knowledge about
different ways to view time.

In a cognitive perspective one may suspect that loved ones are in more of a
“hoping for” state of mind, whereas patients are in more of a “living with hope”
state of mind. This explains how hope as a concept can be both shared and
create conflict at the same time.

Waiting quickly becomes a part of a disease and it provokes changes to who
you are. The issue can be met by lowering the waiting times as well as using
the time in a subjective meaningful way.

Inclusion, trust and altruism alone, or in combination, contributes to a
collaborative environment.

Communication increases opportunities for increased knowledge, thus for an
increased sense of safety.

Through future research touch points can be defined where patients and loved ones
have separate experiences. By increasing knowledge and information, conflicts can be
eliminated. For example regarding the various fears of dying or being left alone, the
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different time horizons and the concept of hope versus hoping for. These are issues
related to time and I find that Momentary contentment theory have a potential to help
both patients and loved ones to improve their subjective health. However, the theory
needs to be developed and tested and modified in an iterative process where new data
is introduced.

8.2. Inspiration: Placing patient perspective research
under one umbrella

Looking at this thesis, it is bits and pieces put together from different fields of science.
The research on patient perspective is just as fragmented as is healthcare. There is a
need to bridge this. Haller and Hadler (2006) argue one’s subjective life situation is
more important to experienced quality of life than the actual life situation. This refers
to both medical and psychosocial factors, such as perceived health, close social
relationships and perceived financial situation. In other words, self-care and
psychosocial innovations should be of great importance to improve healthcare systems.
Ewert (2016) discusses patients from an innovation perspective as users. He argues that
patients have many identity facets that healthcare providers fail to address. In practice,
healthcare provision becomes synonymous with a fragmentation of role requirements
and a system that permanently face excessive demands. The situation lowers the level
of coherence of user’s identity and makes the interactions with healthcare providers
more complicated. Ewert further argues in favor of a more cohesive healthcare, where
the whole community gets involved together with individual patients and families. This
would stop unnecessary categorizations of people into patient, co-producer and
consumer, but rather make sure that their various approaches are aligned. Now clinical
medicine has their research, nursing another, social work a third and so on. By placing
patient perspective under one cross disciplinary umbrella one can gain a holistic view
on patient needs today and for the future. Oliveira et al (2015) show that innovations
among patients follow similar patterns as for the rest of society. However, they also
show systematic differences in valuing different innovations from the physicians. They
suggest further investigation. So do I.

8.2.1. Ideation: A research and education center
By mixing diagnosis, patients can learn from each other. Such a research and education
center could look at the organizational model of emergency care. What would happen

if we rearranged it to a model which includes chronically ill people? By using “universal
design” and patient process care, a model based on the needs of the admitted patients
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can be developed. Below is a preliminary model based on needs described in my
included studies. The model needs to be set in a theoretical frame, include larger
population studies, and include the needs of the healthcare staff as well as the staff
working in municipal care and within social security. Thus the model is to be seen as a

hypothetical one, which needs to be tested and modified.

In a bowl of accessibility

In a bowl of accessibility L l F E

Information exchange Different levels of
Dialogue
Compliance Change towards a Information exchange
culture of Dialogue

collaboration
Healthcare
planning

In a bow! of mutual respect

In‘a bowl of collaboration

Complexity is investigated

OneEtfl;.erapy plan Efficiently
|cu.ency Holistic
Compliance

Figure 17: Future collaboration? The patient's process is in the center of the care. The blue arrows symbolize
changes in life, which creates new situations and new collaborations. In the bowls, the content is modified
depending on the situation.

Compliance
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8.3. Inspiration: Momentary contentment in theory and
strategies

8.3.1. The emergence of a formal theory

My methodology of choice has been Classic grounded theory. It is both a method and
a theory that through its conceptualization aims to explain instead of describe events
and conditions (Glaser 1998). The included papers on cancer affected people in this
thesis use classic grounded theory in the circular process of data collection,
conceptualization and comparison. Theoretical sampling and selective coding have
been made. However, I have neither completed the theoretical coding, nor allowed a
new theory to emerge. My purpose has instead been to see if there is a fit between the
needs of cancer affected people and the Momentary contentment theory. A next step
will be to use data from both Momentary contentment theory and the cancer interview
studies to engage in selective coding and theoretical coding allowing a formal theory to
emerge.

During the interviews, it became apparent that the loved ones in many cases lack a sense
of safety, instead they became the safety net (Sandén 2017). In order to move forward
with a more generalized momentary contentment theory, it would be interesting to try
to arrange ways to create a sense of safety for the loved ones, to make them feel they do
not need to be the safety net, but rather be able to lean on the healthcare organization.
And to see if that would make them move towards more momentary contentment or
if there are other needs in their life situations. Larsson (2005) writes; “effective
communication means so much more than merely sharing information, technology platforms
and plant capacity — it is essentially a matter of creating a knowledge-sharing culture”. He
focuses on collaboration. What meaning may that concept have in momentary
contentment and cancer care? In business and innovation literature there is a concept
called "sensemaking”. It focuses on how organizational actors use clues from the
environment to better understand what is going on when confronted with ambiguity
and uncertainty (Jones & Li 2017). This resembles the search for knowledge that
patients and loved ones describe in my interviews. Putting collaboration, safety,
sensemaking, patientification together it is all about a process where patients try to
navigate themselves within new life conditions. Can momentary contentment strategies
help persons affected with cancer reach enhanced subjective health? The development
of momentary contentment theory will be parallel to that of the innovation projects. A
signum of classic grounded theory is “all is data”, and I will bring all information
throughout the projects into the work of generating a relevant theory to those it
concerns.
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8.3.2. Ideation: A disruptive psychosocial technology

When improving for example a technological tool, so-called sustaining innovation, the
improvements of the tool usually overshoots the majority needs, thus leaving an
opportunity to offer greater reliability, customization and accessibility at lower cost. It
may be disruptive to the market, thus called a disruptive innovation.

Kenagy and Christensen mention different areas to conclude whether a healthcare
service is susceptible to disruptive innovation or not. One is if the services are
centralized, slowly evolving and specialist-dominated. Another refers to current tools
and if those overshoots the needs (Kenagy & Christensen 2002). Looking at
psychosocial cancer care in Sweden, it is centralized to cancer rehabilitation teams in
certain hospitals. The staff is highly educated and they provide therapeutic
interventions. However, during interviews with both patients and loved ones there are
needs for everyday help clearly expressed. Logistic issues with children and pets,
meeting others in similar situations, and different self-help tools are some examples
lifted. A clear majority of the interviewees stress complications related to their close
relatives.

Looking at psychosocial cancer care there is a fit in disruptive innovative possibilities.
The Swedish healthcare is not using technology in a broad spectrum. For example,
videoconferences would make it possible to invite needed specialists, as well as online
booking and chat possibilities are examples of possible areas to use technology more
than today. Cancer rehabilitation teams have not yet adopted digital technology
options despite there being an opening for digital tools in everyday cancer-life.
Institutet f6r framtidsstudier (Institute for Future Studies, www.iffs.se/en/) writes in a
report on health and digitalisation; "However, some sectors are more or less immune
to new digitalized techniques. Healthcare and, above all, nursing are such examples”
(Ekholm et al 2016, p 6). Digital media communities of practice can quite easily be
created. Those could then work as a tool in the efforts to improve patient skills and
increase knowledge in how to embrace momentary contentment strategies. “Mutual
engagement builds confidence, commitment and energy. It enhances the bonding of
network members” (Holton 2007, p 36). This connects to the Communities of
practice, explained by Etienne Wenger (2000) as “groups of people informally bound
together by shared expertise and passion for a joint enterprise — engineers engaged in
deep-water drilling, for example, consultants who specialize in strategic marketing or
frontline managers in charge of a check processing at a large commercial bank”.
Technologies are not disruptive and do not contribute to change. To make a true
change and to harness a disruptive technology it has to be combined with an innovation
business model. It fits well with Herzlinger’s (2006) six forces:

a) Involved parties — patient organizations, healthcare organizations, individuals and
politicians all need to be involved.
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b) Financing — patients generally does not have a lot of money. There are funds to seek
but a long term business plan needs to be formulated.

c) Politics — There is legislation that prohibits collaboration and there are applications
of specific laws, such as journal service, to be aware of.

d) Technology — I need no more technology, however there is a cost to build a frame.

e) Customers — I will not only use patient organizations, but include also individual
people as references.

f) Responsibility — In collaboration with all stakeholders and in building a business plan

as well as an educational plan, I will meet the responsibilities.

Another improvement opportunity is that even though more and more people become
chronically ill with cancer, the healthcare organization seems to fail psychosocially,
especially with loved ones. There is great costs in both suffering and sick leave due to
stress related symptoms. Strategies based in Momentary contentment theory are not
dependent on expensive education or one to one therapy.

8.3.3. Implementation of a digital prototype
The innovative idea is a simple tool built from easy accessible technologies. A digital

meeting place for cancer patients and loved ones. The idea is to share space with the
existing platform “Cancerkompisar”, which is open to loved ones.
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The digital platform has one
part for patients, one for
loved ones and a third open

Knowledge & to all users.

communication Cancer friends

skills
Loved ones
Open to both platform

patients and loved

ones

Patients digital arena

Figure 18: The digital tool. The tool is shared between patients and loved ones for sharing knowledge and information.
It is divided into different contact spheres.

I believe that the digital meeting area is to be seen as a disruptive innovation. Looking
at Kenagy & Christensen’s (2002) traits it has:

Technological simplicity.
A simple and low cost business model.
An ability to minimize organizational and regulatory barriers to improvement.

Products, services and business models that do not require a change in existing
customers buying patterns since many patients and loved ones already use
digital meeting arenas.

The capability of less costly, appropriately skilled staff to perform the work

formerly done by expensive, less accessible specialists.

Business model

As said before, patients are innovative in the field of user innovation, but at the same
time they lack capabilites for implementation (Oliveira et al 2015). When
implementing innovations, a business model is necessary. Oswalder and Pigneur (2010)
argue the importance of a business model concept that is simple, relevant and intuitively
understandable. They use nine basic building blocks covering four main areas:
customers, offer, infrastructure and financial viability. These are similar to the four
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components argued by Christensen et al (2009) below, however made to suit healthcare
(see figure 19):

1. You start out by making a value proposition.

2. Then managers put together a set of resources.

3. The processes define how resources are combined to deliver the value proposition.
4. A profit formula materializes with profit margins etcetera (Christensen et al 2009).

Oswalder and Pigneur (2010) present a business model canvas, which is useful in
structuring an innovation project:

5 " . ¢
Key Key ‘:) Value PN Customer ") Customer 7
Partners Activities U | Proposition ) ' Relationships v Segments |

Key L Channels T

{y 7

Resources G ¥
Cost Revenue s
Structure Streams K;

i

Figure 19: business model canvas (Oswalder & Pigneur 2010)

Going back to Phillips and Garmans (2006) view on intrapreneurship and
entrepreneurship in healthcare. They argue that activities that are not already a mission
for the healthcare organization may have greater chances coming from the outside. It is
thus important to consider each innovation from such a perspective before making an
implementation plan. A business plan will look quite different depending on the
innovation in question. However, I visualize Oswalder and Pigneur's (2010) canvas
idea as a first step towards a business model.
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8.4. Implementation: Moving forward with prototypes

8.4.1. Patient perspective education

The course described in the result section of this thesis has to be evaluated and
continuously modified to meet the needs of the participants. We have only been able
to accept one fourth of the applicants for the first course, which may suggest that there
is a need to further develop educational possibilities in patient perspective.

8.4.2. Smash room

During the spring of 2017 I asked students in a virtual reality course if they were
interested in helping me develop a smash-room, a room where you can get a break from
reality and just smash things. In a minor way it combines the momentary contentment’s
activity with black humor and a possible tool for separating the moment. A student,
Douglas Clifford, designed and produced three different rooms. Those were tested on
staff and on open house at the Department of Design Sciences. We have not yet had
an opportunity to do a study. A collaboration with the library at the university hospital
and researchers at Certec at Lund University is initiated.

8.4.3. Design thinking process

Finally, this is where I am. Figure 21 illustrates my research position.

Inspiration

5 Ideation
- My own cancer experience

in combination with experiencing
the Polarfjord way of living told,
me people suffer more than
necessary.

- Universal design people.

- Patient affected peoples

Z Using strategies from MC
in singular projects.

- Making MCT a formal theory.
- Connecting patient process
orientationwith other theories
such as universal design in
order to improve the health
care on an organizationg,
level.

Implementation

Patient perspective university
course

Implementing Momentary
contentment theory as a theory
and in singular strategies,
including smash-room,
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Ulrika om sin resa med hjirntumoren

Bildtext: Ulrika Sandén &r forskare i innovationsteknik. For tolv ar sedan opererades hon
for sin hjarntumor och har sedan dess kémpat for att fa hjarnan att fungera. Foto: Paul
Hansen

"Med anledning av en hjarntumér som upptacktes och opererades 2004 har jag forlorat
stora delar av mitt minne och min historia. Vem ar jag nér jag inte minns mig? Vilka ar
mina vinner? Vad har jag gjort, var har jag rest under dessa ar? Jag forsoker kénna in livet.
Ett liv med tumdrceller och hjarnskador, en kraftigt forandrad tillvaro, men dnda ett liv.
Jag klarar inte av universitetsstudier. Férmagan att forsta och lara mig utifran en skriven
text dr i dag mycket dalig. Jag har i stéllet gatt pa medicinsk hjarnskaderchabilitering via
sjukvérden och dér 1art mig att forstd och hantera mina handikapp.

Sa skrev jag tva ar efter en operation dir en tumor i hjdrnan (astrocytom grad 2) tagits
bort pd Lunds universitetssjukhus. Sex ar senare levde jag fortfarande, jag arbetade 66
procent, med hjirntrotthet och minnesstérningar.

Las mer: Arvid Carlsson om behandling vid hjirntrétthet

Forskningsplanerna hade jag fatt ge upp men jag kunde fortfarande anvinda kroppen
utan problem och jag flyttade till vackra Nordnorge for att njuta av naturen. Men 2012
kryper sig en stelhet pa mig. Efter ett ar av utredning gors en DaTScan som visar
patologisk fordndring i dopaminnivéerna i basala ganglierna. Jag fir madopark och
kroppen kommer tillbaka. Efter ytterligare ett ar stélls diagnosen sekundér parkinsonism,
efter en normal DaTScan och jag far 4ven pramipexol utskrivet. Da hénder det ovéntade
som jag hade gett upp om, pramipexolen verkar ta bort min hjérntrotthet.


http://dinamediciner.se/nyheter/hjalp-mot-hjarntrotthet-efter-skada

Virlden 6ppnar sig och jag kan ter tinka. Motvinden som har stort mina tankar i ett
decennium léttar plotsligt. Kvar dr en [jummen bris som vérmer mina tankar.
Hjarntrottheten byts ut mot nyfikenhet och kreativitet, formégor som tidigare har drunknat
i trétthet. Jag tar min masterexamen och géar vidare med doktorandstudier. Min forsta
vetenskapliga artikel vinner pris som bésta artikel i sociologisk forskning 2015. Jag tar
fram schackspelet pa nytt och riktigt njuter av att kunna tinka. Fortfarande &r minnet déligt
men dven det battrade pé sig i och med att mina tankar blev klarare.

Dryga tva ir senare trinade jag for maraton, envis som synden struntade jag i
parkinsonismen (som kommit med skadorna) och att det gjorde ont i kroppen. Men
plotsligt kom tréttheten tillbaka. Som en dévande tjockt flytande massa lade den sig och
tyngde alla mina tankar. Minnet blev simre 4n det varit pA manga &r. Jag valde att ta en
paus i triningen men det blev bara marginellt béattre. Jag fick sdnka mig tva nivaer pa
schackspelet och inget jag forsokte ldsa fastnade. Skricken som kommer i ett sadant lige
ar svar att beskriva. Kan det vara ett tumdréterfall? Om inte, ska jag dé& vara glad fast jag
inte langre kan tdnka? Jag sag doktorandstudierna flyga ut genom fonstret. I samrad med
min neurolog hojde jag pramipexolet med 50 procent och tankarna kom éater.
Hjarntrottheten slappte och dnnu en géng fick jag min hjarna tillbaka.

Det gick en ménad, jag tyckte mig uppleva att minnet nu var béttre dn fére operationen
2004. Redan innan operationen hade jag borjat fa ganska rejdla minnesstorningar dér jag
glomde ménniskor, hdndelser mm. Hela resor férsvann och det hjilpte inte att se pa foton,
eller lasa dagbok. Operationen gjorde inte ndgon mérkbar skillnad pd minnesproblemen.
Jag har i manga ar kunnat kopa en tidskrift, markera de artiklar jag tycker &r bra vid forsta
lasningen och sen l14sa om tidskriften nagra gdnger men da bara ldsa de bra artiklarna. Lika
intressanta var gang.

Men nu kiindes det som om det borjade vinda, 13 ar efter att minnesproblemen pa allvar
gett sig till kéinna s& borjade de nu férsvinna. Ménniskor och hiandelser som varit
bortglomda i dver ett decennium har plotsligt kommit tillbaka. Det 4r som om medicinen
ger mig en mojlighet som jag sedan maste forvalta. Exempelvis har bildminnet varit
extremt daligt, medan rorelseminnet hela tiden har fungerat bra. Det har gjort att jag har
lart mig kdnna igen manniskor pa deras rorelsemonster i stillet for utseende.

Naér jag hojde medicindosen borjade jag kdnna igen ansiktsdrag. Jag sdg vissa personer
Overallt for jag hade tappat formagan att urskilja de olika dragen. Pratade jag med négon
som hade rund ansiktsform sa sig jag sedan den personen i alla med rund ansiktsform.

P4 en cancerkonferens i Paris passade jag pa att ga runt och titta paA minniskor, jag
tranade pa den stora massan. Larde kdnna olika drag. Sddant som rynkor, munnar, nésor,
alla ser de olika ut. Idag &r jag ganska bra pa att kinna igen ménniskor igen. Och det ar
med spdnd forvéntan jag ser pa framtiden, kanske dr det nya formagor pd vég in? Det finns
inte mycket som &r roligt med att bli sjuk i hjarnan, men det &r en fantastisk plats och att fa
uppleva hjérnans plasticitet medan den verkar 4r helt enormt spannande.



Ett par punkter har gjort min kognitiva resa till en framgéngssaga:

o Kuvalificerad hjirnskaderehabilitering. Tillsammans med andra som drabbats
pa liknande sétt men av stroke och olyckor fick jag trdna pa en sak i taget, spara
energi, vila forebyggande mm. (Lis gdrna om den konkreta rehabiliteringen i
Allmanmedicin 3/2016)

o Kiind hos personalen. Jag har fatt behalla samma vérdpersonal pé rehabilitering
och vid neurokirurgen. I 12 ars tid har jag kunnat kontakta mina behandlare pa
de olika klinikerna. Det &r oerhort viktigt for uppféljning och kontinuitet i
varden. Jag har kunnat kontakta dem nér jag blivit samre eller béttre och fétt stod
i situationen.

o Dopamin. Medicinen tog bort 6ver ett decennium av hjérntrétthet och bidrog
dven till att minnesproblem, som kom av tumdren innan operation och
hjérntrotthet, har lattat.

o Egen kunskap. Jag ér av naturen nyfiken och har uppmuntrats i att 1ara mig om
mina skador, och har trdnat hjarnan med pussel och korsord. Och den senaste
tiden dven med schackspel.

Fortfarande far jag mail fran patienter som far hora att ’nu blir det bara marginellt béttre”
ett par ér efter hjdrnskada. Men jag vill genom denna artikel visa att det inte behdver vara
sd. Hjarnan ar férunderlig och i Goteborg forskas pa en dopaminstabiliserare som kommer
att kunna hjilpa fler med hjérntrotthet. Ge hjarnan en érlig chans, dém inte ut den!

Om forfattaren Ulrika Sandén, Doktorand i innovationsteknik, vid institutionen for
Designvetenskaper, LTH, Astrocytom grad 2 resektion 2004

Artikel skriven av Ulrika Sandén 2017-01-09



Hjalp mot hjarntrotthet efter skada

Trdining och rdtt ldkemedel dr viktigt for mdnniskor med skador pd hjdrnan. I rdtt
mdngd. — Overanstrdngning dr inte bra, sdger nobelpristagaren Arvid Carlsson till
Dina Mediciner.

Nar Arvid Carlsson fick hora om Ulrika Sandén blev han nyfiken pa hennes upplevelser.
Av Hanna Brodda

Hon fick hjarntumér, opererades och har sedan provat sig fram tillsammans med sjukvardens
personal for att hitta basta behandlingen. Efter tumoren, eller operationen, har flera symptom
tillkommit. Hon drabbades bland annat periodvis av svar minnesférlust, hjarntrétthet och en form
av Parkinson.

— Hon hade turen att komma till en mycket duktig lakare, Per Odin, tillsammans har de mycket
forsiktigt hittat ratt Iakemedel och sedan mattfulla héjningar, forklarar Arvid Carlsson.

Arvid Carlsson fick Nobelpriset i medicin 2000. Hans viktiga upptackter kring hjarnans
signalsubstanser har resulterat i flera behandlingarm, bland annat Levodopa, och 6kad kunskap
kring samspelet mellan kroppens rérelser och psyke.

— Det ar ett kolossalt komplicerat samband, som en orkester som maste spelas i harmoni. For
mycket eller for lite av nagon del, om det ar serotonin och dopamin, forstor allting, sager han.

For Ulrika Sandén har resan efter hjarntumaéren varit tuff. Den period hon madde som bast
bdrjade hon tréna, periodvis valdigt mycket. Hon I6ptranade dagligen med en bra tid pa maraton
som malbild. Efter en tid kom hjarntréttheten tillbaka och hon fick aterigen sémre minne.

Kan det ha blivit fér mycket tréning?
— Ja, det ar inte alls omgjligt. Overanstréangning, eller uttréttning av dopaminsystemet under lang
tid, som det blir vid hard tréning, ar inte alls bra, sager Arvid Carlsson. Lagom av allt ska det vara.

Trana ar val anda bra? Eller kanske dans eller nagot?
— Ja, inte bara dans, sang, musik och motion utan allt som gor livet rikare har sékert positiv
betydelse. Inte minst sociala kontakter, aven med sallskapsdjur, sager Arvid Carlsson.

| perioder blir Ulrika Sandén battre och andra perioder samre, delvis beroende pa behandling,
men det finns inte alltid nagon tydlig koppling. Vad det ar som hander i hjarnan efter en skada ar
individuellt men nagra nya hjarnceller far man inte.

— Nej, det ar ett missforstand som framférts med valdig energi, men det ar inte sant. Nervceller
i hjarnan maste vi vara forsiktiga med. Har de blivit férstorda kommer de inte igen. Det vi har sett
ar att hjarnans nervceller som ar kvar har en fantastisk formaga att anpassa sig och gora det
basta mojliga av situationen efter en skada. Det vaxer utskott och nya banor mellan cellerna som,
det som ger hjarnans plasticitet.



Arvid Carlsson ar 94 ar, men han blir ivrig som en liten pojke pa julafton nar han pratar om
hjarnans majligheter. Just nu jobbar Carlsson pa en ny medicin som ska kunna stabilisera
dopaminnivaerna, bade upp och ner. En méjlig 16sning for manniskor med hjarnskador, bland
annat for stroke-patienter, som ofta har problem med oregerliga signalsubstanser.



Vem ar jag om jag inte kan koka kaffe?

Sommaren 2004 opererade jag bort
en hjirntumér, ett astrocytom grad 2.
Efter operationen kvarstod minnes-
problem och en ny trétthet som gjorde
att vardagliga saker blev oméjliga att
genomféra. Laga mat, lisa och handla
blev alltfor svirt.

Mina skador piminde om de som drabb-
ar minniskor med stressade hjirnor, t.ex.
vid utmattningssyndrom — ett syndrom
som primirvérdslikaren stdter pé i rela-
tivt stor omfattning. Socialstyrelsen skri-
ver i en rapport att den linga dterhime-
ningsperioden fér utmattningssyndrom
kan bero pa tillstaindets natur och den
otydlighet som rader i rehabiliteringsan-
svar [1].

Nir ingen remissinstans tar emot din
patient som ir for trdce for ace leva —
hur kan du som allminlikare stotta och
coacha din patient att ta de nédvindiga
stegen tillbaka?

Fyra steg mot en piggare hjarna

Steg 1: Vaga se problemen

Efter operationen trodde jag att allt var
bra. Jag ansig mig vara frisk frin hjirn-
skador s det var bara att sitta iging att ar-
beta. Planen var att prova en enklare kurs
for att testa mina kognitiva funktioner.
Men det gick inte. Jag hade ingen aning
om vad som sades vid féreldsningarna och
dnnu svirare att forstd textmaterialet. Jag
insag att mina funktioner inte var tillbaka
och det gjorde mig skrickslagen. Det var
forsta géngen jag gick in i den osynliga
viggen “hjirntrocchet”.

Mina tinkta studier och arbete byttes
mot hjirnskaderehabilitering. Under ett
par veckor blev jag testad och pressades
da dill mitt yteersta. Jag grit och skrek pa
personalen var dag, frustrerad och fortviv-
lad 6ver att min bésta vin — min hjirna —
hade évergivit mig. Kognitivt férstod jag
att jag hade problem men kinslomissigt
hade jag dnnu inte accepterat min nya
livssituation. For var dag skrek jag mig
nagot nirmare en acceptans.

Framforallt tvi saker fick mig att g vi-

dare till nésta steg:

e Jag dilldts vara arg, en kiinsla som
déljer den oerhorda ridsla som ligger
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i att behéva acceptera att ens hjirna
inte lingre 4r densamma.

Jag blev pressad si att jag sjilv fick
uppleva mina grinser. Utan att ha
upplevt misslyckandena hade jag inte
vagat inse den forindring som krévs.

Steg 2: Acceptera forindring

Jag blev antagen till ett specialiserat re-
habiliteringsprogram fér manniskor med
kognitiva och kinslomissiga svarigheter
tll f6ljd av en férvirvad hjirnskada. Pro-
grammet beskrivs i en artikel i Brain In-
jury dir jag dr en av forskningspersonerna
[2, 3]. Utredningen och rehabiliteringens
forsta veckor var som att leva i ett rum
av glas (figur 1).

Jag fick en uppgift att koka makaroner
och virma upp firdig sis. Efter att ha
satt pa fel platta och gldmt sisen var det
som att springa rake in i en osynlig vigg.
Samma sak hinde nir de bad mig att
lisa en artikel och sedan diskutera den.
I mitt sinne sig jag en intressant diskus-
sion framfor mig. I verkligheten kimpade
jag med att lisa rad for rad. Nir jag blev
klar med ett stycke hade jag glomt inled-
ningen. Alla dessa misslyckanden gjorde
fruktansvirt ont. Hela kroppen och sjilen
var fylld av blamirken. Jag var si van att

Glasrum
Middag

vara duktig och nu klarade jag ingenting.
I besvikelsen klarade jag inte av att se ny-
anser eller sma framsteg.

"Det hir var forsta gangen
jag gick in i den osynliga
vaggen 'hjarntrotthet™.

Rehabiliteringsprogrammet baserades
pé en tolv veckor lang gruppverksamhet
fordelat pa tva terminer. I gruppen kunde
jag spegla mig i andra. Jag sag pa mina
patientkollegor, hur de liksom jag gjor-
de dumma saker, men jag sig ocksi att
de inte var dumma i huvudet. Genom
gruppen fick jag méjlighet att skratta till-
sammans med ménniskor som forstod
och som gick igenom samma trauma som
jag. Genom humorn vigade jag skirskida
ytterligare sidor av mitt nya jag.

Flera studier visar att deltagande i
grupp med andra patienter verkar positivt
bade pa livskvalitet och pa behandlings-
resultat. Stodgrupper okar patientens
sjilvbestimmande och leder till 6kad del-
aktighet och 6kad strivan efter kunskap

Lara mig
saker

A

Kénna
igen
handelser
4 foton
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i
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om sjukdomen samt forbittrar patientens
forméga att navigera sin sjukdom [4].

Vid slutet av den férsta terminen hade
jag forlorat all tilltro till min férmaga.
Jag hade accepterat att min hjirna var
permanent skadad, att det var dags att ta
farvil av den Ulrika som en ging fanns
och att samtidigt hilsa den nya Ulrika
vilkommen.

Nir man ndr sann acceptans dppnar sig
virlden med alla dess méjligheter. Mitt
forsta steg mot arbetslivet var en prak-
tikplats dir jag skulle koka morgonkaf-
fe. Tva timmar, fyra dagar i veckan. Till
denna dag dr denna praktik det i sirklass
modigaste jag ndgonsin har gjort. For
vem ir jag om jag inte kan koka kaffe?

e Sann acceptans vixer fram inifrin
och kriver savil tid som tdlamod

och mycket mod. Genom att visa att
patienten inte star ensam utan att

du som likare f6ljer och stéttar okar
chansen att personen ska viga ga hela
vagen.

Ibland kan man som patient vara
ridd att na framsteg for di kanske
hjilpen férsvinner. Konfirmera att
stddet kommer att finnas dir sd linge
patienten kiinner behov av det.

Glom alla jimférelser med livet inn-
an trdttheten kom. Hitta en nystart
och jimf6r med den.

"Hela kroppen och sjilen
var fylld av blamarken."

Steg 3: Hitta vigar ut

Kaffekokningen gick strilande. Den blev
min vindpunkt. Nir jag kom tillbaka till
rehabiliteringssjukhuset var jag mindre
arg och ridd, mer redo att ga vidare med
den verklighet som ir, redo att lyssna pa
personalen. Jag provade deras forslag,
modifierade dem till att passa mig och
utvecklade egna idéer. Jag vigade riskera
att misslyckas, for jag visste att jag kunde
koka kaffe. Den akademiska forsknings-
karridren blev en vardagsforskning i att
leva. En karridir nog si viktig och en
forskning extremt krivande.

Om de frsta sex veckorna av ilska inte
hade dgt rum skulle jag inte ha varit redo
att acceptera mitt dde. Jag behévde de
veckorna till att anpassa mig till min nya
livssituation. Genom att acceptera att det
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fanns skador pa min hjirna kunde sok-
andet efter 16sningar borja. Var 1ésning
jag fann gav ett nagot bittre sjilvfortro-
ende vilket i sin tur ledde till mer kreativa
l6sningar. En efter en lirde jag mig att
hitta och 6ppna fonster och dérrar i min
glasbur (figur 2).

Jag gick fortfarande in i den osynliga
muren. Men ju mer framging jag upp-
levde, desto mer vagade jag se var krasch
som en utmaning att ytterligare forstd
och hantera den nya mig.

Med kunskap, teknisk support, indivi-
duella rehabiliteringsplaner och strategier
som planering och vila underlittas livet.

Utvirdering av grupprehabiliterings-
modellen visar att dagsplanering mins-
kar trotthet och férvirring. Kontinuerlig
overvakning av de individuella rehabili-
teringsplanerna motverkade risken fér en
situation dir den professionella bedom-
ningen gavs foretride framfér individens
och dir stegen ér allminna i stillet for
individuellt utformade. Det handlar om
individuell egenmake, dir deltagarna lir
sig strategier for att hantera och, trots sitt
funktionshinder, dterta makten 6ver sina
egna liv och livsval [2, 3].

Det fanns en samverkan dér personalen
gav mig lite information, till exempel "en
sak i taget”. Jag foljde deras rad och letade
efter tillfillen dir jag blev lurad att gora
flera saker samtidigt. Matrecept innehall-
er ofta flera uppgifter i en mening. Jag
skrev om recepten sa att de blev enklare
att folja. Jag bérjade mita och testa orken

och fick reda pa exakt hur linge jag kunde
hélla koncentrationen och hur mycket
vila jag behévde i olika miljéer. Jag hade
ett par olika minnesklockor och paminde
mig sjilv strax innan jag skulle bli trétc
och gick da och satte mig i ett tyst mérke
rum fér att vila huvudet férebyggande.
Jag satt pa golvet i ett badrum pa puben
i en minut och sedan kunde jag atergd
till de andra.

"Till denna dag &ar denna
praktik det i sdrklass mo-
digaste jag nagonsin har
gjort.”

Rehabiliteringspersonalen  berittade
om vikten av strukeur. S3 jag gjorde ett
dagligt schema dir jag gick upp samma
tid varje dag aret runt. Jag hade vickar-
klockor for att idta och vila pa rite tid.
Genom att jag visste att klockorna lar-
made kunde jag slippa den delen, och
jag sparade energi.

Tillsammans med min arbetsterapeut
letade vi efter energitjuvar. Act ha en for
liten kalender p viggen eller stilla saker
bakom varandra i ett skdp dr exempel pd
sma energitjuvar som inte betyder nagot
for den friska hjirnan, men som kan be-
tyda allt for en trétee hjirna. Exempelvis
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kastade jag ut mat som inte fick plats pa

forsta raden i skafferiet.

* Leta energitjuvar. Be patienten defi-
niera dem och forsok finna l8sningar.

* Dagsschema och veckoschema med
max 1-2 saker/dag. Glém ¢j att rikna
dammsugning, tvitt, matlagning.

* Vila forebyggande! Nir man hunnit
bli trotee dr det forsent, da tar ater-
hdmtningen mycket lingre tid.

Steg 4: En resa for livet

Nigra ir efter operationen 2004 atergick
jag i arbete. Jag hade lirt mig att hitta
och 6ppna glasdérrar. Men hur kunde
jag veta att det inte fanns en dérr kvar
nagonstans? Var ging jag provade att gora
nigot nytt fanns risken att det inte skulle
gd. Under manga érs tid gick jag ofta in
i viggen. Eftersom jag inte hade si stora
reserver foll jag fort.

Jag utvecklade strategier som jag fort-
farande har nytta av. De viktigaste hjilp-
medlen nir jag blir 6verhettad i huvudet
ir minnesklocka, dagsschema och bort-
sortering av aktiviteter. Jag har lirt mig
att anvinda hjilpmedlen dven nir jag ir
pigg, att vila forebyggande, att hélla en
tydlig dagsstrukeur samt att bryta ner sa-
ker och information i mindre delar.

2014 fick jag en dopaminagonist ut-
skriven, pramipexol, pd grund av de-
buterande parkinsonism. Den hjilpte
ytterligare mot hjirntrottheten. Ingen
vet varfdr eller hur manga hjirntrétea
som skulle kunna bli hjilpta av denna
medicin. Nya studier som genomférts
av en forskargrupp i Goteborg med
nobelpristagaren Arvid Carlsson i spet-
sen visar hur en dopaminstabiliserande
molekyl verkar for att hjilpa minniskor
i allminhet med trétthet. En studie av
deras molekyl OSUG6162 visar hur den
binder féretridesvis till en subpopulation
av D2/D3-receptorer, mojligen dvervi-
gande extrasynaptiskt, och detta kan ligga
dll grund fér de dopaminstabiliserande

egenskaperna hos OSUG162 [4].

Ulrika Sandén var en av inledningstalarna pa Wonca - Europe 2016. Hon beréttade da om sina
erfarenheter av sjukdom och sjukvard. | boken "...och jag vill leva" har hon beréttat om sitt liv efter

Ulrika Sandén, patient's voice pd Wonca Europe 2016.

e Snabba insatser dir jag har fatc triffa
min arbetsterapeut omedelbart efter
att jag tagit kontake fick mig att stud-
sa tillbaka innan jag fallit sa djupt.

Pi vardcentralen kan kanske nagon
annan kontaktperson méta upp i ett
tidigt skede.

Huvudtesen framfér andra ir “en sak
i taget”.

Kanske kan ni testa dopaminagonist i
svarare fall?

Kombinationen av individualiserad vird
och grupprogram med langtidsuppfélj-
ning har lete till att jag har gitt fran
heltidssjukskrivning och hjirnskadere-
habilitering till arbete som doktorand i
ett cancerforskningsprojekt vid Lunds
tekniska hogskola, Proaktiv cancervard.
2015 fick jag tillsammans med mina
handledare Hans Thulesius och Lars Har-
rysson pris for bista artikel i sociologisk

Foto: Kasper Tveden

forskning for en studie om Nuets f6rnoj-
samhet [5], och 2016 stod jag framfor
3 000 allminlikare och agerade patients
voice pa Wonca Europe.

Engagemang och hart arbete, men ock-
si professionalism och langsiktighet inom
hilso- och sjukvirden, ir faktorer som
har gjort mig till en framgdngssaga trots

hal i huvudet.

Ulrika Sandén
Doktorand Innovationsteknik, LTH
Institutionen for Designvetenskaper,
Lunds universitet
ulrika.sanden@design.lth.se
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Pa okint cancervatten

INTRODUKTION

Tidigare studier av den skanska cancervarden visar pa stora forbattringsomraden
vad galler innovation, koordination, samverkan, logistik, egenférmaga,
narstdendestdd och information (Nilsson 2007; 2013, Natverket mot cancer,
2012). P4 okédnt cancervatten tar avstamp i dessa rapporter och ar ett forsta
steg i en individfokuserad behovsinventering av den sydsvenska cancervarden.
Rapporten bygger pa en studie dar sammanlagt 19 cancerpatienter har
intervjuats i grupp och individuellt. De intervjuade har fatt styra samtalen och
deras livsupplevelser har statt i centrum. Genom ¢ppna ostrukturerade intervjuer
skiljer den sig fran manga tidigare undersokningar (ex Nilsson 2014; Thulesius
et al 2007; Hudson et al 2012; Schmidt et al 2015; Weis 2003). Studien ar gjord
som en del i ett storre teorigenererande arbete och metodologiskt har klassisk
grundad teori anvants. Det innebér att rapporten inte ar en direkt beskrivning
av de intervjuades livssituationer utan en tolkning och analys som innebar ett
begreppsliggérande av monster i deras berattelser har utforts.

Rapporten ar uppdelad i tre delar; en inre navigering som hanterar fragor om
hopp och identitet; en relationell navigering dar patienten tvingas hantera
sin sjukdom i relation till narstdende samt en tredje del som lyfter patientens
moten med sjukvarden. P3 okdnt cancervatten beskriver hur patienter anvander
medvetna saval som omedvetna tekniker for att subjektifiera ett objektivt
sjukdomstillstand. Dessa subjektiva upplevelser ar centrala for livssituationen,
saval for medicinska som psykosociala faktorer (Haller & Hadler 2006).

Denna rapport har fatt stéd av Vinnova och Regionalt Cancercentrum Syd och
ingar i satsningen Proaktiv cancervard vid Lunds universitet. Syftet ar att ta reda
pa vad som ar viktigt for cancerpatienter och varfor, sa att framtida forskning
kan anpassas till och riktas mot de behov som finns. Intervjustudien ar gjord med
Oppna och ostrukturerade grupp- och individuella intervjuer dar de intervjuade
personerna ar valda utifran alder (18-70 ar), cancerform (AML, Huvud/Hals,
Matstrupe, Prostata och Blascancer) och bostadsort (Region Skane och Region
Kronoberg). Av etiska skal var alla patienter klassade som fardigbehandlade av
respektive lakare. Avsikten med att intervjuerna ar ostrukturerade ar att vi vill
lata patienterna komma till tals och att vi som forskare i huvudsak ska lyssna till
och tolka deras berattelser.

Studien ar utférd av Ulrika Sandén. Handledare har varit: professor Fredrik
Nilsson, institutionen for designvetenskaper, Lunds Tekniska Hogskola och
docent i allméanmedicin Hans Thulesius, institutionen for kliniska vetenskaper,
Lunds universitet.
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PA OKANT CANCERVATTEN

1. Inre navigering

Manniskor nédra déden anvander sig av olika symbo-
liska saval som reella strategier for att hantera sin livs-
situation, sasom kontakt med djur och natur, hopp,
magiskt tdnkande, umgdnge med andra manniskor
osv (Sand et al 2009; Sandén et al 2015). Studier av
doéende cancerpatienter visar hur de stravar efter att
hitta faktorer som passar deras respektive begrepps-
system och som samtidigt stoder den inre balansen
och strukturen (Sand et al 2009). | denna studie ar
patienterna fardigbehandlade med skiftande progno-
ser, de lever saledes under olika grader av hot om
aterfall och eventuell dod. Bade deras livsbehov och de
strategier de anvande visade sig vara mycket olika. En
gemensam namnare var att de anvande nagon form
av strategi for att finna en inre balans och livsgladje i
sina vardagsliv.

RELATIONELLT VALMAENDE

Den egna identifieringen framtrader i intervjuerna som
mangfasetterad. Patienterna uttrycker ett behov av att
bade vara unika och komplexa i sin sjukdom, samtidigt
friska och normala. Det unika fyller tva funktioner, det
ar bekraftelseskapande i relationen till andra och det
ger en kansla av att “mig kommer de att radda, jag
ar unik”. Normaliteten skapar trygghet i dess symbol
for friskhet. For att kunna navigera sitt inre mellan
liv och dod skapas ett slags mellanmedvetande som
tillsammans med symboler och ritualer goér det majligt
att pendla mellan det friska och det sjuka, mellan liv
och dod och mellan hopp och misstrostan. | intervju-
situationerna framkommer olika satt att finna tanken:
"det hade kunnat vara varre”. | ett sammanhang dar
man har olika sjukdomar och besvar kan man uttrycka
akta empati for andra, de hamnar pa en annan skala
och kanslan "herregud, tank att inte kunna ata” blir
akta for en som har stor aterfallsrisk, pa samma satt
som "herregud, tank att leva sa nara déden” blir lika
dkta for den som inte kan &ta. De egna handikappen
vanjer man sig vid successivt, andras blir skrammande
och i basta fall kommer kénslan “jag har énda haft lite
tur i oturen”. Eller som en man uttryckte det:

"Det finns grader i helvetet”

KUNSKAP OCH INFORMATION

Information, forstaelse, hopp och valfrihet &r komplexa
fragor som bland annat visar sig i att manga patienter
motsager sig sjalva under intervjuerna, hur de vill veta
allt, hur de inte vill ha sa mycket information, hur de
inte forstar informationen, hur de velat héra att “allt
kommer att bli bra” men samtidigt klagar pa for lite
tydlighet och &rlighet. Manga beskriver hur de fick in-
formation som visserligen var korrekt och omfattande
men att den inte spelar sa stor roll om man inte forstar
den. Som en uttryckte det:

“hur kan man forstd en biverkan
innan man levt den”?

Flera cancerverksamheter i Sverige och varlden har
psykopedagogiska verktyg foér ckad kunskap om
sjukdomen. Information som &r konkret och tydlig
kring sjukdomen 6kar patientens empowerment och
i det skapas en 6kad delaktighet. Ur delaktigheten
vaxer kunskap (Schmidt 2015; Kane 2014; Alden
2014). Regionalt Cancercentrum vast har utformat
en patientparm med information riktad till patienter
och narstdende om tumorer i centrala nervsystemet
(t ex hjarntumorer). Det ar nagot som skulle kunna
utvecklas pa nationell niva och inom fler cancerformer.

| denna intervjustudie har flera patienter vittnat om
hur de successivt har omvandlat information till kun-
skap men att det tar tid, ndgot som dven bekraftas i
litteraturen (Carlsson et al 2010). | en biografistudie av
cancersjuka beskrivs hur tryggheten okar av att kanna
sig hemma i situationen, och hur fértroendet for vard-
personalen 6kar med en frekvent kontakt (Nielsen &
Tornqvist 2011). Det finns ett behov for sjukvarden
att hitta nya satt att skapa forstaelse for vad som
komma skall med behandlingar. En patient som skulle
genomga behandlingar med kraftiga biverkningar fick
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PA OKANT CANCERVATTEN

héra: “En del har nastan inga problem”. Det skapade
en felaktig forvantan, fordrojning i forstaelse, kunskap
och darmed ocksé i medverkan och inkludering i sin
vard. Som hen uttryckte det:

» .
man trorv man inte

ska ha négra problem”

Extra viktigt framstar behovet av att finna nya infor-
mationsvdgar nar det handlar om att patienten ska
vara delaktig i val av behandling. Det kan exempelvis
handla om att kunna fa besked hemma, dar familj
finns narvarande, eller att ha nagon att kontinuerligt
kunna fraga allteftersom information omvandlas till
kunskap och erfarenhet.

HOPPETS KOMPLEXITET

Manniskans formaga till abstrakt tankande, sjalvreflek-
tion och temporala tankar goér det mojligt for oss att
reflektera kring var egen dod och att kanna dodséng-
est. Det dr ocksa dessa formagor som styr var formaga
att hantera vara tankar och kanslor kring var egen
dod. Dodsangesten kan minskas genom ett kulturellt
trossystem som hanterar fragor om liv och déd, tid
och mening (Routledge och Arndt 2005). Med ett hot
om ett forkortat liv s& forsoker sjukvardspersonal saval

Tva exempel pa hoppets komplexitet

som narstaende ofta inge hopp, nagot som kan leda
till 6kat vardlidande (Nielsen & Térngvist 2011). Att i
tanken hoppas pa att vara den som 6verlever innebar
att du som patient pressas till att kognitivt flytta ut
fran nuet, dar du lever, till att tdnka pa framtiden. Ofta
innehaller begreppet hopp &ven krav pa att vara posi-
tiv (Sandén 2006). For att mojliggora ett inforlivande
av det erbjudna hoppet och for att det inte ska kannas
patvingat maste hoppfullheten stamma éverens med
den kunskap som patienten har:

"Jag blev bara arg nir de uppenbarligen
ljog for mig, jag hade ju list om statistiken”

Hopp ter sig i flera studier vara knutet till tid. Thulesius
teori om hoppets jamvikt visar hur manniskan skapar
instinktiva kompensatoriska strategier for att 6ka det
existentiella hoppet, bland annat genom férnekelse
av livsforkortande besked eller genom att 6ka den
momentana livsnjutningen (Thulesius 2007). En grun-
dad teori om nuets férnéjsamhet visar hur en naturlig
syn pa olyckor underlattar for en inre beredskap som
forflyttar manniskor fran orostankar éver vad som kan
ske till ett varande i nuet. Genom olika tekniker for att
kognitivt isolera radslor i tid och rum lyckas man leva
nara doden och samtidigt behalla livsgladjen i nuet

Patienten har en cancersjukdom dédr manga dor inom fem ar, vilket hen vet.

Kognitivt hopp
Att hoppas

“Oroa dig inte, du kommer att
overleva linge dn”

Emotionellt hopp
Att leva med hopp

"Jag rdknar med att detta kommer att ga

bra, jag har sett manga éverleva ”

a) citatet stimmer ej med
kunskapen vilket forstérker
tankar pa liv/dod.

b) i sin uppmanande formulering
kan det uppfattas kravfyllt.

Patienten erbjuds hopp utan
att behova aktivt tdnka pa
liv/dod.



(Sandén et al 2015'®?). De intervjuade patienterna i
denna studie har olika erfarenheter av dédsangest och
hopp men generellt uttrycks en positiv upplevelse i de
fall da ansvarig lékare erbjuder en majlighet till att det
ska ga bra. Hoppet laggs fram som en positiv utsikt
och sen far patienten vélja att inforliva det.

"Jag ville att ndgon skulle siga
att det har gir bra”

"Det var si skont nir NN sa att
vdrt mdl dr att du ska bli frisk’

Det ar saledes stor skillnad pa att leva med hopp och
att hoppas; att vara hoppfull respektive att ha hopp.
Dar det hoppfulla relaterar till kanslor med det som
finns i nuet, och dar fragan om att hoppas ar relaterat
till férandring och framtid (Benzein 1999; 2001).

TEMPORALT INKAPSLAD DODSANGEST

| intervjuerna uttrycktes konkreta och symboliska satt
att hantera oro, lidande och &terfall. Flera beskriver hur
tiden fran undersokning till resultat, ex en rontgenun-
dersokning eller ett blodprov, &r en tid av oro men att
de i 6vrigt inte tanker sa mycket pa sjukdomen. Den
finns dar men inte aktivt sa lange inga nya symtom
uppstar. Genom att fokusera sin déds/sjukdomsang-
est till en viss period anlaggs en tidsmassig ram for
dodsangesten. Denna kombineras med symboler som
skiljer det sjuka fran det friska. En patient fick beskedet
att férsta manaden ar mkt kritisk. Overlever hen 30
dagar sa ar chanserna betydligt battre darefter. 30
dagar var en ¢verskadlig tidsgrans som gick att halla
sig i "nu ska jag ge allt dessa 30 dagar”. En annan
fick i uppdrag att undersoka sig sjalv pa ett visst satt
exakt en gang/manad. Det blev en ritual som var gang
gav lattnad. Genom att kapsla in sin dédsangest, har
temporalt, kan man skapa ventiler for hopploshet utan
att den tar 6ver vardagen och utan att det inre hoppet
skadas.

LIVSUTRYMMEN, MAGI OCH PERSONIFIERAT HOPP

| diskussioner mellan patienter framkommer olika tek-
niker f6r hur man kognitivt och kanslomassigt placerar
saker, skeenden och manniskor mellan nuet och ett ev
aterfall. Det kan vara kirurgen som far symbolisera ett
personligt hopp genom dennes nastan magiska upp-
levda skicklighet "han kommer att rédda mig”, eller
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en plan pa nagot trevligt att géra mellan idag och ett
mojligt aterfall. Det kan exempelvis se ut enligt nedan:

1. Symboliska trygghetsaspekter, ex arliga kontrol-
ler som kapslar in sjukdomen temporalt. “Nar
jag vantar pa rontgenbesked ar jag radd, annars
tanker jag inte sa mycket pa det”.

2. Undersokning, jag vet nar nasta undersokning ar
och i den tanken finns aven risken for aterfall.

3. Symboliska trygghetsaspekter, ex saker att gora
mellan aterfallsbesked och ny behandling. En
kontaktsjukskoterska i Sortland, Norge, berdttar
hur flera patienter ldgger undan pengar for att
spendera i ett lage av aterfall. Hon kallar det “fuck
it"-pengar. “Det hjélper patienten att veta att det
finns pengar att leva livet for innan aterfallet ska
handskas med"”.

4. Lakaren/kirurgen/magikern/guden symboliserar
det sista hoppet. Hen som ska radda mig. "NN
kommer att radda mig om det behdvs”.

De flesta patienter beskriver sin kirurg respektive
ansvarig hematolog som nastintill ofelbar. Dar andra
lakare saval som annan vardpersonal bedéms utifran
olika egenskaper blir det har ett tydligt fokus pa deras
formaga att radda liv. Genom att géra kirurgen Gver-
mansklig skapas ett alternativ till dod oavsett prognos,
statistik och tankar pa aterfall. Det bygger upp det
existentiella hoppet, vilket ligger i linje med Thulesius
teori om hoppets jamvikt (Thulesius 2003, 2007).

SYMBOLISKA SUBSTITUT

Symboler av olika slag bidrar inte bara till en kollektiv
anda och gemenskap utan hjalper aven till att skapa
mening och organisering i vardagen. Manniskans rela-
tion till sin omgivning ar komplex i det att vi overfor
det vi ser, hor och kanner till bade synliga och osynliga
symboler (Sandstrom et al 2006). Detta blev tydligt
i intervjuerna déar patienterna berdttade och visade
hur de skaffar sig symboliska verktyg for att definiera
sin sjukdom, sina symtom och sina friska sjalv. Dessa
verktyg, i flera fall omedvetna, har fungerat som ett
satt att sta emot en fragmenterad sjukvard. En pa-
tient berattade om hur hen fortsatte ordna frukost
pa patienthotellet trots att hen inte langre kunde ata
pa grund av biverkningar fran behandlingen. Att sjalv
kunna breda smor pa smorgasen blev en sjalvstan-
dighetssymbol. En annan behdll sina egna klader pa
sjukhuset for att “behalla min integritet”. Att utéva
samma personliga intressen som innan man blev sjuk
var en annan strategi. Dessa symboliska verktyg fung-
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Nuets och framtidens betydelse med anledning av cancersjukdomen

Nirstaende

”Ah, om denna

OKAND

sjukdom dnd

FRAMTID

Diagnos

Behandlingar Tid

erar som ett satt att inte tappa sitt friska jag under
behandlingsfasen.

Ett annat satt att anvanda symboler syntes i gruppin-
tervjuerna dar patienterna vid flera tillfallen pendlade
mellan djup och yta. Genom att tala i symboler kan
var och en vélja vad man lagger for betydelse i det som
sags och saval den som star i fokus som 6vriga kan
sjalva valja hur mycket de vill se av sjukdomen kontra
symboliken. En grupp fokuserade valdigt mycket pa
mat och det var tydligt att de tre hade olika behov av
att samtala om sjukdomen. Genom att de anvénde
mat som symbolik for allt fran biverkan till behandling
och méjlig dod kunde var och en anpassa samtalet.
Till exempel konkretisera sina fragor nar hen onskar
mindre djup “tycker du fortfarande om choklad”? Eller
abstrahera mer i ldgen da 6nskan om djupare samtal
finns “hur kan man leva utan att &ta”? | en grupp
berattade en deltagare om nya symtom som tydligt
pekade pa ett mycket allvarligt aterfall. Gruppen de-
lade vare sig symtom eller diagnos vilket gjorde att de
inledningsvis inte hade nagon gemensam symbol att
luta sig mot. Diskussionen var till en bérjan trevande,
men sa snart de fann en symbol, i detta fall arbete,
s& diskuterade de ingaende hur tufft det ar att bl
sjuk pa dagens arbetsmarknad. Jag som betraktare
upplevde att patienten med det eventuella aterfallet

stod i centrum och att vi som befann oss i rummet, det
vill sdga de tva patienterna samt jag som intervjuare,
skapade en dynamik dar diskussionen kring arbete
var reell i sig men radslan dver att sjukdomen skulle
leda till uppsagning fick aven symbolisera radslan for
doéd och nya behandlingar. En tyst dverenskommelse
som skiljer sig fran ovan namnda bruk av symboler.
Har skapade symbolen en mojlighet att ga pa djupet
medan exemplet ovan med chokladen var ett exempel
pa att minska djupet. Symboler anvands med andra
ord bade for att fordjupa och for att minska djupet i
diskussionerna.

SPRAKET

Studier av den kommunikativa evolutionen har visat
att det ar omojligt att sarskilja forstaelsen av sprak fran
dess kulturella kontext. Spraket skapar kénslor och upp-
levelser lika mycket som sinnena skapar spraket (Wilce
2014). Det gor att det vid antropologiska studier ar vik-
tigt att undersoka de olika satten som spraket anvands
pa och hur dessa vaxelverkar med tanke, kansla och va-
rande (Ochs 2012). Patienterna i denna studie anvande
sig av olika sprakliga tekniker som omformuleringar,
humor och l6sningsfokusering i berattelser. Ett exempel
ar formdagan att omskriva skadeverkningar sa att de far
en positiv klang utan gnall, som annars riskerar sanka



humoret. Manga beskriver sina problem genom dess
|6sningar. Exempelvis hur de har ordnat livet trots mat-
problem vid matstrupscancer och kakcancer. En annan
anvande en kombination av styrka, kontroll och humor
nar hen beskrev hur hen hanterade sitt haravfall genom
att raka av haret i forvag. Styrkan har blivit en slags
partner i kampen mot det jobbiga, aven i beskrivandet
av det jobbiga. Manga av de som fortfarande behand-
las for skadeverkningar saknade detta uttryckssatt och
beskrev problemen som just problem.

| vissa fall, dar skadeverkningar varit mycket allvarliga,
har gruppdynamiken skapat en slags gemensam for-
tradngning av situationens allvar. En stor enighet visas
fram déar biverkningar férminskas, livet fortgar som
vanligt utan sjukdomsradsla eller livspaverkan och inga
relationer uppges ha forandrats. Att det ar en chimar
framkommer genom motsagelser, synbara i langre
resonemang dar uttryck for svarigheter framkommer
genom beskrivning av dess I6sningar. | samtal om ge-
mensamma skadeverkningar anvandes symboliska och
sprakliga verktyg som att omformulera fragor, avbryta,
forsoka byta samtalsamne etc. Detta skiljer sig fran det
tidigare diskuterade mellanmedvetandet genom att
personerna inte uppvisar tecken pa en rorelse mellan
de tva ytterligheterna frisk-sjuk, utan att medvetandet
hela tiden fokuserar pa att fértranga det sjuka. Detta
synliggors vid direkta fragor om sjukdom dar vissa ut-
trycker irritation kring fragorna, medan de som befinner
sig i ett mellanmedvetande klarar av att pendla till den
del som samtalet galler.

Ochs (2012) och Wilces (2014) teorier om hur kanslor
samverkar med spraket, att de formas med hjalp av
spraket likval som de formar spraket gestaltas med
andra ord pa olika satt i intervjuerna.

PA OKANT CANCERVATTEN

Forbattringspotentialer:

o Utbilda vardpersonal i hoppets komplexitet
inklusive tekniker for att ge existentiellt
hopp utan att agera patvingande. Dels
okar chansen till ett bra bemoétande och
god vardrelation och dels kan de i sin tur
hjélpa patienter att forsta och sétta ord
pa sina kanslor.

Skapa en psykopedagogisk verksamhet
som bygger pa patienters behov. Dar kan
man ldra patienter tekniker och ritualer
for att kapsla in och skapa delvis frivilliga
och planerade utlopp for saval dodsangest
som bitterhet, sorg och andra negativa
kanslor.

En sddan verksamhet bér ocksa uppmuntra
symboliska handlingar och tankar som
hjélper patienten att se sitt friska jag. Den
bor ocksa inkludera narstaende.

Lat patienter med olika diagnoser motas
och utbyta erfarenheter. Det kan hjalpa
dem att se skadeverkningar som de inte
har drabbats av samtidigt som man finner
stod hos varandra i kampen mot sjukdom.
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2. Relationell navigeringskonst

Ett cancerbesked ar svart att ta in och innebar olika
saker for olika manniskor. For alla innebar beskedet
ett hot men risken att do skapar en olik hotbild for
patienten jamfért med de narstaende och sjukdomen
skapar ofta darfor en viss ensamhet. Peter Strang,
professor i palliativ medicin, visar i en intervjustudie
av cancerpatienter att relationer ar centrala i individers
satt att hantera sin livssituation. Patienter beskriver hur
de hamtar kraft fran olika relationer sasom till narsta-
ende, djur, natur och religion (Sand & Strang 2013).
Relationell navigeringskonst handlar om att navigera
sin sjukdom i en social kontext och karakteriseras av
forandring och nyorientering dér patienten tvingas
hantera sin sjukdom i relation till sin omgivning.

SOLITERANDE MURAR

Alla i en cancersituation lever under starkt hot men
hoten ser olika ut. Den sjuke riskerar d6 och de nar-
stdende riskerar ensamhet, ett liv utan den sjuke.
Nérstdende bér pa en annan oro och har en annan
resa an den cancersjuke och relationen till en svart sjuk
ar komplex och i manga fall komplicerad. Varje upp-
levelse och erfarenhet dar man inte forstar varandra
skapar en delseparation. Aven om man forsoker stétta
varandra i sina respektive radslor och svarigheter ver-
kar sjukdomen i sina olika ansikten individualiserande
pa relationen och staller sig som sma murar mellan
den sjuke och den anhérige.

| radslan for dod skapas ett behov av att ta hand om
sig sjalv och en 6kad sjalvcentrering framkom i diskus-
sionerna patienter emellan och bekraftades i individu-
ella intervjuer. Fokuseringen pa sig sjalv och sitt eget
liv har mycket konkreta uttrycksformer som:

”jag har borjat tinka mer pa mig sjilv”
" jag skapar mitt eget utrymme”

vi har fitt en chans att tinka efter,
vad saker dr virda”

Ett exempel pa soliterande mur visas i att flera infor-
manter beskriver plumpa saker som de fatt hora dar
anhoriga/vanner ger ogrundade expertutlatanden, ex
"de flesta dverlever ju”. Nagot som kan uppfattas som
stottande for den som &r radd for att bli 6vergiven
men samtidigt kan vara ytterst provocerande for den
som ar radd for att do. Som en patient uttryckte:

“nésta minniska som kommer med
positivt tinkande fir en rak hoger’.

Det finns flera vittnesmal om de skilda resorna men
fa studier.

Stern talar om intersubjektivitet som nagot grundlag-
gande manskligt likstallt med sexualitet och anknyt-
ning. Nagot som arbetas med i olika terapeutiska sam-
manhang. Intersubjektivitet kan enkelt forklaras med
en aterkopplande férmaga att lasa av andras intentio-
ner och kanslor “jag vet att du vet att jag vet”. Denna
intersubjektivitet bidrar till gruppbildning och psykisk
narhet, sprakutveckling och symboler. | exempelvis
familjeterapi finns speciella metoder och ritualer for
att starka gruppen/familjen (Stern 2004). | en majoritet
av intervjuerna framkommer en svarbeskriven ensam-
het. Oavsett om relationen till ens partner har bestatt
eller inte s& framkommer en tudelad tvasamhet genom
sjukdomen. Om vi i framtida forskning lyckas ta reda
pa hur de olika resorna ser ut kan vi ocksa hjdlpa nar-
staende och patienter att battre forsta varandra.

TEMPORALA BEHOV

Flera av patienterna beskriver hur de i kontakten med
andra patienter kanner sig forstadda pé ett satt de
annars inte gor. En forklaring kan vara att som narsta-
ende ar du radd for att bli lamnad och 6vergiven “vad
hander med mig om NN dér”. Men som sjuk riskerar
du att do. | déden finns ingen framtid och nuet blir
darmed mer patrangande. Oron som beskrivs ar ofta
riktad mot narstaende, framfér allt dar barn finns med
familjebilden.



Trots en mycket tuff livssituation sa klarar anhériga till
cancersjuka i palliativ vard ofta av att ga vidare och
att finna en mening i det som skett (Strang 2007).
Strang hanvisar ofta till Antonovsky vars studier kring
halsobringande faktorer, den salutogena teorin, anger
kanslan av sammanhang som den enskilt viktigaste
formagan att psykiskt éverleva svara umbéranden.
Den bestar av tre olika delar: det galler att finna en
begriplighet, att det ar hanterbart och att man finner
en mening i det som sker. Antonovsky har sokt sig
till halsans ursprung och i det uppger han att hans
teorier ar besldktade med copingstrategier, empower-
ment och andra hélsoframjande 6éverlevnadsteorier
(Antonovsky 1996). En annan studie av manniskors
hantering av svarigheter bygger pa livet i en nord-
norsk bygd dar dess historia av isolering, kargt klimat,
fattigdom och farligt fiskeyrke skapade ett behov av
att atervanda till nuet. | den miljon krévde nuet all
uppmarksamhet for att méanniskorna skulle éverleva
(Sandén et al 2015). Antonovskys salutogena teori
forklarar hur manniskan kan bearbeta, forsta och ga
vidare i livet, ett behov som &r stort hos narstaende till
dodligt sjuka (Antonovsky 1996; Strang 2007). Teorin
om Nuets forndjsamhet forklarar hur manniskor med
hjalp av olika tekniker och strategier kan hantera en
osaker livssituation ndra dod och olyckor, en situation
lik den cancersjukes (Sandén et al 2015).

"Det blir hiir och nu som giller
— inte i morgon eller om ett dr”

Cancerfonden 2015
COOPETIVA RELATIONER

Relationer mellan patienter innehaller stod, igenkan-
ning, gemenskap men ocksa en viss form av hierarki
och konkurrens. Inom organisationsforskning har
begreppet “coopetive relations” tillkommit som en
beskrivning pa den dubbelhet som kan rada nar en
gemensam grupp har begransade resurser och be-
gransade mojligheter. Begreppet ar en kombination
av samarbete (cooperation) och tavling (competition)
(Tsai 2002). Under gruppintervjuerna har patienterna
bekraftat varandra och fokuserat pa likheter. | grupper
med samma diagnos har detta kombinerats med sam-
tal om vem som har det varst respektive bast samt vem
som ar mest unik i forhallande till varandra. De skapar
saledes en slags hierarkisk skala. Denna jamforelse
forekom ej vid gruppintervjuer med skilda diagnoser
och inte heller i gruppintervju med samma diagnos
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men dér de diskuterade andra sjukdomar. | blandade
grupper kommer samtalen in pa djupare fragor i och
med att det direkt konkreta inte delas. De staller andra
fragor till varandra och tvingar déarmed varandra till
mer eftertanke samtidigt som forstaelsen for det job-
biga finns kvar i rummet.

PARTNERSKAP | SJUKDOM

| huvudsak beskrivs en positiv upplevelse att traffa
andra sjuka, ofta uttryckt “i samma situation”. Vad
‘samma situation’ innebar skiftar och uttrycket har
namnts saval i grupper av blandade diagnoser, olika
prognoser som i grupper med samma diagnos. Flera
av patienterna beskriver humor som en viktig del i
att overleva psykiskt och hur skont det var att traffa
andra sjuka i delandet av denna. Litteraturen bekraf-
tar patienternas positiva upplevelser och flera studier
visar att stodgrupper med andra patienter fungerar
positivt for livskvalitén, for behandlingen och har dven
en positiv effekt pa 6verlevnaden. Stédgrupper dkar
patientens empowerment och leder till 6kad delaktig-
het, okat sokande efter kunskap om sjukdomen och
rent generellt forbattrar det patientens férmagor till
att navigera sin sjukdom (Weis 2003).

Forbattringspotentialer:

e Privata relationer och cancer behéver utredas
mer noggrant foér att kunna definiera beré-
ringspunkter dar de olika resorna patient/
narstaende krockar. Men redan nu kan vi ut-
bilda patienter och narstaende i olika behov
sa att de battre forstar varandra, forstar vad
man inte kan férsta och férstar vad man kan
forvanta sig i forstaelse.

e Skapa mojligheter for cancersjuka att fa
hjalpa till i samhallet. Manga vill ha en roll,
kanna sig behoévda, det kan handla om att
hjalpa till med fikat pa en arbetsplats eller
agera mentor till ndgon. Det viktiga ar den
altruistiska handlingen som skapar en kansla
av samhdorighet.

e Ett konkret exempel &r att lata fd patienter
héalsa pa och ordna utflykter eller dylikt for
patienter som under svara behandlingar bor
pa patienthotell. De har uttryckt behov foér
aktivitet under sin tid dar.

e Skapa anvandvéarda digitala och sociala moé-
tesplatser dar manniskor i liknande livssitua-
tioner kan traffas och utbyta erfarenheter.
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3. Virdrelaterad navigering

Att navigera i varden handlar om att bevara sig sjélv
som hel manniska samtidigt som en kamp for 6ver-
levnad och behandling i en sjukdomsfixerad kontext
pagar. Patientens kamp karakteriseras av dennes for-
sok att parera ovantade upplevelser kring behandling,
besked och moten utan att drabbas av deempower-
ment dar maktléshet och beroende goér den enskilde
exkluderad fran sin egen vardplanering. Att inkludera
patienten i sin egen vardprocess innebdr att graden av
medbestammande och aktivitet skiftar utifran indivi-
dens maende och personlighet.

SAMARBETE OCH KONTINUITET

Kontinuitet i vardkedjan beskrivs som mycket viktig,
saval i litteratur som av intervjuade patienter. Att ha
nagonstans att vanda sig dar man kanner sig trygg
ar en o6nskan alla uttrycker. Samtidigt beskrivs i alla
intervjuer en splittrad vardkedja och svérigheter att
veta var man ska vanda sig med olika problem. Storst
var denna forvirring efter utskrivning fran specialist-
vard. Leape beskriver i sin studie hur Cancervarden
upplevs som fragmenterad och otydlig av patienter
som far dgna mycket tid och ork till att skapa sin egen
trygghet och sakerstalla att de inte hamnar mellan
stolarna i varden (Leape et al. 2009). | andra studier
som &r fokuserade pa Skane framkommer problem
med koordination, samverkan och logistik samt att
individuell information och information till narstaende
fortfarande ar bristfallig (Nilsson 2007; 2013; 2014).
Ju fler ménniskor inblandade desto mer forvirring
och olika besked. Detta trots att vi vet att subjektiva
upplevelser &r centrala for livssituationen. Det géller
for medicinska saval som psykosociala faktorer (Haller
och Hadler 2006).

Undantag fran ndmnda avsaknad av helhetsbemo-
tande och strukturell tydlighet finns dock. Patienter
tillhérande ett specifikt vardteam i Kronoberg besta-
ende av kontaktsjukskoterska och lakare beskrev hur
de kdnde sig inkluderade genom hela vardprocessen. |
den beskrivningen ingick ett aktivt uppsokande arbete
av kontaktsjukskoterskan samt en tilldtande attityd i

olika problemstallningar nar patienten kontaktade
varden.

"Sjukskdoterskan fixar vad det éin ir
och jag slipper ringa runt”

Arbetslaget inkluderade patienterna i en pagaende
process, nagot som ar en forutsattning for en trygg
gemenskap. For att uppna en kansla av inkludering
kravs att gruppen tar ansvar for att inkludera indivi-
den samt att utrymme ges till individualitet (Shore mfl
2011; Jansen m fl 2014). Om gruppen inte tar ansvar
for inkludering kan det leda till marginalisering av
personer som ej faller inom normen i beteendet (Yt-
terhus 2012). Kontaktsjukskéterskan (jmf gruppen) tog
ansvar for att individerna blev uppféljda (inkluderade)
och saval sjukskdterskan som ldkaren bedémde och
hjalpte patienterna vidare dven med fragor utanfor
cancersjukdomen (de tillats vara unika som individer).

Flera patienter beskriver skratt och humor som av-
vapnande pa radande maktstruktur. | situationer dar
framforallt Idkare har kunnat skoja om allvaret i patien-
tens kamp for 6verlevnad ter det sig som om skrattet
fungerar bekraftande. Det stammer val 6verens med
tidigare studier dar humor beskrivs som bekréaftande
och inkluderande verktyg (Sandén m fl 2015; Monahan
2015).

UPPFOLJANDE PRIMARVARD

Att behalla samma kontaktsjukskoterska over tid har
generellt beskrivits skapa en kansla av att vara om-
handertagen och i efterfasen av behandlingar skapas
en trygghet i att veta “om ndgot hdnder sa ringer jag
hen”, dér "nagot” kan innebdra vad som helst. Att a
andra sidan inte ha nagonstans att vénda sig i saval
inledande fas som under behandling och efter avslut
uttrycks med kanslor av sorg, besvikelse och forvir-
ring. Framforallt avslutningsfasen ter sig aven kostsam
for samhallet i det att en utskrivning utan nagonstans
att vanda sig skapar oro och i flera fall har patienter



beskrivit sjukskrivningar som féljd av bristande stdd vid
stressreaktioner av olika slag. Manga blir hanvisade till
primarvarden for uppfoljning, vilket togs upp som ett
problem av manga patienter under intervjuerna. De
uttryckte en stor misstro mot primarvardens kom-
petens, bade géllande diagnostik, tillganglighet och
uppfélining. Nagot som bekraftas i internationella stu-
dier. | en amerikansk studie uttrycker en tredjedel av
deltagande cancerpatienter att de inte ser nagon roll
for primarvarden i uppféljningsarbetet och de delade
ovan ndmnda ovisshet angdende ansvarsférdelning
och var man ska vénda sig vid eventuella cancersym-
tom (Hudson et al 2012). Liksom i Hudsons studie
uttrycker patienterna i denna studie en misstro mot
primarvardslakarens kompetens, de ar radda att inte
bli tagna pa allvar och flera uttrycker en énskan om att
fa behalla sin specialistlakare och/eller kontaktsjuksko-
terska dven efter fardig behandling och uppféljning.

Trygghet och kontinuitet ar nyckelord vid sidan av
overlevnad i kontakten med varden. Men tyvarr ar det
manga i bade denna och andra studier som vittnar om
dess motsats (Nilsson 2014).

HELA MANNISKOR

Det finns en generell néjdhet med varden men sam-
tidigt uttrycker manga att de har kannt sig krankta
och inte blivit forstddda/sedda som ménniskor. Ord
som vardighet, bemétande och helhet nédmns i bade
positiva och negativa erfarenheter. Man moter upp
sin behandlares bemd&tande, dvs behandlaren styr hur
mkt manniska respektive patient du ar i motet. Flera
patienter beskriver situationer da en lakare varit intres-
serad av ex matstrupen och hen har da gatt in i frag-
mentiseringen och sjalv kant sig som en matstrupe. En
beskrev hur hon pendlade mellan olika kroppsdelar i
sitt sinne. | en observationsstudie av ldkare problema-
tiseras motet mellan ldkare och patient och den visar
hur patienterna blir fragmentiserade till olika biome-
dicinska delar/sjukdomar/symtom. Trots att ldkarna ar
artiga och mana om att bemota sina patienter avvisar
de fragor av mer existentiell eller personlig art och en
situation dar patienten inte blir sedd som hel manniska
skapas med kanslor av krankning som foljd (Agledahl
m fl 2011). | en annan kvalitativ studie av lakare fran
olika discipliner visas hur deras moraliska kod sager
att de ska forbattra halsa och se till hela manniskan
men dar praxis skiljer sig fran teori. Nar de gar in i sin
lakarroll visar observationer hur de bryter ner eventu-
ell helhetsproblematik och kategoriserar den i mindre
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fragmenterade biomedicinska problem som de soker
|6sa. Helheten gléms generellt bort (Agledahl m fl
2010).

Manga beskriver extraordindra handelser och uttalan-
den fran vardpersonal som nagot som far dem att
vaxa som manniskor. Gemensamt for dessa exempel
ar att personalen fokuserar pa hela manniskan och
ger uttryck for att personen har sett patientens kamp.
En informant beskriver hur hon i patientrollen blir en
streckgubbe medan hon i motet med personal som
ser hela henne inte 6verger sin mansklighet. De vard-
grupper som inte har mojlighet att fokusera enbart
pa en kroppsdel, ex underskoterskor som ska ta hand
om omvardnad, beskrivs vara duktiga i bemotandet.
Flera patienter beskriver dock tillfallen da de kant sig
férminskade aven av dessa yrkesgrupper och da be-
skrivs en 6verdriven och nedvarderande “snallhet”. En
informant uttryckte att det bemd&tandet sager:

du och jag tillhor inte samma slikte”

Flera har beskrivit hur nagon vardpersonal lagt en
hand pa axeln, satt sig ner bredvid och lyssnat, varit
dar i den aktuella smartan utan att saga nagot. Som
en uttryckte det:

"Jag visste inte att jag behivde

négon forrin hon var dir’.

INTEGRERANDE ALTRUISM

De flesta intervjuade har uttryckt en vilja att stotta
andra, exempelvis genom att agera mentor eller hjélpa
till med aktiviteter. Det finns ett behov av att vara
behovd. Det finns en stark koppling mellan altruism
och vélbefinnande, lycka, halsa och livslangd. Altruism
resulterar i positiv social integration, distraktion fran
personliga problem och sjalvupptagen angest, okat
valbefinnande i kombination med mening och syfte
samt en mer aktiv livsstil. Manniskor som engagerar
sig i att hjalpa andra beskriver generellt sin sjdlvkansla
som battre (Post 2005). Detta ligger i linje dven med
denna studies resultat dar flera patienter har uttryckt
behov av att fa kanna sig behdvda, ex genom att dela
med sig av erfarenheter eller att hjalpa till pa andra
satt i samhallet. De stodgrupper som diskuterades i
foregaende kapitel skulle kunna inlemmas i den medi-
cinska behandlingen. For att ©ka kunskap, delaktighet,
livskvalitet och inte minst ¢verlevnad.

9
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INKLUDERING

Denna intervjustudie visar hur formagan att navigera sin
nya livssituation star i centrum for cancerpatienterna.
Som sjuk tvingas du hantera saval din egen inre radsla
som relationer till narstdende och behandlare. Studien
visar att patienter har en vilja att inkluderas utifran ett
holistiskt perspektiv i savél egen vard som i utveck-
lingsarbete av mer generell art. Det finns samtidigt en
misstro till att det ar mojligt.

Idag talas det mycket om patientmedverkan. En studie
fran 2005 visar hur alla intervjuade lakare framholl pa-
tientmedverkan som nagot viktigt men dar de i obser-
vationer sedan agerade mycket skiftande i patientkon-
takten nar det gallde patientens medverkan (McGuire,
et al 2005). Det finns olika hindrande faktorer for reell
patientmedverkan. Exempel pa patientrelaterade fak-
torer ar acceptans av den egna rollen som sjuk, brist
pa medicinsk kunskap, brist pa fortroende, samsjuk-
lighet och olika sociodemografiska parametrar. Bland
vardpersonal hindras patientmedverkan bland annat
av en onskan att behalla kontrollen, tidsbrist, social
status hos patienten, typ av sjukdom och avsaknad av
kommunikativa verktyg/utbildning i relationen mellan
patient-vardgivare (Longtin et al 2010). Detta stammer
med resultaten i denna intervjustudie dar patienterna
uttrycker en tydlig tacksamhet mot varden som har
raddat livet pa dem och som de satter lit till kommer
att gora det igen. Men bakom orden, i diskussionerna
dem emellan, beskrivs ett utanforskap som karakte-
riseras av brist pa kunskap, kontinuitet och helhet. Fa
av patienterna ger en bild av att ha varit inkluderade
som hela manniskor i vardprocessen.

Inkludering kan bade existera och saknas pa olika plan.
Nagot som diskuteras ofta ar patienters mojlighet att
vara med och utforma vardens struktur (ex Carlsson et
al 2006; Blomquist et al, 2010; Carlsson 2010; Wright
et al 2006) En nyligen genomférd intervjustudie av
sjukvarden visar att forandringar som syftar till en
mer patientcentrerad vard &nda genomfors utan att
patienter involveras (Nilsson 2014). En annan studie
visar hur det skapas en obekvam situation for vard-
personalen nar patienter och narstdende bjuds ini en
forandringsprocess. Nagot som gor att de undviker
patientmedverkan (Warren 2012). Detta trots att pati-
entmedverkan inom forskning och utveckling har visat
sig vara mojligt och bidra till nya resultat savél som en
positiv upplevelse for medverkande patienter (Wright
2006), vilken dven denna studie visar.

| denna intervjustudie har patienterna rest till inter-
vjuplats, tagit ledigt fran jobb och skjutit upp andra
resor for att kunna delta. Flera har uttryckt: “Klart
man vill hjalpa till om man kan". Det ar dags for oss
forskare, vardpersonal o beslutsfattare att ldgga var
egen dodsangest, var oro over bristande kunskap och
forstaelse samt var distansering at sidan och boérja
lyssna aktivt pa dem det beror.

Forbattringspotentialer:

e Skapa en patientprocessorienterad
struktur som inkluderar patienten for
att mojliggéra en individuell vard. Med
samarbete kommer man langre.

Med checklista och strukturerad
uppféljning dar man vet vad som vantar
och pa vilket satt man t ex far besked,
patientparm, kontaktsjukskoterska osv
skulle mycket trygghet kunna skapas pa
ett forhallandevis enkelt satt.

Ge patienter tydlig biomedicinsk
information om sin sjukdom. Kunskap ger
styrka och minskar dédligheten!

Ge narstdende samma information. Det
gor att en hel del konflikter undanrojs.

Skapa en kontaktperson att hora av sig
till med fragor allt eftersom de dyker upp
under sjukdomsresan. Detta kan, men
behdver inte vara en kontaktsjukskoterska.

Skapa sjalvhjalpsgrupper under ledning /
overinseende av professionella vardgivare.

Det ar hog tid att slappa in patienter och
narstdende i beslutsprocesser pa olika
nivaer. Genom inkluderingsprocesser
starks den egna férmdgan att forsta och
vara aktiv i saval diagnostistik som vard
och behandling.

Med ett holistiskt synsatt pa psykosocial
vard skulle dagens fragmenterade
stodatgarder och patienternas forsok
till hantering av oro, skiftade besked,
prognoser och identitet kunna samlas till
en helhet av verktyg for patienter att valja
mellan.



PA OKANT CANCERVATTEN

4. Slutsatser och framtida forskning

Denna studie bygger pa 19 cancerpatienters berat-
telser om den verklighet de lever i. Det framstar en
tydlig 6nskan och ett behov av att bli sedd som en
hel manniska, bade av sig sjalva, sina narstaende och
av varden. Detta galler saval under utredning som
under behandling och eftervard. Deras historier visar
pa fragmenterade och i manga fall kreativa strategier
och verktyg for att hantera cancersjukdom, saval medi-
cinskt som psykosocialt. Genom ritualer och symboler,
med hjélp av narstdaende och vardpersonal, ensamma
eller i grupp finner de olika satt att njuta av livet. Sand
et al (2009) visar hur patienter inom palliativ medicin
utvecklar anvandbara strategier for att halla tillbaka
doden. Hon beskriver det som en kognitiv och emo-
tionell pendel som svanger mellan ytterligheter, dar
patienterna anvander de verktyg som passar deras
egen begreppsapparat (Sand et al 2009). De inter-
vjuade patienterna i denna studie gav flera exempel pa
strategier, tekniker och verktyg som de anvander for
att orka leva med sin sjukdom. Vid ndrmare genom-
lysning visar det sig att dessa strategier i mycket hog
grad dven handlar om att stanna i nuet. Exempelvis
genom att bruka humor, skapa symboler for friskhet
samt genom att skapa ritualer for att kapsla in dods-
angesten. Den reella risken av att det inte finns nagon
framtid skapar en tyngdvikt pa det som finns har och
nu. Liknande livsval uppmérksammas i den grundade
teorin om Nuets fornéjsamhet, en studie om att leva
ndra dod och olyckor (Sandén et al 2015).

En klar majoritet av de intervjuade uttrycker kompli-
kationer i relation till narstadende, speciellt eventuell
livspartner. Ett exempel ar synen pa hopp dar det kan
vara svart att som narstaende se nyanserna i uttryck
mellan att skapa dangest och att bringa hopp. Oavsett
om relationen har hallit, vuxit eller spruckit beskrivs
en svarighet i att forsta varandras resor. Genom att i
framtida forskning studera aven narstaendes relation
till den sjuke, till cancersjukdomen och till sin egen
livssituation kan beréringspunkter definieras och
konflikter undanrdjas, till exempel gallande de olika
radslorna for att do respektive att bli ldmnad.

MEDICINSK OVERLEVNAD

Aven om tid och fokus under intervjuerna i denna
studie 1ag pa psykosocial éverlevnad sa fanns kam-
pen for att dverleva hela tiden med som det sjalvklart
viktigaste. Nar det galler 6verlevnad rader enighet
om att tidig upptackt av cancer ar en av de viktigaste
faktorerna for langre liv (Richards et al. 1999) men
anda saknas det studier pa omradet (Nilsson 2014). |
en forskningséversikt om tidig diagnostik av symtom-
givande cancer sammanfattas foéljande: “Férekomsten
av symtom som kan tyda pa cancer i den svenska be-
folkningen &r inte kand. Det ar ocksa okant hur manga
som utreds for misstankt cancer och hur manga som
skulle ha kunnat fa en tidigare diagnos. Omfattningen
av fordrojning av cancerdiagnoser ar med andra ord
okand...” (SBU 2014). | tva olika danska studier om
cancermisstankar och ledtider fann man att lakarna
tolkade patientens symtom som larmsymtom i half-
ten av de cancerfall man var del i diagnostiken av. De
hyste misstanke om allvarlig sjukdom i nastan 6% av
besoken och kunde forutséga allvarlig sjukdom hos
var tionde patient varav cancersjukdomar hade hogst
riskkvot for misstanke. Patienter vars symtom tolkades
som vaga hade mer &n en manads langre tid till diag-
nos an patienter med larmsymtom (Jensen et al 2014;
Hjertholm et al 2014). | en rapport fran Region Skane
vittnar cancerpatienter om att tvingas kdmpa for att
fa kontakt med primarvarden och ocksa om felaktiga
diagnoser och behandlingar innan de slutligen fatt
kontakt med en lakare som misstanker att det kan réra
sig om cancer (Nilsson 2014). Svarigheter och daliga
erfarenheter bidrar till minskat fortroende for varden
och otrygghet i fortsatta kontakter med priméarvarden.
Patienterna i denna studie valde att i huvudsak prata
om tiden efter diagnos och vi avser darfor att komplet-
tera med fokuserade intervjuer av patient, narstaende
och vardgivare kring diagnostisering.

"
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BEHOVSSTYRD VARD

Genom att kombinera tidigare forskning inom de om-
raden som patienter ger uttryck for som viktiga med
psykosocial utbildning i patientstrategier 6ppnas moj-
ligheter for att ga fran en fragmenterad psykosocial
cancervard som bygger pa omvardnadspersonalens
styrkor, till en behovsstyrd patient- och individfokuse-
rad behandlingsmodell.

PROAKTIV CANCERVARD

Proaktiv cancervard &r en satsning inom Lunds universitet som handlar om innovativ cancerlogistik i syfte att korta
tiden fran oro 6ver sjukdom till cancerdiagnos. En tidigare upptackt med efterfoljande diagnos ger bland annat
en béattre prognos for 6verlevnad och hogre livskvalitet om behandlingen satts in snabbt. Malet &r att bidra till
en snabbare diagnos, 6kad patientmedverkan och egenférmaga, battre prognos fér 6verlevnad, minskad oro for

den enskilde samt en mer resurseffektiv vard.

Denna studie ingar som en del

i Proaktiv cancervard och i var
fortsatta psykosociala forskning
ingar bland annat:

e Mer forskning kring relationen mellan
narstadende och patient.

e Okat individuellt stéd till patient och
narstaende.

o Skapa certifieringsméjligheter for psyko-
social cancervard.
o Ny forskning med fokus pa innovation

kring fordréjningsmekanismer for
cancerdiagnostik.

' Medvetandegdrande

I ‘ Utredning/kontakt med vérden

tid

Informations- och kunskapsstod
(Digitalt)

Allmin & Oro och insikt
riktad Information

kunskap

symptom/

riskfaktorer [

mm
Expertkompetens/
expertstod

Teknik for tidig
upptackt
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5. Datainsamling och analys

Denna studie anvander sig av klassisk grundad teori vil-
ket innebar att den &r baserad pa en teorigenererande
vetenskaplig metodik (Glaser 2010) med en mycket
Oppen fragestallining. Det handlar om att forsta can-
cerpatienters vardagsliv, vad de anser viktigt och vilka
erfarenheter de bar pa utifran sin cancersjukdom.
Syftet ar att utdka denna studie med narstaende-
intervjuer och observationer och fortsatta arbeta
med teorigenerering enligt klassisk grundad teori som
ett satt att fran grunden forsoka forsta forsknings-
personernas egna upplevelser. Deras berattelser och
interaktioner i gruppintervjuerna har fatt sta i centrum.
Ur dessa beréattelser och interaktioner letade jag sedan
monster i enlighet med grundad teori.

GRUNDAD TEORI

Grundad Teori ar en teorigenererande metod saval
som en teori om tillvaron. De tva grundarna, Barney
Glaser och Anselm Strauss, kom fran larotraditioner vid
Columbia University respektive Chicagoskolan. Glaser
hade vid Colombia University arbetat med kvantitativ
forskning och metodgenerering och Strauss larogrund
kom fran Chicagoskolans kvalitativa metoder, bland
annat inom symbolisk interaktion. 1967 gav de tva ut
boken “The Discovery of Grounded Theory” som ar
en forklaring av metoden som de hade utvecklat i ar-
betet med “Awareness of dying” fran 1965 (Hartman
2001). “Awareness of Dying” &r en studie om déende
pa sjukhus. Studien tog med hjalp av kvalitativa in-
tervjuer och jamférande kodning fram en teori:"“Insikt
eller medvetenhet om déende” som ett sétt att forsta
och forklara interaktioner och beteenden pa sjukhus
(Glaser och Strauss 1965). Denna teori har sedan
anvénts for att forbattra dialogen mellan patienter
och vardgivare, bl a férandrade den synen pa vilken
information en déende patient ska fa om sin sjukdom.
Fran att inte informera patienter skedde ett skifte till
att alltmer lata patienterna ta del av den information
som vardgivarna hade om deras respektive sjukdomar
(Thulesius et al 2003).

Fortsatta svenska teorigenereringar inom samma falt
har bland annat varit bidragande till utvecklande av
teamarbete med “pluralistisk dialog”, vilket handlar
om att undvika stereotypa attityder och tankemodel-
ler och i stéllet forhandla fram béasta séattet att mota
olika patienters vardbehov. "Att balansera aterstoden”
ar en grundad teori som forklarar hur cancervarden i
livets slut ter sig for saval patienter och anhériga som
vardpersonal. Teorin omfattar undervariabler kring
att balansera vardering av vardbehov kontra resurser,
brytpunkter vid svara besked och symtomlindring
(Thulesius et al 2003).

Grundad Teori i olika tappningar - Sedan Barney
Glaser och Anselm Strauss studie “Awareness of dy-
ing” (Glaser & Strauss 1965) har de tva gatt delvis
skilda vagar i utvecklandet av Grundad Teori och
dessutom har en konstruktivistisk version utvecklats av
Charmaz (2006). Det finns saledes en Glaserian groun-
ded theory, en Straussian grounded theory, en sam-
manslagen (hybrid) version samt en konstruktivistisk
grounded theory. Metoderna liknar varandra i att de
alla innehaller insamling av data, kodning, jamférelse-
arbete, kategorisering, teoretisk kodning, kdrnkategori
och teorigenerering. Olikheterna ligger i genomféran-
dedelen och i metodologiska antaganden om vad som
bringar forklaring (Walker och Myrick, 2006).

Klassisk grundad teori - Tar avstand fran traditionell
forsknings verifikation av teser da ett sadant arbets-
satt hammar hypotesgenerering och dérmed teorins
framvaxt. En teori genererad med hjdlp av grundad
teori ar inte en beskrivning av data utan den grundas
i och begreppsliggor data. Dess historiska rotter finns
i saval kvantitativ metodologi som kvalitativ matematik
(Glaser 2010).

GRUNDAD TEORI | DENNA STUDIE

Grundad teori har som mal att forklara vad som
hander inom det omrade man har valt att studera,
i detta fall cancerpatienters liv fran forsta oro éver
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sjukdom till dags datum. Enligt klassisk grundad teori
ska man utga fran de studerade forskningsobjektens
huvudangeldgenheter och undersoka vad som gors for
att |6sa dessa (Glaser 2010). Sammanlagt 19 patienter
har intervjuats i grupp och/eller individuellt. Jag har
ocksa valt att intervjua ett arbetsteam for att se hur
deras beskrivning av sin verksamhet Gverensstammer
med patienternas. | enlighet med klassisk grundad
teori togs nya beslut om insamling av data efter varje
intervju. | syfte att upptacka den viktigaste fragan och
relaterade kategorier féresprakas 6ppna fragor som
leder till oppen kodning (Glaser 2012). | enlighet med
klassisk Grundad Teori har intervjuerna ej transkribe-
rats men noggrannt registrerats i faltanteckningar.
Ostrukturerade intervjuer har anvants i syfte att fa ett
“bottom-up” perspektiv. Det har varit ett satt att lata
patienten bestdmma vad som ar viktigt att prata om,
ett satt att samla in data bade utifran vad de sa, hur
de sa det, och vad de valde att tala om, utan att leda
dem med fragor. Ostrukturerade intervjuer anvands
med fordel nér forskaren inte vet vad hen behover for
information. Dels som en forsta teknik nar forskaren
letar efter saker som kan vara anvandbara i ett senare
skede av studien, dels nar informanten kan tankas bli
tilloakahallen av strukturerade fragor och slutligen nar
fokus ligger pa erfarenheter som bara hittas genom
att lata informanten beratta sin historia pa sitt satt,
utan den fragmentering som kommer av strukturerade
fragor (Gillham 2008). Noggranna faltanteckningar
har forts, vilket har gett cirka 100 sidor text. Dessa
har kodats och kategoriserats. Efter varje intervju har
nya anteckningar kodats och jamforts med tidigare
resultat. Kontinuerlig diskussion om kodning har forts
med handledare. | denna studie har jag anvant mig av
klassisk grundad teori vilket praktiskt innebéar foljande
cirkuldra arbetsmodell:

1. Starta med ett problem och bérja en éppen for-
domsfri datainsamling. All data och alla handelser
i data registreras i faltanteckningar. Dessa kodas
och koderna véxer fram och skrivs senare ner i
sa kallade memos. | denna studie innebar det att
noggranna faltanteckningar och memos forts
kring vad som s&gs i intervjuerna, hur det sags,
interaktioner, kroppssprak och i efterhand mina
reflektioner kring samtalen.

2. Dataanalys genom framvéxandet av substantiva
prelimindra koder som registreras i memos och
efterhand kategoriseras. Efter varje intervju har
substantiv kodning skett. Nya koder har jamférts
med tidigare koder och kategoriseringen har suc-
cessivt fordjupats.

3. Teoretiskt urval. Detta innebér att se 6ver analy-
sen och forséka finna vad som saknas, okdnda
variabler. Planera for ny datainsamling utifran de
data och begrepp man redan har. Har har jag fort
diskussioner med handledare kring resultat, vad
det innebar och vilken ytterligare information jag
behover och hur jag kan fa tag i den. Exempelvis
gallande coopetive relationer (se kap 2) gjorde
jag ytterligare gruppintervjuer dar jag sarskilt lade
marke till dess forekomst eller inte.

4. Analysera den nya insamlade informationen en-
ligt punkt 2. Jamfor de nya kategorierna med de
gamla.

5. Sortera memos. Analysera och lata teoretiska ko-
der vaxa fram. Utveckla nya kategorier i memos.

6. Se dver analysen och forsok finna vad som saknas,
okénda variabler.

7. GOor en planering for ny datainsamling utifran
vilken information som krévs.

8. ...och sd vidare. Under tiden forskningen fortskri-
der skapas och avfardas begrepp och hypoteser.
Sa smaningom vaxer nyckelkategorier och karn-
kategori fram.

9. Nar karnkategorin: “Navigeringskonst” vaxt fram
ur memos, koder, kategorier s& utfordes sa kall-
lad selektiv kodning. Det innebar att materialet
kodades mot karnkategorin. Ytterligare intervjuer
genomfordes och noggranna anteckningar fordes
utan selektion, pa samma satt som de andra inter-
vjuerna, men i bearbetning av materialet gjordes
en selektion utifran kérnkategorin.

10. Nar ny datainsamling inte ger mer kunskap har
man natt mattnad. Punkt 5-10 &r en cirkular ro-
relse som pagar fram tills ingen ny information
kommer fram i nya intervjuer.

11. Nar mattnad ar nadd anvands nyckelkategorier,
karnkategori, teser och memos till att generera
en teori. Denna punkt ar ej genomférd. Materia-
let planeras sammanféras med saval tidigare som
framtida datainsamlingar for att generera en teori
om att leva under stéandigt hot om dod och/eller
olyckor.

12. Teorin testas mot aktuell forskning och litteratur

(Glaser 2010, Hartman 2011, Bryman 2012, Mella
2007).

Detta arbetssatt och metodval innebar att studien
bygger pa en induktiv metod dar det empiriska mate-
rialet star i centrum (Glaser 2010), dock ar studien for
liten for teorigenerering.



TROVARDIGHET

Fit, Workability, Relevance, Modifiability

| denna studie har jag férsokt att begreppsliggéra can-
cerpatienters vardagsliv. Efter inledande kodning, ka-
tegorisering och analys kom jag fram till karnkategorin
Navigeringskonst. Inom grundad teori hanvisar man
till fyra olika delmoment for att skapa trovardighet:

o Fit. Vilket betyder att de skapade kategorierna ska
representera den data de begreppsliggor. Detta nds
genom det kontinuerliga jamfoérande analysarbetet.

Workability. Kérnkategorin ska vara igenkanningsbar
och férklara hur forskningsproblemet &r 6st.
Navigeringskonst som karnkategori ramar in mina
upptackter.

Relevance. Forskningen maste vara viktig och vara
tydligt greppbar. Detta uppnds genom att lata
huvudkategorier och processer vdxa fram samt
att fokusera pa amnesomraden som é&r relevanta
for det samhalle vi lever i. Genom att lyssna pa
forskningspersonernas egna berattelser och lata
de styra agendan handlar studien om det som ar
relevant for dem det ber6r allra mest.

Modifiability. Vilket betyder att teorin &r anvandbar i
andra lagen och i ny forskning. Det &r en diskussion
som fors in i studien men eftersom teorigenerering
ej annu ar genomford kommer denna del att ta
storre plats i kommande arbete.

VALIDITET

Carmines och Woods beskriver tre olika typer av
validitet; kriterium-relaterad, innehallsrelaterad och
konstruktionsrelaterad. Den kriterierelaterade typen
ser pa korrelationen mellan det undersokta och krite-
riet. Innehallsrelaterad validitet fokuserar pa huruvida
datainsamlingen reflekterar ett specifikt innehall. Den
tredje typen, den konstruktionsrelaterade validiteten
tar upp fragor om teori, undersékning och tolkning
(Carmines och Woods 2004).

Mitt huvudsakliga mal genom studien har varit att
battre forsta cancerpatienters vardagsliv och min da-
tainsamling har i huvudsak kommit fran intervjuer med
patienter. Informanterna har inledningsvis fatt beratta
fritt om sina liv for att fanga in deras syn pa deras var-
dag. | enlighet med Grundad Teoris utgangspunkt att
“allt &r data” har ingen avgransning gjorts nar det gal-
ler anteckningar fran intervjuerna. Nar karnkategorin
var bestamd fokuserades datainsamlingen och analys
av det insamlade materialet pa de tre navigeringsom-
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radena som perspektiv. Darefter har memos skrivits
dven inom andra omraden men tolkning och analys
har genomforts for att bekrafta/avkrafta teser rérande
navigering. Det finns saledes en korrelation mellan det
undersokta och studiens syfte och konstruktionen i
studien foljer klassisk Grundad Teori.

RELIABILITET

For att en studie ska sdgas vara reliabel ska datainsam-
lingen vara mojlig att géra om, innehallet ska vara sta-
bilt 6ver tid och olika metoder ska ge samma resultat
(Kirk och Miller 1986). | sokandet efter cancerpatien-
ters vardagsliv har jag sékt mig direkt till kallan, patien-
terna. Litteratur och intervjuer har bekraftat varandra.
Guba & Lincoln och Smith diskuterar tillforlitlighet i
stéllet for reliabilitet. Att det inte &r viktigt att kunna
aterge samma studie men att forskaren noggrant ska
kunna aterge hur hen genomfort savél datainsamling
som analys darav. Studien ska kunna kritiseras utifran
dess tillforlitlighet (Guba och Lincoln 1989 och Smith
2014). Jag har varit noggrann i att folja klassisk Grun-
dad Teori i dess jamférande analysarbete. Den cirku-
lara analysprocessen finns dokumenterad och de flesta
memos ar diskuterade med handledare. | enlighet med
Grundad Teori har jag valt att halla spraket pa en sa-
dan niva att man inte ska behova vara specialist for att
forsta. Méalet har varit att var och en ska kunna testa
tillforlitligheten i denna studie. Ett utkast pé studien
har ocksa skickats ut till informanter.

FORFORSTAELSE

Spraket anvander vi som ett satt att namnge sym-
boler, objekt, skeenden, kanslor, yttringar med mera
och darmed gor vi sociala objekt av dem. Vi gér dem
verkliga, nagot att forhalla sig till. Pa samma satt de-
finierar vi andra manniskor. Vi kdnner av vara intryck,
kategoriserar dem, eventuellt namnger dem och med
hjalp av denna organisering tolkar vi vara medmannis-
kor. Denna process leder ofta till stereotypa tolkningar.
Vi anvander oss av redan kanda kategorier for att for-
sta och forklara, och inom dessa kategorier tillskrivs
medlemmarna speciella egenskaper. Det ar ett vanligt,
snabbt och forradiskt satt att forsoka forsta andra
manniskor och forutse deras ageranden. Pa samma
satt som vi anvander spraket och symboler i vara tolk-
ningar av andra, gor vi det aven i tolkningar av oss
sjalva. Det kan beskrivas som en tredelad process dar
vi forst tolkar ett specifikt stimuli eller situation. Sedan
upplever vi en reaktion pa den tolkningen. Slutligen
formulerar vi en kanslomdssig reaktion pa skeendet,
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genom de symboler och det sprak vi har tillgangligt
(Sandstrom et al 2006).

Har har varit viktigt att se min forforstaelse i ljuset av
analyserna. Jag har sarskilt forsokt uppmarksamma tva
risker; 1) Jag bar pa egen cancersjukdom och 2) Jag har
i en tidigare studie genererat en teori som jag miss-
tanker ar anvandbar inom cancervarden. Bada dessa
faktorer riskerar gora att jag ser det jag vill se, det som
passar in i min forforstaelse. Dessa aspekter har disku-
terats med handledare manga ganger under arbetets
gang dar vi atergatt till datainsamlingsmaterialet for
att se att det finns underlag for gjorda analyser.

STYRKA OCH SVAGHETER

For att kunna ga vidare med teorigenerering behover
denna studie kompletteras med mer strukturerade
intervjuer, intervjuer med narstaende samt observa-
tionsstudier. Dock ger den en god inblick i den verk-
lighet som cancerpatienter lever i. De olika diagnos-
grupperna ger en bredd och generaliserbarhet men
saknar samtidigt en djupare forklaring for de enskilda
diagnosgruppernas specifika livsvillkor. Studien beskri-
ven i denna rapport ska ses som en grund for ¢kad
forstaelse for den som ar nyfiken pa cancerpatienters
livsvillkor.
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Abstrakt

Samtidigt som alltfler drabbas av cancer 6kar 6verlevnaden. Det betyder att fler lever
med en cancerdiagnos. De nirstdende 6kar i antal och deras insatser for samhillet och
den enskilde ir stora medan behoven i liten grad stir utforskade. Genom kvalitativa
utforskande intervjuer av nirstiende till cancersjuka har jag skt forstd de nirstdendes
upplevelser. Beriittelserna har visat en spretande roll med upplevd hég kravnivé. Flera
nirstdende har vittnat om hur den sjuke inte hade 6verlevt vissa situationer utan deras
insats. I intervjuerna framkommer avsaknad av en samordnande funktion, ndgon som tar
ett samlat medicinskt grepp kring patienten. En roll manga nirstiende upplever sig fastna
i. De kastas in i en fragmentiserad sjukvérdsprocess som de férvintas hantera utan vare
sig utbildning eller kontaktvigar in i virden. Studien visar nirstdende som lever under
hég psykisk stress och ohilsa. Som tar p4 sig ansvaret nir sjukvardens organisation brister.
Nirstaenderollen skulle behéva konkretiseras och kravbilden sinkas for att de nirstaende
skulle mé bittre och den resurs de ir tas till vara pa ett langsiktigt hallbart sitt.



Introduktion

Forekomsten av cancer dkar 6ver hela varlden. Base-
rat pa GLOBOCANSs berakningar intraffade cirka 14,1
miljoner nya cancerfall och 8,2 miljoner dodsfall i
cancer under 2012 6ver hela varlden (Torre mfl 2015).
Detta stammer aven for Sverige dar incidensen 6kar
arligen, 2015 rapporterades 61000 nya cancerfall,
varav 50 000 fick diagnosen for forsta gangen (So-
cialstyrelsen 2017). Forfinade behandlingar och tidig
upptackt gor att den relativa 6verlevnaden ¢kar och
alltfler manniskor lever idag med cancer (Socialsty-
relsen 2013).

For den symptombarande individen galler det att
snabbt komma till ratt diagnos och behandling. For
narstaende ar det stor stress under patientens be-
handling med vardnavigering och osakerhet kring
overlevnad. Flera studier av den svenska cancervar-
den visar pa stora forbattringsmojligheter vad galler
koordination, samverkan, logistik, egenférmaga, nar-
stdendestdd och information (Nilsson 2013; Sandén
2016; Natverket mot cancer 2012). Det som stjal tid
och energi ar for manga kontakten med sjukvarden.
Sjovall visar att narstaende lider och att de blir sjuk-
skrivna som konsekvens. Man har inte med sékerhet
kunnat visa pa orsaken men 6kad psykisk stress ar
en gemensam namnare (Sjovall m fl 2009 resp 2011).
Hodgkinson m fl visar behov av narstaendestod sa
langt som 11 ar efter diagnos (Hodgkinson m fl
2007). En Kanadensisk studie visar hur narstdende
gar ner i arbetstid for att finnas till hands for den
sjuke. Familjens ekonomi paverkas vasentligen (Jeona
& Pohlb 2017).

Denna rapport bygger pa intervjuer med 17 narsta-
ende. Gemensamt ar en mer eller mindre uttalad
vilsenhet dar de tvingas navigera i en varld som sak-
nar saval struktur som sprak. Det saknas ett ramverk
kring narstaenderollen. Dessutom &r manga dverbe-
lastade och upplever maktloshet. En kvinna sa:

“att bli utsatt utan att kunna paverka”

“oron, kommer sjukskrivningen att gi
igenom jag har ju ingen diagnos”?

Det finns ingen diagnos, ingen sjukdom, ingen far-
digkonstruerad roll. | stallet beskriver den narstdende
sin situation i relation till den sjuke och till varden
utifran olika andra socialt konstruerade roller som de
egentligen inte upplever sig fylla. Exempelvis blir flera
foralder at sin sjuke narstaende och projektledare i
vardflodet, utan att ha auktoriteten av en foralder
eller projektledare.

Saledes finns det tva huvudproblem i narstaenderol-
len;

a. Den saknar en fardig konstruktion. Var och en av
informanterna har vittnat om olika innehall och
olika resor.

b. De flesta narstaende har vittnat om 6éverbelast-
ning och kansla av maktléshet.

Det satt som narstaenderollen konstrueras pa i vart
enskilt fall leder ofta till sjukskrivning. Haller och Had-
lers studie i lycka visar att varje manniskas subjektiva
upplevelse av sin livssituation ar viktigare an den fak-
tiska livssituationen. De hanvisar till flera medicinska
och psykosociala faktorer; den upplevda hélsan, nara
sociala relationer och kanslan av att kunna paverka
sin ekonomiska situation (Haller & Hadler 2006).
Braun m fl (2007) har studerat narstdende som var-
dar sin cancersjuke partner och dér framkommer att
den subjektiva vardbelastningen véger tyngre an den
objektiva i framkallandet av depressiva besvar. Det ter
sig med andra ord viktigt att skapa en narstaende-
roll som upplevs hanterbar for den narstaende. Med
utgangspunkt fran informanternas berattelser kom-
mer jag avslutningsvis i denna rapport att designa en
mojlig narstaenderoll.



METOD OCH DATAINSAMLING

Har foljer en kortfattad beskrivning av metodval. Se
kapitel Metod fér noggrannare genomgang.

Designvetenskaper ar ett relativt nytt vetenskaps-
omrade och Herbert Simon definierade det som
utformandet av handlingar som syftar till att dndra
existerande forhallanden till mer 6nskvarda sadana
(Ibid 1969). Det ar saledes en problemlésande veten-
skapsgren dar det galler att undersoka behov for att
veta var man som designer ska borja ett eventuellt
forandringsarbete.

Denna studie &r inspirerad av klassisk grundad teori
vilket innebar att den &r baserad pa en teorigenere-
rande vetenskaplig metodik (Glaser 2010) med en

mycket 6ppen fragestallning. Det handlar om att
forstd narstaende till cancerpatienters vardagsliv,
vad de anser viktigt och vilka erfarenheter de bar pa.
Syftet ar att sammankoppla denna studie med redan
genomfoérd intervjustudie med cancerpatienter “Pa
okéant cancervatten” (Sandén 2016). 17 narstaende
till saval éverlevande som doda cancerpatienter ar
intervjuade. Oppna fragor i individuella intervjuer
och fokusgrupper har genomférts. Genom att i hu-
vudsak anta ett lyssnande perspektiv har jag forsokt
att fran grunden forsta forskningspersonernas egna
upplevelser. Deras berattelser och interaktioner i
gruppintervjuerna har fatt sta i centrum. Ur dessa be-
rattelser och interaktioner letade jag sedan monster
och variationer i enlighet med grundad teori. Syftet
med denna rapport ar att ge en bild av livet som
narstaende.



Passus Cancer

PASSUS CANCER

Saval patient som narstaende gar igenom olika faser
som alla innehaller vantan. Det ar en vantan pa olika
besked, pa undersékningar, pa hur behandlingar
fungerar, pa sjukdomsutveckling. Genomgéende
framkom i intervjuerna en tydlig kansla av makt-
|6shet som riktades bade mot den sjuke och mot
vardapparaten. Maktloshet mot den sjukes hantering
av sjukdomen, maktléshet mot varden, maktléshet
mot bristande information. Den narstdende forsokte
hjalpa den sjuke att navigera bland behandlingar,
undersokningar, professioner, andra narstaende,
myndigheter och radslor. Samtidigt som fokus pa
det egna I6nearbetet och omhandertagande av familj
kvarstod, forvantades den narstaende, i sina egna
6gon, ta hand om sjukvarden och om den sjuke.

Stresspalagringen var uppenbar i intervjuerna, svarare
var att forsta varifran de nérstdaende hamtade kraft.
Manga saknade det natverk som patienter bygger
upp med vardpersonal och andra patienter nér de blir
sjuka. Natverket ger en slags trygghet kring livet med
cancer (Sandén 2016). De narstdende som har valt
att ga med i Cancerkompisar, en digital motesplats
for narstaende, samt nagra som hade samtalskon-
takt, gav uttryck for 6kad trygghet. Likasa var det
en informant som beskrev natverket runt den sjuke
och hur de alla slét upp och dven stéttade varandra.
Vanliga uttryck i samband med kontakter med Can-
cerkompisar var:

”Jag insdg att jag fir kiinna allt jag kiinner”

dir forstod jag att jag inte var galen”

| 6vrigt beskrev nadrstaende en tillvaro utan ventile-
ringsmojligheter. Detta bekréaftas i litteraturen. Braun
m fl har studerat nadrstaende till patienter med av-
ancerad cancer och dar framkom att depression var
vanligt med dubbelt sa hog forekomst av depressiva
symptom hos narstaende jamfort med deras sjuka
partner (Braun m fl 2007). Prediktorer var framfor
allt subjektiv belastning och relationsproblem. Detta
bekraftas av en litteraturstudie kring morbiditet, kon
och cancer som visade 6kad sjuklighet hos narsta-
ende till cancersjuka, framforallt hos kvinnor (Li m
I 2013).

Narstaende beskriver ett vardagsliv dar de har svart
att ldmna Nuet, ett nu fyllt med oro, krav och skuld-
kanslor som bottnar i att leva bredvid ett sjukdomsli-
dande. Under patientintervjuerna framkom fler 6gon-
blick av gladje samtidigt som patienterna beskrev en
kortare tidshorisont. En mamma berattade om sin
dotters kval:

”det ir sd jobbigt att sova, for jag vet ju inte om
jag kommer att vakna i morgon”.

Nirstdendes situation vid kronisk cancersjukdom

Patient

Sjukdom och lidande

Livet
tillsammans
fare
cancersjukdom

amitiden exkluderar den sjuke,

en inleds
dom enkom finns

I handlar om att se sin
pariner lida och ple

OKAND
____——— FRAMTID

nan disden di livet tillsammans
i minnet.

Parallellt med sjukdomen fortsdner lvet med arbete och andra Ataganden. ol Tid

Figur 1: Tidsperspektiv vid ev dédlig sjukdom



8

PASSUS CANCER

CANCERNS FASER

1. DIAGNOS

De flesta inledde sin vardkontakt pa en vardcentral,
nagon pa ungdomshalsan och en tredje via 1177.
Manga beskrev en kamp for att bli lyssnade pa. Fran
forsta kontakten med en mottagningssjukskoterska
som forsokte hindra kontakt med lakare till mo-
tet med lakaren dar manga upplevde sig ha blivit
férminskade i sin oro. Flera blev hemskickade utan
provtagning.

2. BEHANDLING

Nérstadende tog pa sig en kontrollfunktion i denna
fas. Manga vittnade om felaktigheter som de tvinga-
des ratta till. Har borjade den stresspalagring som
gjorde att manga narstaende tappade formagan att
slappna av. Manga vittnade om hur de aldrig vagade
sldppa kontrollen pa grund av radsla for felbehand-
ling. Vid sidan av kontrollfunktionen bedrev manga
vardnavigering. Detta innebar framforallt att de sag
till s& att den sjuke kom till sina undersékningar och
behandlingar . Som partner till en person med can-
cer fanns det bade skrack och en viss langtan efter
framtiden. Det var svart att finna gladje i nuet, svart
att koppla bort att partnern led. Livet stod pa vant.

3. KRONISK

Nar cancern blev kronisk kom en ny radsla in, radslan
for att lidandet aldrig ska ta slut. Den narstaende
hade att valja mellan en framtid utan den sjuke al-
ternativt en som fortsatte som tidigare med mycket
radsla, kampande och vetskapen att den sjuke skulle
tvingas genomga stora lidanden. Har inleddes i
manga fall ett psykologiskt avskedstagande av den
sjuke. Genom en kronisk diagnos fick man vetskap
om att det friska livet var forbi. Tankar pa tiden efter
doden fanns hos flera narstaende med kroniskt sjuka
partners. Flera var spanda under stérre delen av sam-
talen men nar de berattade om allt de skulle géra nar
den sjuke partnern hade dott sa log de ofta forsiktigt.
De talade med tillforsikt om framtiden och samtidigt
berattade de om en saknad 6ver det liv som de hade
haft. Och en saknad 6ver att partnern inte skulle
komma att delta i deras framtida liv. Narstaende dar
den sjuke hade avlidit beskrev ofta positiva minnen,
hur de brukade fokusera pa det friska.

4. PALLIATIV

Palliativ fas definieras har som livets slutskede. Redan
nar sjukdomen gick in i en kronisk och/eller palliativ
fas borjade en ofta outtalad sorge- och avskedspro-
cess. Narstaende tvingades se pa nar partnern led
och det fanns en langtan efter ett slut pa situationen.
Den inkluderade mojlig dod vilket bidrog till svarig-
heter att prata om det. Bade skuld och skam var nar-

varande samtidigt som néarstaenderollen saknade ett
tydligt ramverk och sprak. Runt om i landet beskrev
narstaende en lattnad nar, avancerad hemsjukvard
aven kallat ASiH, blev inkopplade.

”ASiH gav oss en pirm med telefonnummer
att ringa dir det skulle gd att fa tag pa nigon,
vi fick det magiska numret”.

En annan beskrev:

”De hérsammar och ir kinsliga for det
patienten siger”

For manga innebar palliativ vard med avancerad
hemsjukvard ett slut pa kdmpandet med att fa tag
pa personal, resor till akuten och sa vidare. Samtidigt
beskrev de situationen som overklig och surrealistisk
nar det friska hemmet gjordes om till en sjukstuga
med mediciner.

5.DOD

Plotsligt stadades hemmet ut fran mediciner och sjuk-
vardsutrustning. En tomhet infann sig innan livet gick
vidare. Har var mycket praktiskt som skulle ordnas
med begravning mm. Varje fas beskrevs som overklig
pa sitt satt.

FORBATTRINGSPOTENTIAL

— infor ett bokningssystem dar man slipper
ga via sjukskoterska. Ett digitalt system dar
man kan boka tid med olika yrkesgrupper
pa en vardcentral. Det skulle 6ka kanslan
av kontroll, frihet och samtidigt ta bort en
kontakt mellan narstdende/vardpersonal som
beskrevs som krankande och problematisk.

—  Ge narstaende redskap att hantera sorg och
radsla. Ex kan man inféra en kurs i “leva
bredvid cancer” som ett alternativ till “leva
med cancer”.

—  Bekrafta de narstdendes egna behov och
visa tillatelse till exempelvis svart humor och
langtan efter ett slut pa lidandet.

—  Bekréfta det friska i relationer. | en familj
handlade det om att kunna &ta tillsammans
som en symbol for familjelivet och hopp.
Fraga narstdende och patienten vad de
brukar goéra tillsammans och sen forsoka
ordna det under sjukhusvistelsen?

— Infor en 6vning som patient och narstaende
kan gora tillsammans kring cancerns péver-
kan pa relationen.

—  Sorgebearbetning ar ett viktigt och férsum-
mat omrade.



Cancerkramp

CANCER-KRAMP

Ménga beskrev en sjukvard med stora brister i sam-
ordning. Ofta var flera olika specialiteter och ibland
aven olika sjukhus inblandade. Manga narstaende
tvingades ta ansvar for kommunikation och samar-
bete, att halla ihop laget, samtidigt som de sjalva
stod pa sidlinjen.

”Man hamnar i en dubbelhet, 4 ena sidan
ska man vara fixare, den som kan allt, vara
bade sjukskoterska, arbetsterapeut och
kurator p4 samma ging. A andra sidan har
man inte tillgdng till kontaktméjligheter
med sjukvirden, man méste invinta andras
beslut och hoppas pé att bli tagen pa allvar”.

| foretagsvarlden kan foretag som konkurrerar med
varandra vélja att samarbeta i mindre projekt for att
fa ut mer av sin verksamhet utan att behdva utdka
verksamheten. Kommunikation med kunskapsutbyte
ar da mycket viktigt och det finns ett behov av en
kunskapsdelande kultur for att samverkan ska fung-
era pa djupet (Larsson 2005). Det saknas i varden
en kultur av samverkan med narstdende, nagot som
skulle avlasta bade varden, den sjuke och den nar-
staende.

KONTAKTSJUKSKOTERSKA

Den nationella cancerstrategin fastslar att alla can-
cerpatienter ska erbjudas en fast vardkontakt pa den
cancervardande kliniken. Syftet ar att forbattra in-
formationen och kommunikationen mellan patienten
och vardenheten, att skapa tillganglighet, kontinuitet
och trygghet och att starka patientens mojligheter
till delaktighet i varden (SOU 2009:11). Utvecklingen
gar mot alltfler kontaktsjukskoterskor och rollen ut-
vecklas ocksa successivt med utbildningsinsatser och
erfarenhet. Aven narstdende namns som en grupp
som bor stodjas av funktionen (SKL 2013 och Gullsby
& Lundqvist 2014). | intervjuerna framkom att det
finns mycket kvar att gora for att oka tillganglighet
och trygghet for de narstaende.

TILLIT

Flera upplevde sig ej fa tillracklig information om
symptom och biverkningar. Man beskrev att infor-
mation gavs men med samtidiga missforstand, feldi-

agnoser och saker som glémdes bort. Manga beskrev
hur de aldrig vagade slappna av

”Man maéste hela tiden vara pa tirna”.

Ndgot som madrktes i intervjuerna var att det sak-
nades en grundtillit till att varden tar hand om den
sjuke.

Det var uppenbart svart att komma de narstaende
nara. Som intervjuare upplevde jag att de var mycket
samarbetsvilliga men hade en mur runt sig. Dar pa-
tienterna var avslappnade under intervjuer (Sandén
2016) var de narstaende pa vakt. Det var som om
de befann sig i en slags kramp, alltid beredda pa att
nagot kunde handa som kravde deras uppmarksam-
het. Det fanns en tydlig svarighet i att uttrycka egna
behov. Manga av de narstaende placerade sig sjalva i
andra hand och ville inte 6ppet sta for sina behov. Pa
direkt fraga "hur hanterar ni er egen oro?” svarade
flera "nej, jag gar inte och kanner nagon oro eller
nagra sadana kénslor, det har jag aldrig gjort” for
att lite senare beskriva hur de aldrig fick vila fran den
standiga oron. Uttryck som

”jag maste vara stark”

”jag far inte bli sjuk”

var vanliga. Intervjuerna var kantade av motsagelser
och delvis otillatna kanslor. Manga beskrev med latt-
nad moétet med Cancerkompisar

”jag insag att jag inte ir ensam, att jag inte
ir galen, att man far kinna som jag gor”.

Manga sa “fraga oss vad vi behéver” men hade sam-
tidigt svart att svara pa fragan nar den stalldes. Det
var dock enklare att visa svaghet for de informanter
dar den sjuke hade avlidit. Det var som om kram-
pen da slappte. Whitaker har studerat anhorigvard
till aldre och dér lyste vanmakt igenom pa liknande
satt som maktléshet i mina intervjuer. Aven i hen-
nes intervjuer hade informanterna svart att uttrycka
stddbehov men daremot framkom olika former av
stoédbehov i diskussioner. Ett stort behov var att bl
tagna pa allvar och respekterade som kunskapskalla
(Whitaker 2003)

9
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CANCER-KRAMP

INFORMATION OCH BEMOTANDE

Information, kunskap och bemé&tande har tagits
upp som viktiga omraden bland bade patienter och
narstaende. Men dar patienter i férsta hand beskrev
problem med att omvandla all information till kun-
skap (Sandén 2016) sa uppgav de nérstaende pro-
blem med sjalva informationen. | vissa fall hade ldkare
meddelat ndgon narstaende om hur laget forsamrats
utan att meddela den sjuke. Det forsatte den nar-
stdende i en mycket svar situation. Ett annat vanligt
problem var att inte veta vad som var nasta steg i
en utredning eller behandling. Att inte veta var man
skulle vénda sig for att fa information var ett tredje.
Ménga saknade telefonnummer dit de kunde ringa
for att stélla fragor. Att detta var stressande visade
sig i att flera uttryckte viss lattnad i samband med
palliativ vard, en instans som generellt upplevdes som
mycket bra pa saval information som bemétande och
tillganglighet. En nérstaende suckade uppgivet

”jag ser nistan fram emot ASiH”.

Berry et al (2017) skriver om narstaenderollen, hur
de nérstdende hamnar i en situation de ofta &r bade
kognitivt och emotionellt oférberedda pa. Forfattar-
na menar att vi har mycket att vinna pa att bjuda in
de narstdende som en del i teamet runt patienten. De
visar pa hur det gynnar saval patient som narstaende
om sjukvarden prioriterar dyaden patient-narstaende.
Larsson (2005) skriver i sin avhandling om begreppet
samarbete och kommunikation, hur det handlar om
att skapa en kunskapsdelande kultur. Det stammer
val 6verens med Whitakers resultat dér behovet av
kunskapsdelning gar at bagge hall. Som narstdende
finns ett behov av att bade ta emot information och
att fa ge information (Whitaker 2003). Om sjukvér-
den borjar se de narstaende som en resurs sa ar det
kontraproduktivt att halla dem i en vantans limbo.
Deras formaga skulle kunna tas tillvara genom att
gora dem mer delaktiga i samverkan kring patienten.

Onkologi patient Journal

Tillgénglighet

Kunskap

Narstdende

Kirurgi Primarvard

Figur 2: Spridda skurar av kunskap

Patient \

Journal

Onkologi

Ku

\ Tillganglighet Primarvard /

Kirurgi Narstdende

-

————

Figur 3: En kunskapsdelande kultur borde gynna allas kunskap

TILLGANGLIGHET

Flera beskrev hur svart det var att ta sig igenom sys-
temet. Andra tog sig igenom men saknade informa-
tion om var remisser befann sig och upplevde langa
vantetider pa svar. | de flesta fall fungerade logisti-
ken vid kroniska allvarliga tillstand bra. Men mellan
behandlingar och vid aterfall beskrev manga akuten
som svarhanterlig dar de blev ifrdgasatta och daligt
bemotta. Primarvarden beskrevs i negativa ordalag
over hela landet.

Som narstaende har man 6gonen 6ppna och da
ser man alla svangar, gupp och néastan urkérningar.
Problemet med samordning visade sig exempelvis
i att patienter blev hemskickade utan nédvandiga
hjédlpmedel som exempelvis rullator och blgjor. Flera
vittnade om hur den sjuke kom hem med fel medicin-
dos eller med ratt medicin men utan information om
hur den skulle tas. Nar de sedan ringde sitt lokalsjuk-
hus fick de svar som “det ar inte vart bord, hen blev
opererad pa annan avdelning/sjukhus” vilket innebar
att i stallet for att hjalpa den narstaende 6kade man
otryggheten.



SAMVERKAN

Sjukdomen i sig innebar ett kaos och en férandrad
livssituation for hela familjen. | kontakten med sjuk-
varden beskrevs dessutom en fragmentisering med
daliga kommunikationsvégar.

“De hade dubbla utredningsspir fér att
hitta ursprungscancern. De olika spiren
pratade inte med varandra, det fick vi skota”

Flera beskrev hur onkolog, annan specialist och kirurg
hade olika versioner av saval sjukdom som prognos.
Det gjorde det svart att veta vad som gallde. En stu-
die av narstaende till patienter som genomaar stral-
ning mot huvud/hals-cancer visar hur de narstaende
kampade med bristande information, samverkan
och stéd. De tvingades se pa nar den sjuke led bade
fysiskt, psykiskt och socialt. Samtidigt som rollerna
forandrades saknades stod och samverkan. Detta ar
ett lidande som skulle kunna minskas med hjalpa av
enkel information kring smartproblematiken (Schaller
mfl 2014).

CANCER-KRAMP

FORBATTRINGSPOTENTIAL

Vantan beskrevs som olidlig. Om sjuk-
varden kunde minska pa vantan skulle
lidandet minska. “Gar det att korta tiden
mellan réntgen och att lakaren ser pa
svaret? ”
Undersok hur en kunskapsdelande kultur
kan skapas. En helhet dar det ar sjalvklart
att
e Samma besked ges oavsett vilken
|ékare som lamnar beskedet.
e Narstaende far inte mer informa-
tion an den sjuke.
e Olika specialiteter talar direkt med

varandra.
e Information ges i bade tal och
skrift.
Fraga de narstdende “vad ar viktigt for

dig”?

Erbjud information i skrift sésom behand-
lingsschema, telefonnummer, planering
samt namngiven kontaktsjukskoterska
riktat till bade patient och narstaende.
Involvera narstaende infor hemgang fran
sjukhusvistelse.

Ge narstaende ventiler. Avlastning saval
som samtalskontakt och mojligheter till
natverkande med andra narstaende.

1
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VILSE | OKANDA ROLLANDSKAP

Vilse i okinda rollandskap

Manniskans olika roller och upplevelser darav har dis-
kuterats inom bade sociologin, psykologin och filo-
sofin. Vi konstruerar roller och identitet i var relation
till spraket, till varandra, till var historia (Fivush 2010).
Det finns en mangd olika begrepp som beskriver hur
individen skapar sig en sammanhangande redogorel-
se for handelser i livet som 6ver tid beskriver en iden-
titet. Identiteten baseras pa individens historia, kultur
och sociala sammanhang, dar den sociala kontexten i
sina vardagshandelser sammanfor kultur och historia.
Genom spraket kan sedan individen reflektera Gver
sin position. Genom att namnge och begreppslig-
gora olika aspekter av erfarenheter kan kanslor och
abstrakta upplevelser medvetandegéras (Fivush and
Merrill 2014). Under senare delen av 1990-talet kom
informellt hjalparbete i fokus och gruppen anhériga
konstruerades i ljuset av det 6kande behovet av hjalp-
och stodinsatser runt sjuka, funktionshindrade och
aldre. Ett sprakbruk for att beskriva informellt hjalp-
arbete av en slakting vaxte efterhand fram (Jepps-
son Grassman 2003). Intervjuerna i denna studie
avslojar avsaknaden av ett ramverk, ett sprak och
en gemensam forstdelse for narstaenderollen som
gor att narstaende blir lamnade att sjalva tolka och
forsta sina upplevelser. Maktloshet ar det begrepp
som namndes mest frekvent under intervjuerna, en

kansla av maktléshet samtidigt som informanterna
framstod som handlingskraftiga.

Ett tydligt ménster framkom i intervjuerna dar narsta-
ende férsoékte beskriva sin nya roll genom en mangd
olika och mer tydligt definierade roller, exempelvis
foraldrarollen. De flesta uttryckte svarigheter i olika
grad kring de olika rollerna och hur man i en famil]
kan samtala om det. Kayser m fl har studerat hur
bréstcancerpatienter och deras partner hanterar sjuk-
domen. De upptackte att antingen tog man sig an
sjukdomen som nagot som drabbade bada som en
dyad eller sa hanterade man sjukdomen var for sig.
Det dyadiska sattet innebar att paren samtalade om
sjukdomen och forsokte finna mening med den och
en motstandskraft byggdes upp tillsammans. De som
valde att se sjukdomen som individuell tenderade att
hantera problem allteftersom de dok upp och sag
ingen mening med sjukdomen. Oavsett hur man
hanterade sjukdomen sa var det olika saker som den
sjuke och narstaende uppfattade som extra stres-
sande (Kayser mfl 2007). Det visar vikten av att tka
férstaelsen for varandras upplevelser i en familj. Berry
et al argumenterar for en utdkad patientcentrering
som aven inkluderar den narstaende och relationen
patient-narstaende (Berry et al 2017)

Liv tillsammans
innan sjukdomen

Vid kronisk

Man kampar iukdom bli Df" . Den X
tillsammans mot sjukdombir nérstdendes narstaende
o TR resorna ofta olika. sorgeprocess far ett nytt
; . Den sjuke kimpar borjar redan liv nér den
fiende. Pa ett satt - P -

tiirks relati . for livet dar malet hir da den sjuke dor
Z atr sre adlonslr}l blir att ha det s3 friska

A l:nen Swlls bra det gar i nuet, personen
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OLIKA INNEHALL | NARSTAENDEROLLEN

Medpassageraren

Den narstaende forsoker skapa trygghet genom att
fa ordning pa det yttre skalet, dvs strukturen. Vem
ska vi ringa nar? Manga narstaende upplever en
maktloshet. Det ar patienten som bestammer hur
sjukdomen ska hanteras och narstaenderollen blir att
lotsa den sjuke, men den sjuke valjer anda vag. Pa
olika satt i olika beskrivningar placerar de narstaende
sig pa askadarbanken och/eller som medpassagerare
med all den frustration som féljer med den rollen.
Samtidigt patar de sig ett ansvar for att vardlogistiken
ska fungera. Berattelserna om direkta felaktigheter
i varden dar manga. Det handlar exempelvis om att
bli bortglomd pa akuten, borttappade journaler, hur
man blir runtskickade i flera varv. Till detta kommer
vardagslivet med arbete och familj. Logistikproblem
med djur, avsaknad av korkort och barnpassnings-
behov gor det extra krangligt att vara narstaende.

Foralder

Manga narstaende beskriver hur rollerna blir ombytta
dér de blir den omhandertagande personen, nastan
som en mamma/papparoll, men utan auktoriteten
av en foralder. Det &r ocksa svart att kombinera en
roll av forélder med partner. | intervju med foraldrar
som mist barn syntes inte problemet med roll utan
foraldern gick da in som en omhandertagande for-
alder till ett vuxet barn.

VILSE | OKANDA ROLLANDSKAP

Martyren

Den néarstaende har i sin maktloshet svart att finna
den glddje i nuet som patienter hittar genom exem-
pelvis svart humor. De tvingas se pa nar partnern lider
och samtidigt tvingas de hantera en fragmentiserad
sjukvardsapparat. Har gémmer sig en fornekelse. Det
framstalls som viktigt att vara stark, och manga ut-
tryckte

”jag fér inte bli sjuk”

med hanvisning till att det inte finns plats fér en sjuk
till. Flera som berattade hur de kdmpade med sitt
psykiska maende lade ocksa till:

”jag skimdes, jag fick inte ma daligt”.

FORBATTRINGSPOTENTIAL

e Se den ndrstdende och hjalp denne att se
mojligheter till pauser. Tar man inte hand
om ndrstaende far man aven narstaende
till narstaende. Tar man hand om patien-
ten innebar det mindre behov att ta hand
om den narmast anhorige. Alla reagerar
olika pa sjukdomen och satts under bade
fysisk och psykisk press.

e Hjalp behovs for att samtala om de olika
rollerna man tar inom familjer. Hur berat-
tar vi for barnen? Vad gar vi igenom? Vad
behéver du som patient eller som narsta-
ende av de andra i familjen?

13
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SLUTSATSER - NUETS TERROR

Slutsatser - Nuets terror

Att bli narstaende till en person med cancer kom-
mer utan manual och utan en fardig begreppsap-
parat. Manga néarstaende beskriver hur de kdmpar
ensamma utan att ha tillgang till kontaktvagar och
annan information. Litteraturen bekraftar resultaten
i vara intervjuer. Ndrstaende till cancersjuka lever
under hog risk for stressrelaterade sjukdomar (Braun
2007; Sjovall 2009; Li 2013). Braun m fl havdar att
aktenskapligt missnoje saval som subjektiv belastning
ar annu viktigare bidragande orsaker till depression
an den faktiska omvardnadsbordan (Braun m fl 2007)
vilket tydligt visar vikten av att se hela familjen i en
cancersituation. Berry argumenterar for en fyrdelad
plan for narstaende till cancerpatienter dar de ge-
nomgar en behovsbedémning som sedan a) ligger
till grund fér utbildning, b) de stéttas att bli en del
av lagarbetet runt patienten, och c) de ges forutsatt-
ningar att arbeta proaktivt, inte bara slacka brander
(Berry et al 2017)

Intervjuerna visade att kontaktsjukskoterskefunk-
tionen var bristande och den samordnande rollen
skottes ofta av en narstdende, helt utan adekvat
utbildning och kontaktmojligheter. Att forflytta an-
svar pa att varden ska fungera till kontaktperson/
kontaktsjukskoterska skulle minska bérdan hos de

narstdende. Men det racker inte, litteraturen ar tydlig
med den relationella stressens paverkan pa individen.
Genom familjesamtal med bred information dar pa-
tient och narstadende far storre forstaelse for varan-
dras situation finns potential att minska skuldbérdan
hos den narstdende, att 6ka forstaelsen for varandra
och att framja en normalisering av livet.

Genomgaende saknas ett enhetligt begreppsliggo-
rande av narstaenderollen. | stéllet kombineras olika
socialt konstruerade roller under ett dvergripande in-
formellt hjalparbete. Spraket hjalper till forstaelse av
abstrakta upplevelser och en viktig atgard ar darfor
att begreppsliggora narstaenderollen.

NARSTAENDE — LOTSEN | CANCERVATTNET

Designvetenskaper dgnar sig framst at relationen
manniska — objekt och hur man kan skapa hogsta
mojliga anvandarvarde. Jag 6nskar har utoka begrep-
pet “objekt” till att innefatta en social konstruktion.
Utifran de olika historierna jag har fatt hora i denna
intervjustudie gor jag ett forsok att konstruera en
psykologiskt och socialt mojlig konstruktion av en
narstaenderoll.

Narstadendes upplevda ansvar

Férandringsbehov

Att patienten far ratt sjukvard

Utokad kontaktsjukskoterskefunktion. Det bér finnas en person med helhets-
ansvar for patienter som var familj kan kontakta. Denne tar ansvar for att
sedan ta hand om det problem som har uppstatt, oavsett sjukhus/instans som
har ansvar fér behandlingen.

Att fa veta vad som hander, vardplanering och
andringar i planeringen

Tid avsatts for narstaende vid lakarbesok. | journalen finns en ruta med upp-
daterad vardplanering som patienten kan 6ppna for narstaende

Akuta problem

Oppen remiss fér cancersjuka som kan férvantas behéva inldggning.

Relationer och kommunikation

Skapa ett kunskapshafte riktat till narstaende dar vardagliga tips och avdra-
matisering blandas med onkologisk kunskap. Hur pratar jag med barn i olika
aldrar? Vad sager jag pa fest nar de fragar hur jag mar?

Kunskap

Skapa ett kunskapshafte samt infér en kurs i att leva bredvid cancer.

Nya relationer

Alla narstaende erbjuds deltagande i Cancerkompisar samt informeras om
kommunernas narstadendeprogram sa snart diagnos &r satt.

Arbete Narstdendepenning erbjuds automatiskt i samband med att den sjuke &r sjuk-
skriven samt upp till 6 manader efter eventuell déd.
Vardcentral Vardcentraler borde certifieras for att hantera cancerdiagnostik. Elektroniskt

bokningssystem.




Nirstdenderollen: En person som lever i en
relation med en cancersjuk minniska. Tid
och rum kan skifta. Nirstiende innehiller
ett visst matt av omhindertagande som skif-
tar beroende pd relation och sjukdom. Det
innebir ett lidande att se nigon genomga
allvarlig sjukdom men i det lidandet kan
den nirstiende himta stod fran andra nir-
stiende samt frin familjens koordinator el-

Nuets terror

Méjliga
insatser

Figur 5:

Att se pa sjukdom och mandvrera varden har tagit
6ver Nuet, manga fastnar i ett Nuets terror. Aven
tanken pa framtiden ar problematisk och i ménga fall
innehaller den bade lattnad 6ver att det hemska ska
ta slut och skuld dver lattnadskanslan, da “slut” i flera
fall innebar den narstaendes dod. Flera narstaende
beskriver att de passar pa att vila nar den sjuke ar
inlagd pa sjukhus, men den vilan &r kantad av oro
over sjukdomens progress. Den ndrstaende kommer i
manga fall att tvingas se pa nar den sjuke blir allt sju-
kare. Men, det behdver inte vara narstaendes uppgift
att passa pa de olika vardinsatserna runt patienten.
Mer forskning kring hela familjesituationen runt en
cancersjukdom behovs. Hur kan vi bést hjalpa familjer
utifran individuella forutsattningar och livsval?

det blie et
andling_—

SLUTSATSER - NUETS TERROR

ler kontaktsjukskoterska. Viss tid kan den
nirstdende onska ta ledigt frin arbete for
att tillbringa mer tid med den sjuke, men
sjukvard savil som hemsjukvird ir sjukvir-
dens ansvar.

Som nirstidende ir man inte forilder, inte
vardpersonal, inte vaktmistare. Men man
kan dela flera egenskaper med dessa roller.

Tillit eill
wieden

er att ringa

#7%_ vidproblem /"
o~ T

o hudramativers, ™,
f shapa tillacelse
il glidge och

4 ) ) '\
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Samhallet har i patient- och narstaendenatverk en
enorm informationsresurs som idag nyttjas i liten
omfattning. Nar forskning tar till sig patienters er-
farenheter sa fokuseras pa deras behov, inte deras
formaga att komma med I6sningar (Amann mfl
2016). Whitaker talar om en anhérigstodjande kultur
dar samhallet ser till de olika behoven utifran den
kontext de anhériga lever i (Whitaker 2003). Aven
denna rapport fokuserar pa de narstaendes behov
aven om flera av forslagen i forandringspotentialen
kommer fran de intervjuade. Tanken ar att denna
rapport tillsammans med patientrapporten “Pa okant
cancervatten” bildar en grund for framtida innova-
tioner dar saval patienter som narstdende deltar i
hela forloppet.
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DATAINSAMLING OCH ANALYS

Datainsamling och analys

Denna intervjustudie &r inspirerad av klassisk
grundad teori.

GRUNDAD TEORI

Grundad Teori &r en teorigenererande metod saval
som en teori om tillvaron. De tva grundarna, Barney
Glaser och Anselm Strauss, kom fran larotraditioner
vid Columbia University respektive Chicagoskolan.
Glaser hade vid Colombia University arbetat med
kvantitativ forskning och metodgenerering och
Strauss larogrund kom fran Chicagoskolans kvalita-
tiva metoder, bland annat inom symbolisk interak-
tion. 1967 gav de tva ut boken "The Discovery of
Grounded Theory” som ar en forklaring av metoden
som de hade utvecklat i arbetet med "Awareness of
dying” fran 1965 (Hartman 2001). “Awareness of Dy-
ing” ar en studie om déende pa sjukhus. Studien tog
med hjalp av kvalitativa intervjuer och jamférande
kodning fram en teori:"Insikt eller medvetenhet om
doende” som ett satt att forsta och forklara interak-
tioner och beteenden pa sjukhus (Glaser och Strauss
1965). Denna teori om ddendeinsikt har sedan an-
vants for att forbattra dialogen mellan patienter och
vardgivare, bl a férandrade den synen pa vilken in-
formation en déende patient ska fa om sin sjukdom.
Fran att inte informera patienter skedde ett skifte till
att alltmer |ata patienterna ta del av den information
som vardgivarna hade om deras respektive sjukdomar
(Thulesius m fl 2003).

Fortsatta teorigenereringar inom samma falt har
bland annat varit bidragande till utvecklande av
teamarbete med “pluralistisk dialog”, vilket handlar
om att undvika stereotypa attityder och tankemo-
deller och i stallet férhandla fram basta sattet att
mota olika patienters vardbehov (McCallin 2004).
"Att balansera aterstoden” ar en grundad teori som
forklarar hur cancervarden i livets slut ter sig for sa-
val patienter och anhdériga som vardpersonal. Teorin
omfattar undervariabler kring att balansera véardering
av vardbehov kontra resurser, brytpunkter vid svara
besked och symtomlindring (Thulesius m fl 2003).

Grundad Teori i olika tappningar - Sedan Barney
Glaser och Anselm Strauss studie “Awareness of
dying” (Glaser & Strauss 1965) har de tva gatt delvis
skilda vagar i utvecklandet av Grundad Teori och
dessutom har en konstruktivistisk version utvecklats
av Charmaz (2006). Det finns saledes en Glaserian

grounded theory, en Straussian grounded theory, en
sammanslagen (hybrid) version samt en konstrukti-
vistisk grounded theory. Metoderna liknar varandra
i att de alla innehaller insamling av data, kodning,
jamforelsearbete, kategorisering, teoretisk kodning,
karnkategori och teorigenerering. Olikheterna ligger
i genomfoérandedelen och i metodologiska antagan-
den om vad som bringar forklaring (Walker & Myrick,
2006).

Klassisk grundad teori tar avstand fran traditionell
forskningsverifikation av teser da ett sadant arbets-
satt hammar hypotesgenerering och darmed teorins
framvéxt. En teori genererad med hjalp av klassisk
grundad teori &r inte en beskrivning av data utan for-
klarar och begreppsliggér data. Dess historiska rotter
finns i saval kvantitativ metodologi som i kvalitativ
matematik (Glaser 2010).

GRUNDAD TEORI | DENNA STUDIE

Grundad teori har som mal att forklara vad som
hénder inom det omrade man har valt att studera,
i detta fall narstaende till cancerpatienters livssitua-
tion. Enligt klassisk grundad teori ska man utga fran
de studerade forskningsobjektens huvudangela-
genheter och undersoka vad som gors for att 16sa
dessa (Glaser 2010). Sammanlagt 17 nérstaende har
intervjuats i grupp och/eller individuellt. | syfte att
upptacka den viktigaste fragan och relaterade kate-
gorier foresprakas 6ppna fragor som leder till 5ppen
kodning (Glaser 2012). | enlighet med klassisk Grun-
dad Teori har intervjuerna ej transkriberats men nog-
grannt registrerats i faltanteckningar. Ostrukturerade
intervjuer har anvants i syfte att fa ett “bottom-up”
perspektiv. Det har varit ett satt att lata informan-
terna bestamma vad som ar viktigt att prata om, ett
satt att samla in data bade utifran vad de sa, hur de
sa det, och vad de valde att tala om, utan att leda
dem med fragor. Ostrukturerade intervjuer anvéands
med fordel nar forskaren inte vet vad hen behover
for information. Dels som en férsta teknik nar fors-
karen letar efter saker som kan vara anvandbara i ett
senare skede av studien, dels nar informanten kan
tankas bli tillbakahallen av strukturerade fragor och
slutligen nar fokus ligger pa erfarenheter som bara
hittas genom att Iata informanten beratta sin historia
pa sitt satt, utan den fragmentering som kommer
av strukturerade fragor (Gillham 2008). Noggranna
faltanteckningar har forts, vilket har gett cirka 50



sidor text. Dessa har kodats och kategoriserats. Efter
varje intervju har nya anteckningar kodats och jam-
forts med tidigare resultat. Kontinuerlig diskussion
om kodning har forts med handledare. Detta arbets-
satt och metodval innebar att studien bygger pa en
induktiv metod dar det empiriska materialet star i
centrum (Glaser 2010).

VALIDITET

Carmines och Woods beskriver tre olika typer av
validitet; kriterium-relaterad, innehéllsrelaterad och
konstruktionsrelaterad. Den kriterierelaterade typen
ser pa korrelationen mellan det undersokta och krite-
riet. Innehallsrelaterad validitet fokuserar pa huruvida
datainsamlingen reflekterar ett specifikt innehall. Den
tredje typen, den konstruktionsrelaterade validiteten
tar upp fragor om teori, undersékning och tolkning
(Carmines och Woods 2004). Mitt huvudsakliga mal
genom studien har varit att battre forsta narstaende
till cancerpatienters livssituation och behov. Infor-
manterna har inledningsvis fatt beratta fritt om sina
liv for att fanga in deras syn pa deras vardag. Det
finns saledes en korrelation mellan det undersokta
och studiens syfte.

RELIABILITET

For att en studie ska sdgas vara reliabel ska datain-
samlingen vara mojlig att géra om, innehallet ska
vara stabilt 6ver tid och olika metoder ska ge samma
resultat (Kirk & Miller 1986). | sdkandet efter nar-
staende till cancerpatienters vardagsliv har jag sokt
mig direkt till kallan, de narstdende. Litteratur och
intervjuer har bekraftat varandra. Guba & Lincoln och
Smith diskuterar tillforlitlighet i stallet for reliabilitet.
Att det inte ar viktigt att kunna aterge samma studie
men att forskaren noggrant ska kunna aterge hur
hen genomfort saval datainsamling som analys déarav.
Studien ska kunna kritiseras utifran dess tillforlitlighet
(Guba & Lincoln 1989 och Smith 2014). Jag har varit
noggrann i att folja klassisk Grundad Teori i dess jam-
forande analysarbete. Den cirkuldra analysprocessen
finns dokumenterad. | enlighet med Grundad Teori
har jag valt att halla spraket pa en sadan niva att
man inte ska behdva vara specialist for att forsta.
Malet har varit att var och en ska kunna testa tillfor-
litigheten i denna studie. Ett utkast pa studien har
ocksa skickats ut till informanter dér de som last och
kommenterat har uppgett hdg igenkanningsfaktor.

DATAINSAMLING OCH ANALYS

FORFORSTAELSE

Spraket anvander vi som ett satt att namnge sym-
boler, objekt, skeenden, kanslor, yttringar med mera
och darmed gor vi sociala objekt av dem. Vi gér dem
verkliga, ndgot att férhalla sig till. Pa samma satt de-
finierar vi andra manniskor. Vi kanner av vara intryck,
kategoriserar dem, eventuellt namnger dem och med
hjélp av denna organisering tolkar vi vara medman-
niskor. Denna process leder ofta till stereotypa tolk-
ningar. Vi anvander oss av redan kdnda kategorier
for att forsta och

forklara, och inom dessa kategorier tillskrivs medlem-
marna speciella egenskaper. Det &r ett vanligt, snabbt
och forradiskt satt att forsoka forsta andra manniskor
och férutse deras ageranden. P4 samma satt som
vi anvander spraket och symboler i vara tolkningar
av andra, gor vi det aven i tolkningar av oss sjalva.
Det kan beskrivas som en tredelad process dar vi
forst tolkar ett specifikt stimuli eller situation. Sedan
upplever vi en reaktion pa den tolkningen. Slutligen
formulerar vi en kénsloméssig reaktion pa skeendet,
genom de symboler och det sprak vi har tillgangligt
(Sandstrom m fl 2006). Har har varit viktigt att se min
forforstaelse i ljuset av analyserna. Jag har sarskilt
forsokt uppmarksamma tva risker; 1) Jag bar pa egen
cancersjukdom samt har varit narstaende till min mor
och 2) Jag har i en tidigare studie genererat en teori
som jag misstanker ar anvandbar inom cancervarden.
Bada dessa faktorer riskerar gora att jag ser det jag
vill se, det som passar in i min forforstaelse. Dessa
aspekter har diskuterats med handledare manga
ganger under arbetets gang dar vi atergatt till data-
insamlingsmaterialet for att se att det finns underlag
foér gjorda analyser.

STYRKA OCH SVAGHETER

Olika tumorsjukdomar och olika narstaendestatus ger
en bredd och generaliserbarhet men saknar samtidigt
en djupare forklaring for de enskilda diagnosgrup-
pernas specifika livsvillkor. Studien beskriven i denna
rapport ska ses som en grund for 6kad forstaelse for
den som ar nyfiken pa narstaende till cancerpatien-
ters livsvillkor.
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ULRIKA SAND]éN, HANS THULESIUS OCH LARS HARRYSSON

Nuets fornojsamhet

En grundad teori om livsval och dverlevnadsstrategier

Contentment in the moment

"Contentment in the moment” is a classic grounded theory exploring safety and contentment
within a small community in northern Norway. The purpose of the study was to explore the
village’s everyday life from a participant’s perspective and to develop an understanding of their
living conditions. We found different survival strategies, which have their roots in the village’s
history of poverty, isolation and harsh climate. Today these strategies have changed from a mat-
ter of life and death to a modern psychosocial foundation of contentment.

The study is based on four and a half years of observations, in-depth interviews and informal
but focused conversations with people living in Polarfjorden. The data was analysed using the
constant comparative method of classic grounded theory.

In this article we further relate our work to more general sociological theory, more specifically
to Charles Tilly’s work on reason and routines.

Keywords: contentment, happiness, risk, reason, grounded theory

DENNA ARTIKEL AR baserad pd en studie av vardagslivet kring en norsk fjord strax ovan-
for polcirkeln, hir kallad Polarfjorden. Bygden ir placerad pé en 6, cirka 15 kilometer
fran regionens handelscentrum som har drygt 5000 invinare. Den ligger 45 minuters
bilresa frin nirmsta flygplats och sjukhus samt 7 timmars resviig med firja och bil fran
regionhuvudstaden. Fore andra virldskriget var Polarfjorden en isolerad plats med bat
som enda méjlighet till kontakt med omvirlden. Forsérjningen var fiske och gérdsbruk.
De flesta minnen var borta 3—6 manader pd vinterfiske. Under den tiden ansvarade
kvinnorna for hem, gird och barn. Over hela regionen kallades minnen i dessa hus-
hall for “fiskarbonde”. Ménga forlorade livet pd havet, precis som fattigdom, ovider
och sjukdomar skérdade liv p& land (Bottolfsen 1995, Lauritzen 2005). Under inter-
vjuer med den ildre generationen, konfirmerat i bygdebscker (Lauritzen 2005, Borgos
2007) och narrativ lokal litteratur (Rertveit 2008), framkom tydliga 6verlevnadsstrate-
gier som relationella ménster, utformade att passa den arktiska miljén.

Initialt métte vi en slags tillfredsstillelse hos invinarna och vir nyfikenhet vick-
tes kring deras livsval och bygdens férméiga att undg? savil utflytening som nedligg-
ning av offentliga funktioner. Var nyfikenhet skapade en grund for denna studie av
vardagslivet i Polarfjorden, och som sedermera ledde oss fram till teorin om Nuets
fornsjsamhet.

I en historisk jimférande studie mellan vestlinningen och nordlinningen av
den norske historikern Jan Vea beskrivs den nordlindska mentaliteten som en
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avsaknad av innovativt beteende, omstillningsvilja och tillvixtanda. I beskriv-
ningen av nordlinningen hinvisar Vea till en subsidenskultur som innebir att
den nordlindske fiskaren historiskt arbetade hart i hirda tider, men vid gott fis-
ke avstannade produktionen. Nir arets fingstbehov var uppnitt valde nordlin-
ningen att njuta livet i stillet f6r att, som vestlinningen, fortsicta fiska och 6ka
produktionen (Vea 2009). Om man ser pa detta ur ett tidsperspektiv uppvisar
nordlinningen en uppdelning i "ledig tid” och "arbetstid” som inte i férsta hand
ir knutet till en social konstruktion som exempelvis faststillda arbetstimmar och
bokade semesterdagar. An idag arbetar flera fiskare i Polarfjorden utifrin fiskens
vandring, vilket gor vinterfiske till en hektisk tid medan manga tar fritt stérre de-
len av sommaren. Detta stimmer med antropologen Alfred Gells syn pa att flera
minskliga periodiseringar har sin grund i olika naturfenomen som inte ir helt so-
cialt bestimda. Tvd exempel ir dret och dygnet som, till skillnad frén den socialt
konstruerade veckan och timmen, har sin grund i jordens relation till solen. (Hei-
degren 2014:25) Vea (2009) hinvisar till subsidenskulturen som nigot negativt
for samhillsutvecklingen, men kan den nordnorska livsstilen ha andra férdelar?
Finns det andra behov dn ekonomisk tillvixt som Polarfjordingens foljsamhet i
tid tillfredsstiller?

Syftet med studien #r att utforska Polarfjordens vardagsliv utifrén dess invénares
perspektiv. Men vilken betydelse har vér studie utanfor den studerade regionen, i vi-
dare sociologisk mening? Med hjilp av Charles Tillys reflektioner kring minniskors
behov av skil och forklaring till hindelser och skeenden (2006), samt hur rutinmis-
sigt handlande kan {6rstds relationelle (2000) anligger vi i denna artikel ett sociolo-
giskt perspektiv pa studien om Nuets férnsjsamhet.

Att grunda teori i data

Studien bygger p& anteckningar frin knappt 4,5 rs observationer av vardagslivet
i Polarfjorden samt 14 djupintervjuer, i grupp savil som individuellt. Dessutom
har ett femtiotal delvis strukturerade samtal genomforts med bade kvinnor och
min frin Polarfjorden och angrinsande bygder. Sex fokusgruppsintervjuer ge-
nomférdes med min respektive kvinnor éver 70 ar gamla, min i yrkesverksam
alder, kvinnor i yrkesverksam alder, foreningsaktiva och kvinnor mellan 80-100
dr gamla frin angrinsande stad. Dessutom genomférdes cta individuella ostruk-
turerade respektive semistrukturerade intervjuer med kvinnor och min mellan
30 och 98 &r gamla frén olika grupperingar i bygden. Vi skiljer pd djupintervju-
er, riktade samtal och observationer pi si sitt act djupintervjuerna var uppbygg-
da runt frigan “beritta om ditt/era liv” och varade 2—6 timmar. Mot slutet av
datainsamlingen avslutades intervjuerna med frigor for att bekrifta eller avfirda
gjorda analyser. De riktade samtalen var en form av spontan kortintervju (10-30
minuter) om ett visst tema dir informanten blivit tillfrigad om medverkan i di-
rekt anslutning till intervjun. Observationerna bestdr av 43 ménaders deltagande
observation och boende i bygden, varav tvd manader i form av boende i samman-
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lagt 4 familjer. Under 10 ménader, utspridda éver tvd tillfillen, skedde observa-
tionerna frén Sverige. Den delen gav information kring bygdens hantering av in-
tride/uttride ur gemenskapen.

Denna studie anvinder sig av klassisk grundad teori vilket innebir att den 4r base-
rad pd en teorigenererande vetenskaplig metodik (Glaser 2010). Det finns olika vari-
anter av grundad teori dir klassisk grundad teori skiljer sig i kodningsprocessen samt
i metodologiska antaganden om vad som bringar forklaring (Glaser & Strauss 1967,
Glaser 1978, Walker & Myrick 2006). For att 3 ett “bottom-up” perspektiv anvin-
de vi oss i hog grad av narrativa ostrukcurerade intervjuer. Ur bygdens och bygdein-
vénarnas berittelser letade vi sedan ménster, processer och mekanismer. Noggranna
anteckningar frdn sdvil intervjuer som observationer har forts. Dessa har sorterats,
kodats och kategoriserats. Efter varje intervju eller periodiserad observation har nya
anteckningar kodats, analyserats och sedan jimforts med tidigare resultat. Begreppen
har successivt arbetats fram for att i grunden forklara Polarfjordens och Polarfjor-
dingens livshéllning. Efter knappt fyra &rs studier kom vi fram till vir kdrnkategori:
Nuets fornijsambet. Vi valde sedan act koda och analysera allt material samt utféra ny
datainsamling utifrén ett fornéjsamhetsperspektiv. Savil intervjuer som observationer
har genomforts tills dess att mitenad har nétes, det vill siga tills dess att ingen ny in-
formation har framkommit i analys av nyinsamlad data (Glaser 2010).

Trots att denna studies huvudférfattare vuxit upp i Nordens stérsta metropol
har jimférelseperspektivet stad/land inte passat in i den teoretiska kodningen av
data frin den glesbefolkade Polarfjorden. Detta hindrar f6rstds inte den kreati-
ve ldsaren fran atc spekulera 6ver en sddan tolkningsansats. Orsaken till att stad/
land inte visat sig tillrickligt teoretiskt relevant handlar om att grundad teori kri-
ver att forskaren avstdr frén forutfactade spekulationer och istillet later tolkning-
en av data framtrida under den faktiska kodningen och i skrivandet av teoretiska
minnesanteckningar.

Teoretiskt urval

I enlighet med klassisk grundad teori togs nya beslut om insamling av data efter
var intervju. Efter tre och ett halvt ars observationer inleddes intervjudelen med
tva fokusgruppintervjuer. En med tre min 70-97 &r gamla och en med tre kvin-
nor 70—89 ar gamla. Syftet var att f3 en historisk beskrivning av bygdens vardags-
liv. Bdda grupperna blev ombedda att diskutera sina liv frén det att de var smé fram
till nutid utifrén den enda frigan ”Beritta om era liv”. Det var ett sitt att lita dem
bestimma vad som var viktigt att prata om, ett sitt att samla in data bdde utifrin
vad de sa, hur de sa det, och vad de valde att tala om, utan att leda dem med frigor.
I dessa intervjuer uppticktes sprikliga monster, likheter i forhéllningssitt och det
gav oss en mélande historisk bild. S&vil sprak som férhéllningssitt kindes igen frén
tidigare observationer och for att tydliggora dessa ménster samt uppticka variatio-
ner mellan generationerna intervjuades min respektive kvinnor i arbetsfor lder.
Individuellt savil som i fokusgrupper. Aterigen med frigan "beritta om era liv”.
Nir ménster och variationer dék upp i analysen av data valde vi att samla in nya
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uppgifter i enlighet med nya frégor som uppstod. Exempelvis uppstod i observatio-
ner monster kring f6rhallningssite gentemot sjuka individer och vi valde dd att i en
djupintervju med en sjuk invinare friga hur hen anség sig bemétt. Vi valde ocksé
att fora riktade samtal bdde med lingvarigt sjuka och med minniskor som uppger
sig aldrig ha varic svart sjuka. Ett annat exempel dr nir vi sig en skillnad i hur olika
former av hot mot bygden hanterades i observationer jimfért med hur invinarna
i generella ordalag sade sig hantera liknande situationer. Vi valde d att ligga till
vinjetter i intervjusituationer vilket tydliggjorde mellanmedvetandets funktion. P&
liknande sitt hanterade vi de olika monster och variationer som uppstod utifrén ré-
dande situation.

Vi valde att kontinuerligt intervjua byns dldsta individ, 97-98 &r gammal, och vi
har dirifrdn samlat anteckningar frin mer dn 10 timmars intervju. Hans berictelser
var i slutet av studien testade mot lokal historisk och narrativ litteratur (Bottolfsen
1995, Lauritzen 2005, Borges 2007, Rortveit 2008). Eftersom fiskekulturen visade
sig vara en historisk bas for det moderna sambhiillets fornsjsamhet, valde vi att avslu-
ta med en semistrukturerad intervju med en fiskare som kommer frin en familj med
generationer av fiskare. Detta gjordes for att se om hans livshistoria och minnen frin
sina forildrar och far/morférildrar skiljer sig at eller ger nya data till analysen, vilket
de inte gjorde. I stillet bekriftades analysen.

Grundad teori har som mal att forklara vad som hinder inom det omride man har
valt att studera, i detta fall Polarfjordens vardagsliv. Enligt klassisk grundad teori ska
man utgd frén de studerade forskningsobjektens huvudangeligenheter och undersska
vad som gors for att losa dessa (Glaser 2010). Vi har latic materialet styra det teore-
tiska urvalet och i intervjuer har anteckningar inom alla omraden forts. Genom att
informanterna lyfte fram det positiva i bygden som en balans till de yttre hoten som
kommer med klimat, natur och isolering, utkristalliserades teorin om Nuets f6rngj-
samhet, forklarad utifrin de tre begreppen "Gora trygghet”, "Odesberedskap” och
"Mellanmedvetande”.
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Det hér ar en pagaende process av insamlande av ny data,
jamférande arbete, analys och kategorisering.
Steget till selektiv kodning tas forst nar mattnad ar nadd.

Selektiv kodning

Litteratursyntetisering/prévning
mot tidigare forskning

En teori vaxer fram

Anmarkning: For att fa en 6verblick visar bilden endast nagra fa tillfallen av
datainsamling och analys. Det &r dock en chimdr. Processen &r standigt pagdende
med |6pande jamforelser och kodning/analys av nytt insamlat material.

Figur 1: Forskningsprocessen
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Utan skal att soka skil

Polarfjorden har en stark social strukcur med offentliga inrittningar sisom skola, for-
skola och butik. De utgor en bas och genererar gemenskap och trygghet. Dir finns ett
tiotal foreningar som tillsammans med en inkluderande anda férdjupar denna trygg-
het och gor att ingen som inte vill behdver vara ensam. Genom att dela pi minga av
sambhillets ansvarsomriden skapas stabilitet 6ver tid. I sdvil gjorda observationer som
i intervjuer av dagens arbetsfora generation framstér tydliga strategier och verktyg
med ursprung i den arktiska f6rkrigsmiljén for sdvil individers som for bygdens ver-
levnad, modifierade for att passa dagens sambhiille.

I sin bok Why? argumenterar Chatles Tilly (2006), i kontrast till denna studies re-
sultat, for att skil och forklaringar ér en viktig del i relationer, dir en effektiv forkla-
ring matchar den roll vi spelar vid den aktuella tidpunkten f6r forklaringen. Han de-
lar in de skil vi anger f6r olika ageranden i tvd dimensioner:

1. I vilken utstrickning de dr beroende av logik respektive orsak-verkan
2. Ivilken utstrickning de dr beroende av allmin spraklig formaga eller specialise-
rade diskurser.

Om man knyter samman dessa tvd grupperingar av skil sd ger det fyra olika typer av
orsaksforklaringar:

1. Konventioner, dvs ett allmint tillgingligt sprik och en logisk limplighet.

2. Berittelser, dvs allmint tillgingliga och forenklade beskrivningar av orsak-
verkan.

3. Regler, dvs logisk limplighet och specialiserad diskurs.

4. Tekniska forklaringar, dvs resonemang kring orsak-verkan och specialiserad

diskurs.

Inom ramen for dessa forklaringstyper kan de verka reflekterande, upprittande, repa-
rerande och/eller kompromisskapande for en relation (Tilly 2006).

I studien av Polarfjorden har en bild av en naturlig oreflekterad sjilvklarhet i min-
niskors forhallningssitt vuxit fram ur det insamlade materialet. Har da Tilly trots allt
en poing dven for livet i Polarfjorden och teorin om Nuets fornsjsamhet i sitt fokus
pa frégan Varfor?

Det ir bara sin det ir

Aaron Antonovsky har tagit fram den salutogena teorin som bygger pa en helhetssyn
av vad som gor minniskor friska. Kinslan av sammanhang ir central och bestdr av
tre delar: begriplighet, hanterbarhet och meningsfullhet. Hans studier bygger pa 6ver-
levande kvinnor fran koncentrationsligren och vad som gjorde att somliga klarade
att behdlla god hilsa trots sina umbiranden (Antonovsky 1996). Vir studie inleddes
i likhet med Antonovskys studier med en observation av vidlmaende, men resultaten
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har visat sig olika. Polarfjordingarna gir vidare fran olyckor, sjukdomar och livskriser
utan reflektion dver syfte och mening. Ingen av de ildre har gett uttryck for ndgon
begriplighet eller mening med sina umbiranden. Snarare tvirtom. De har uppvisat
en genuin férméga att placera opdverkbara svirigheter i ett mellanmedvetande, i ett
slags kognitivt “standby-lige”, och att sprikligen omformulera problem till 16sningar.

Exempel memo: Fokus ligger pa 16sning och problemet verkar vara en sekundir
variabel som jag hittar mellan raderna. T.ex. mindes de dldre minnen skrattande
hur de virmde f6tterna i kobajs och kokiss nir de jagade korna 2 ggr/dag som
barn. Det visar pé ett problem med kyla men ingen pratade om kylan som ett
problem. Nir jag frigade om det var kallt nir de saknade skor framfor allt un-
der krigsdren s funderade de lite och svarade sen alla 3 "ne;j”. Férutom kossorna
hade de ju speciella sockor till hjilp. S& kallt var det inte.

Nir inget mer kan eller behdver goras har de funnit symboliska vigar vidare i uttryck
som ” flirdig med detr” och " det éir nu sin det ér”. 1 en intervju med en nordnorsk ridd-
ningsofficer bekriftades det att minniskor p& den Nordnorska landsbygden generellt
har en god formdga att fullt ut anamma sprakligt stddjande uttryck, medan minnis-
kor i de mellersta och sédra delarna av Norge anvinder samma uttryck, men utan att
fa ndgon uppenbar hjilp av dem. De stédjande uttrycken har dven observerats tillsam-
mans med en sjilvklar hjilpsamhet hos dagens arbetsfora generation.

Exempel memo: En vinterdag kommer min nirmaste granne forbi. Hon 4dr hog-
gravid och undrar om jag kan hjilpa henne om hon bérjar féda under den an-
nalkande snéstormen. ”Blir vi insndade fir du bli jordmor”. Hon siger det utan
ndgon mirkbar nervositet. Jag blir ridd varp hon forklarar f6r mig ”det 4r bara
sd livet dr”. Jag har ocksé upplevt sdvil sndstormar som éversvimningar och sett
hur bygdens invdnare samlas for att hjilpas it utan vare sig katastrofuttryck eller
synlig oro. De beter sig som om det 4r en del av vardagen. Nir inget mer finns
att gora limnar de platsen utan ndgon reflektion 6ver vad som hinde, “firdig
med det”.

Med Tillys (2006) forklaringstyper kan relationen till livet och déden beskrivas som
en del av en teknisk forklaring om livets oférutsigbarhet som verkar kompromisska-
pande. Spriket fungerar bide som en konvention och en inramning fér hur histo-
rier berdttas. Dess specifika uttryck innehdller tekniska l8sningar samtidigt som ut-
trycken skapar, stirker och uppricthaller regler. Spraket fungerar sdledes upprittande,
reparerande och/eller kompromisskapande i forhillande till Polarfjordingens behov.
Om vi ser pd Polarfjordingens sitt att omvandla svirigheter till [6sningar s& dr det en
form av konvention. Uttrycket "firdig med det” 4r en form av regel som bottnar i att
inte dlta saker. Accepterandet av “det idr nu sin det dr” fungerar som en teknisk for-
klaring. Men denna uppdelning i enlighet med Tillys olika forklaringstyper ir i sig en
tekniskt ganska ytligt beskrivande konstruktion som inte leder oss vidare i den djupa-

241



SOCIOLOGISK FORSKNING 2015

re forstdelsen av Polarfjordingarna. Den ger mer uttryck for forstdelse av forklarings-
typerna som sidana. Anvindandet av Tillys forklaringstyper innebir ace vi tillskri-
ver Polarfjordingarna en forhandlingsvilja som vi inte fatt ta del av (Tilly 2006:15).
Vi provar alltsd en icke existerande foreteelse, det vill siga nimnda férhandlingsvilja,
men genom detta, och med hjilp av Tillys reflektioner, har vi tydligare askadliggjort
hur en foreskriven férhandlarmentalitet inte forekommer i denna sociala miljo.

Inkluderingsprocess

I véra intervjuer och observationer i Polarfjorden framkommer ett sammansvetsande
socialt liv, synliggjort genom savil inkludering som social kontroll och gemenskap.
Lynn Shore m.fl. har tittat nirmare pd begreppet inkludering och funnit att det ir
manga olika discipliner som anvinder det och dirfér finns ménga definitioner av be-
greppet. Forfattarna har forsoke att finna en gemensam nimnare utifrdn ett fokus pa
arbetslivet, men de diskuterar samtidigt grupper i mer generella ordalag. De har kom-
mit fram till féljande:

We define inclusion as the degree to which an employee perceives that he or
she is an esteemed member of the work group through experiencing treatment
that satisfies his or her needs for belongingness and uniqueness (Shore m.fl.
2011:1265).

Definitionen ir formulerad med individen som en passiv mottagare av erfarenheter
och upplevelser. Det innebir att ansvaret att inkludera individen faller pd gruppen,
snarare dn pd individen som ansluter till gruppen. Inkludering sker siledes nir indi-
vider fir en kinsla av tillhsrighet till gruppen och, pd samma géng, upplever sig vara
en tydlig och unik individ (Jansen m.f1. 2014).

Den inkluderande kulturen i Polarfjorden framstdr tydligt i sdvil observationer
som intervjuer. P4 gruppnivé skojas det om olikheter, samtidigt som man skapar ut-
rymme f6r individualitet. Uttrycket "hen NN, det er nu bara sin hen dr” anvinds
som forklaring nir ndgon bryter mot gillande norm. I stillet for act férsoka forindra
personen eller exkludera hen frin gemenskapen, skapar man undantag fér udda be-
teenden. I ligen da sjukdom och olyckor riskerar skada inkluderingen av en person
anvinds i hdg grad humor till bekriftelse pd att personen i sin nuvarande situation
fortfarande ir en del av gemenskapen. Humorns bekriftelse gor att ingen ytterligare
forklaring krivs.

Exempel memo: Nir NN tinde pa ett bal exploderade det med brinnskador till
foljd. S& fort han var firdigbehandlad stillde han till med fest och temat for kvil-
len blev ”bél-skimt” med grillkorv. P4 samma sitt spelade de och sjong hogt med
i den norska lten “jag 4r inte sjuk, jag dr bara svensk” nir jag var svért sjuk. P4
ett galet sitt stannade jag i nuet dir jag kinde sdvil virme som bekriftelse utan
att behéva vara ledsen éver min situation. Nir vi skrattandes sjong med i refring-
en tillsammans s kindes det som om de bar mig.
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Enligt Tillys modell om olika férklaringstyper berittas en historia for oss i syfte att
forklara det udda beteendet. Som ett sitt f6r gruppen att ta ansvar for att den aktuel-
le individen far behilla bade tillhérighet och autenticitet. Vi forsokte att i vissa ligen
skapa en teknisk forklaring pd udda beteende genom uttryck som “det kanske beror
pa att NN har varit med om ndgot jobbigt”? Responsen som gavs var dd "ni, det ir
bara sén NN 4r”. Etnometodologin har ett begrepp "accountability” som innebir att
en person innehar en redovisningsplikt pé sitt beteende (Garfinkel 1967). Om man
sitter Polarfjordingarnas inkluderingsprocess i relation till etnometodologins accoun-
tability s ser man stora likheter men dir Polarfjordingarna har funnit et site runt
redovisningsplikten. Genom att siga "Det ir bara sain NN ir” redovisas ett skil dir
skilet 4r individen i sig. Det skapar utrymme f6r unika beteenden utan att ytterligare
klarligganden krivs. Resultatet av att inte ge ndgon forklaring till beteendet blir att
NN inkluderas som hen ir, dir det unika inte ses som ndgot unikt utan som naturlige
for gruppen. Nir Tilly (2006) hivdar det minskliga behovet av att ge férklaringar till
beteenden, att dessa forklaringar dr en central del av sociala relationer, s visar Polar-
fjordingarna att det gdr bra att leva i forndjsamhet utan detta krav. Genom att inte
fraga sig "varfor”, slipper hen att fundera pé det.

Relationellt regelsystem

Chatles Tilly argumenterar for att vi som samhillsvetare méste gd vidare frin act be-
skriva den sociala konstruktionen av bland annat relationer och enheter till att for-
klara hur denna konstruktion faktiskt fungerar och har verkningar samt att vi genom
att tydliggora strukeurer i vira vardagliga sociala interaktioner kan forstd véra skil for
att ange skil (Tilly 2006).

Historiskt fanns i Polarfjorden en stor osikerhet i mellanmiinskliga relationer. Nir
minnen minadsvis var pd havet behdvdes sitt att hantera kvinnornas oro for om
minnen skulle klara livet, savil som minnens oro kring hur det gick hemma. Bot-
tolfsen beskriver olika former av strategier som fiskarna hade pa 1700-talet och inled-
ningen av 1800-talet for att hilla tankarna fokuserade pa det som skedde i baten. Det
fanns ménga 6destrosuppfactningar om hur fisket exempelvis skulle forsimras om
en kvinna kom till baten eller om ndgon i manskapet nimnde namnet pa ett husdjur
hemma. Detta fyllde en tydlig pedagogisk funktion for att hilla fokus pa hir och nu
(Bottolfsen 1995). Den ildre generationen beskriver i intervjuer hur de inte tinkte p&
den del av livet som de ej befann sig i. Kvinnorna placerade minnen i ett slags mel-
lanmedvetande under de ménader de var pé havet, detsamma gjorde minnen med li-
vet pd land nir de var pd havet. Detta fenomen ir synligt dven i dagens generation.

Exempel memo: Jag bodde ett halvar i Sthlm under varen 2013. All kontakt
byggde d4 pa mitt initiativ. Nir jag sen kom tillbaka till Polarfjorden var allt som
vanligt. Var ging jag har dterkommit har jag varit orolig 6ver hur jag ska bli mot-
tagen, men vil dir har jag dterigen blivit en del av bygden. Nir jag dr dir sa dr
jag dir, nir jag dr borta s ir jag borta. Denna upplevelse har 4dven framkommit
iintervjuer och observationer. Som en kvinna sa " det éir som om de inte har mérkt
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att jag har varit borta”. Och en man sa "vad ir det for mening med att ha kontaks
med folk pd land néir jag ér pé sjon, det skulle bara leda till en massa 0ro”.

Genom att varken exkludera eller inkludera dem som ir borta frén bygden, genom att
placera dem i ett slags mellanmedvetande, s& 6kar méjligheterna att leva i nuet. Tem-
porala tankar som saknad och lingtan minskar, men utan att personer exkluderas.

S& langt dverensstimmer Tillys resonemang med vér analys. Diremot ser vi inte
hur orsakssamband, 7skil till att ange skil”, ger ytterligare forklaring pé foreteelserna
i Polarfjorden, utan mer pd hur de hjilpt oss att se just detta. Bland sociologiska for-
klaringsmodeller att prova Nuets fornéjsamhet mot har vi Erving Goffmans begrepp
bakre och frimre regioner, dir det i de bakre regionerna finns utrymme f6r ageran-
den som ir dolda i de frimre synliga regionerna. Goffman ger exempel pa hur gran-
nar i stora bostadsomraden vet mer 4n vad som direkt uttrycks om varandra (Goff-
man 2009). Mellanmedvetandet kan inte jimstillas med ndgon av Goffmans regio-
ner men tudelningen hjilper oss att synliggéra och positionera denna mekanism for
okad trygghet och férnsjsamhet. I Polarfjorden ir kunskapen om varandra stor och
det finns saker som de flesta vet om, men som ingen pratar om. Det giller till exempel
foreteelser som misshandel, alkoholism och vissa former av évergrepp. Denna infor-
mation skulle i en liten bygd kunna bringa problem och osimja, men tack vare en for-
mdga att placera informationen i ett mellanmedvetande lyfts den inte in i det dagliga
livet och de vardagliga interaktionerna. Den kan bortses {rdn utan att helt frsvinna.
Nir behov finns av att samtala om skeenden som placerats i vad man kan kalla en
slags bakre region, anvinder sig befolkningen i bygden av nigot som kallas xx-samtal.
xx skiftar beroende pé plats, men innebir ett fortrolige samtal, ofta mellan tva perso-
ner, dir det som sigs stannar pd/i xx. Om man limnar diskussionen pa/i xx kan man
latsas som om det man fitt veta inte finns och det 4r denna rérelse mellan medvetan-
denivder som vi har valt att kalla mellanmedvetande. I nedan memo liter vi tvd olika
motorcykeleriffar illustrera Goffmans bakre region.

Exempel memo: NN gick 6ppet hand i hand tillsammans med YY trots att NNs
frus vinner var pd samma tillstillning. P4 friga om han var orolig éver att frun
skulle f vetskap om affiren skakade han pd huvudet och sa ”det som sker pd
triff stannar pd trdff”. I ect annat dillfille var jag med om en annan otrohetsaf-
fir dir en nira vininna var utsatt. Jag forsokte prata med en gemensam vin om
hindelsen men hon avfirdade mig med att “det hiinde ju pa triff”. Inte en enda
ging har jag varit med om att nigot av mina xx-samtal eller ”det som sker pa xx
stannar pd xx_ har spridits, trots att skvaller i vrigt 4r vanligt forekommande.
Det ir som om informationen liggs undan pd en plats i hjirnan dit tillgdng en-

dast ges vid konkret behov.

Man gor saker som skulle skada varandra om inte denna bakre region fanns, en bakre
region som nir man befinner sig i den frimre regionen placeras i ett slags mellanme-
dvetande. "Det man inte vet, lider man inte av, om man tror sig veta och dr trygg i att
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man hade firt veta om det var ndgor atr veta”. I vart sokande efter forstdelse kring detta
mellanmedvetande efterstrivade vi sd kallad "accountability” i linje med etnometodo-
login (Garfinkel 1967). Vi lade till vinjetter med exempel frin verkligheten i grupp-
intervjusituationer i syfte att hora hur och varfor vissa beteenden och tankar existerar
kring frdgor som uppvisat diskrepans mellan narrativ intervju och observation, exem-
pelvis otrohet och xx-samtal. Virt syfte var att hora gruppens diskussion och ur den
finna svar pa dven outtalade redovisningsskyldigheter. Vi lyckades inte f svar utan i
stiillet forsokte de intervjuade att omformulera frigan, indra situationen, svara pa icke
stillda frégor. Efter 60 minuter gav vi av etiska skl upp, for att inte skada den ord-
ning som réder, och gick vidare i intervjun. Ett synliggérande av den bakre regionen
eller en 6ppen medvetenhet om att saker géms undan i ett mellanmedvetande skulle
riskera att minska den rddande trygghetskinslan. Polarfjordingens bakre region speg-
lar en inre kognitiv plats att temporirt placera minniskor, foreteelser och upplevelser
som i ppenhet skulle minska férnéjsamhet och trygghet i nuet.

Funktionen med xx-samtal tar bort behovet av att ange skil. Det behévs ingen or-
sak till att halla tyst om vissa saker och att skvallra om andra. Det sker med en ore-
flekterad sjilvklarhet. Tilly argumenterar i sin bok Why? fér att vi ska fundera pa hur
och varfor vi argumenterar och delar skil med varandra (Tilly 2006: férord & 31). 1
studiet av Polarfjorden dr det ett rimligt argument, men for polarfjordingen tycks det
onddigt. Deras pendling mellan bakre och frimre regioner gor livet enklare dir den
etnometodologiska redovisningsplikten géms undan i en bakre region och vid behov
hanteras med “hen NN, det dr bara sn hen dr”. Det innehaller ett visst méct av sjilv-
bedrigeri, endast méjlig i sin oreflekterade sjilvklarhet, vilken mer eller mindre oméj-
liggor ett introspektivt frigande kring "varfor”.

Hjilpsamhetskultur och altruism
Det finns en utvecklad hjilpsamhetskultur i Polarfjorden som historiskt var en nd-
vindighet for bygdens 6verlevnad.

Nir man blev sjuk och behévde komma till sjukhus krivdes det att nigon med
bit tog den sjuke dit. Och var det daligt vider fick man vinta, min bror dog i
gulsot pd viigen till sjukhuset. Det 4r nu sin det var ... Vid stormar och ovider s&
hjilptes vi sdklart &c, eller hur menar du? Vad skulle vi annars gora?

En dildre man om hjilpsambeten tiden fore andra véirldskriget

Hjilpsamhetskulturen lever kvar, men idag handlar det sillan om liv och déd. I sin
sjalvklarhet fungerar den i stillet forndjsamhetshjande, bide f6r den som hjilper och
for den som blir hjilpt. Stephen Post pekar pa att det finns en stark koppling mellan
altruism och vilbefinnande, glidje (happiness), hilsa och livslingd. Minniskor som
engagerar sig i att hjilpa andra beskriver ocksd sin sjilvkinsla som bittre (Post 2005).
Posts forskningséversike stimmer vil dverens med intervjuer och observationer gjorda
i Polarfjorden. I sin sjilvklarhet blir hjilpsamheten altruistisk och leder till fsrnsjsam-
het, bdde f6r den som hjilper och for den som blir hjilpt. Men vad hinder om polar-
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fjordingarna bérjar fundera pd varfor, hur och nir de hjilper varandra? Manga studier
kring lycka tar upp den hedoniska paradoxen, dir den lyckobringande kinslan och
vilbehaget av att hjilpa forsvinner i det liget da det alcruistiska inslaget undermine-
ras. Att hjilpa f6r ate bli f6rngjd, tar bort férnsjsamheten (Bauman 2008, Norman
1998, Egonsson 2011). I och med att Polarfjordingarna inte stiller sig frégan "varfor”,
inte soker skil, s har de ocksd svért att ge forklaringar. Hir framstdr exemplet Polar-
fjordens hjilpsamhetskultur, med dess svirfingade sjilvklarhet, som en mycket viktig
komponent i férnéjsamhetsbegreppet. Daniel Batsons studie visar hur skort altruis-
tiske beteende dr. S3 linge en person kinner empati med en hjilpbehévande s hjilper
denne girna till. Med minskad empatisk kinsla eller nir det krivs mer av den som
ska hjilpa, s avstar allt fler (Batson m.fl. 1983). Vara observationer frin Polarfjorden
synliggor stor hjilpsamhet dven nir den egna insatsen ir betydande och det vore en-
kelt atc ta sig ur. Observationer visar ocksd hur folk hjilps &t i hjilpsamheten. Det dr
sillan en person som stdr i valet att hjilpa eller inte, utan ofta delas bérdan av flera.

Exempel Memo: Jag korde i diket i sndyra. Bil efter bil stannade och for var bil
som stannade forsokte vi lyfta upp min bil. Det tog ca 30 min innan vi var till-
rickligt ménga for att lyckas. Inte en enda bil kérde forbi, alla stannade. Troli-
gen hade nigon eller nigra drenden som de skulle komma att bli férsenade till
men ingen sa nigot om det, ingen verkade stressad. Detta har jag upplevt vid
flera tillfillen nir sdvil jag som andra har fastnat i snddrivor eller himtat in kor
som rymt. Vi gor vad som behovs och sen limnar alla platsen utan nigon syn-
bar reflektion.

Posts (2005) koppling mellan altruism och vilbefinnande, lycka, hilsa och livslingd
ger styrka dc argumenten att Polarfjordens hjilpsamhetskultur dr direke forknippad
med f6rndjsamhet. Den hedoniska paradoxen hjilper oss att forstd att det inte sjilv-
klart alltid 4r bra att ange skal for sina 6verviganden.

Kairos fléde av 6gonblick

Heidegren (2014) diskuterar cyklisk respektive linjir tidsuppfattning och hinvisar till
Jiinger (1980): ”Tid har man nir man inte tinker pd den; annars har tiden oss” (Hei-
degren 2014:132). Polarfjordingen har en férméiga att slippa taget och glida med i
en stindigt férinderlig dllvaro. Uppgjorda planer tillits dndras av sdvil vider som av
hjilpsamhetskulturen. En sak leder till en annan och blir en léng kedja av improvisa-
tioner. De dr mycket svira att forutse eller kausalt spara bakdt innehallsmissigt. Det
vill siiga de dr inte, som t.ex. systemteori skulle framhilla, forutsebara i innehall, men
ddremot som forvintat beteende.

Exempel memo: Att bo i bygden kan liknas vid att kéra bil, man parerar hela
tiden saker som hinder, folk som ringer om hjilp, vininnan man skulle dricka
vin med maste ivig och fixa nigot, vidret som dndras. Det hinder oupphérligen
saker som jag i stadsmiljon knappt la mirke till men hir tillcs var sak ta sin tid.
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Folk verkar inte reflektera éver alla avbrott men det jag har mirke 4r att det 4r
nistintill oméjligt att i tanken befinna sig nigon annanstans 4n hir och nu, dir
det hiinder saker. Det vill siga, man rycks med i nuet. Enda gingen jag blir rik-
tigt frustrerad dr nir jag forsoker planera in saker i klockslag.

Om vi ser pa tid ur ett temporalt orienteringsperspektiv sd kan det férenklat delas upp
i darid, nutid och framtid. Inom dessa tre tidsregioner finns olika dimensioner av tid.
Terell Lasane och Deborah O’Donnell nimner sex olika: forlingning, densitet, va-
lens, tillginglighet, innehall, strukturell organisation (Lasane & O’Donnell 2005).
Daniel Stern talar vidare utifrén ett psykoterapeutiske perspektiv om tid dd han be-
skriver olika sitt att méta och mita nuet. Det kan ses som en momentan, knappt ob-
serverbar bricka i ett kronologiskt tidsperspektiv eller som en fenomenologisk mo-
mentan situation, fri frin omgivning i bide tid och rum (Stern 2005). Trygghet har
visat sig vara beroende av begreppet tid. I vistvirlden har vi minniskor ett stort behov
av att grunda och relatera oss sjilva i ett tidsperspektiv. Studier pd t.ex. fingar som
vistats i mérka rum har visat pd psykologiska problem och hur de ofta finner ett sitt
att for sig sjilva bedoma tid. Behovet handlar om att finna ett konsekvent ramverk,
regelmissighet och forutsigbarhet f6r den enskilde individen (Lasane & O’Donnell
2005).

Vira observationer har vid sidan av yttre tvingande tidskrav visat en naturlig, flexi-
bel och f6ljsam syn pé tid. Act tilldca sig bli trote av mérkret, ate med gliddje méta so-
len, att med fest vilkomna virmen och s vidare. I sin jimférande studie mellan den
nordlindska och den vestlindska norska mentaliteten beskriver Vea den nordnorska
relativa tidsuppfattningen som ndgot negativt. Hur den bidrar till negativ ekono-
misk utveckling och ir enligt Vea dirmed negativ f6r sdvil kulturen som den enskilde
nordlinningen (Vea 2009). Veas jimférelse av dessa tvd samhillsbyggen piminner
om Jiingers beskrivning av s& kallade motbilder. Dir fest, dans och lek utgsr motbil-
der till den hektiska och jiktade tidsstyrda vardag som ir vanlig i vistvirldens stads-
liv (Heidegren 2014). Detta dr “motbilder” som ir vanligt fsrekommande uttryck for
fornéjsamhet och gemenskap i Polarfjorden, dir de i intervjuer beskriver sig sjilva
som just “bra pd att ha kul”.

Exempel memo: Under tvé veckors tid har kommunordféranden inte kunnat nds
med anledning av en musiktivling dir kommunen deltar. Andra dtaganden har
lagts 4t sidan. Hon deltar i diverse inspelningar, bl.a. hoppandes i havet (23 gra-
der), utklidd, pAmélad skiggvixt m.m. Staden stingde av en gata och alla elever
fick ledigt och bussades dit f6r inspelning av en musikvideo. I vir badklubb gick
vi barfota i badrockar i kyla for att spela in vrt bidrag. Hir prioriteras att ha ro-
ligt. Som en vininna frén Sverige som var pa besik sa infér ett annat jippo “det
ir inte enskilda personer som blir galna, det ir hela bygden som helhet”. En invé-
nare sa pa friga om den Polarfjordska identiteten “vi vet hur man har roligt och
vi prioriterar att ha det”.
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Att nordnorsken prioriterar att ha roligt i nuet framfér planering for framtiden fram-
kom i bdde observationer, och intervjuer samt finns dven beskrivet i litteratur (Vea
2009, Mykle 1965). Psykologen Robert Levine argumenterar for en relativ tidsupp-
fattning dir tempot som en person upplever sig ha i livet symboliseras bide av fore-
stillning om begrinsningar och val samt om f6rindringar i livscykeln. P4 gruppniva
ir den sociala tidsuppfattningen central for ett samhilles kuleur. Skillnader i tids-
uppfattning dr det som mest sirskiljer en kultur frin en annan. Synen pa tid inom
ett samfund ir ofta dold, omedveten och svar f6r utomstiende att uppfatta (Levine
1996).

Vi har valt act forhalla oss till nuet som en subjektiv upplevelse, likt ett flode som
den grekiska mytologins kairos. Ett nu som inte féljer klocktid utan ir olika léngt i
olika situationer for olika minniskor. Stern diskuterar begreppet som ett dgonblick
ddr hindelser samlas och métet med dessa medvetandegérs. Varje nu ir en “kritisk
tidpunkt” och varje kritiskt 6gonblick 4r ett 5gonblick av kairos. Varje 6gonblick ska-
par det sammanhang i vilket nista 6gonblick kommer att dga rum. Hir foljer ett gyl-
lene tillfille att agera pd olika sitt f6r att pdverka och forindra sice 8de; f6r en minut
framét eller kanske f6r resten av livet (Stern 2004). I ett samhille dir hjilpsamheten
bygger pa altruism kan varje situation, varje gonblick av hjidlpsamhet, bidra till skad
fornsjsamhet f6r den som hjilper och skad trygghet f6r den som blir hjilpt.

En sjilvklar fornsjsamhet

Tilly presenterar ett systematiske sice ace kartligga hur och varfor minniskor erbjuder
forklaringar, ursikter, motiveringar. Han argumenterar for angivandet av skil som
ett sitt att skapa, uppritthélla, transformera eller avsluta mellanminskliga relatio-
ner (Tilly 2006:15). Polarfjorden och polarfjordingarna visar pa ett aktivt skapande
av sin egen trygghet. De lever med naturen och anpassar sig efter savil drscykel som
dagliga behov. Max Haller och Markus Hadler har genomfért en studie i lycka (hap-
piness) och nojdhet (satisfaction), tvd begrepp som ir nira besliktade med fornéj-
samhet. Studien jaimfor 41 linder och visar hur bdde mikrosociala och makrosociala
forhéllanden péverkar upplevelsen av sdvil lycka som néjdhet. Lycka paverkas mes-
tadels av mikrosociala forhallanden sisom att individer ir socialt integrerade. Ngjd-
het diremot dr mer ett uttryck fér ekonomisk jimlikhet, vilfird och demokrati. For
bada begreppen ir férmdgan att hantera livssituationen betydelsefull. Varje persons
subjektiva upplevelse av sin livssituation visar sig i studien vara viktigare in den fak-
tiska livssituationen. Viktiga faktorer 4r upplevd hilsa och privatekonomi, nira so-
ciala relationer och kinsla av att kunna péverka sin ekonomiska situation (Haller &
Hadler 20006).

Om vi sitter detta i relation till Polarfjorden si liknar bygdens vardagsliv Haller
och Hadlers beskrivning av vad som skapar lycka och néjdhet, sprikligt sdvil som
kognitivt och beteendemissigt. De har en forméga att skapa sin egen trygghet med
akeivitet, att kognitivt forbereda sig for det virsta samt ate sprakligt forflytta negativa
upplevelser till ndgot positivt och hoppfullt. Ur ett makroperspektiv skapar vilfirds-
staten Norge en yttre trygghet. Var studie visar att lycka/lycklig i Polarfjorden ir ni-
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got man vare sig gor, ir eller pratar om. Det framtrider som en osynlig biprodukt, ob-
serverbar i mekanismer och processer som exempelvis den aktiva trygghetsskapande
miljén, beredskapen for att allt kan ske, formagan att ha kul samt formégan att sepa-
rera det som kan péverkas frén det opaverkbara.

Med Tillys (2006) begreppsapparat fungerar de relationella ménstren i Polarfjor-
den bade upprittande, reparerande och kompromisskapande. Det finns siledes méj-
liga svar till varfor nir vi soker efter skil till ageranden, men har de betydelse for Po-
larfjordingarna och deras férngjsamhet? I sokandet efter forstielse sdg vi inga tecken
pa att Polarfjordingarna vare sig stillde sig frdgan “varfor” eller hade ett behov av det.
De har den relation de har till sivil naturen som till varandra. Man agerar erfaren-
hetsmissigt. Polarfjorden ir ett samhille med tydliga stereotypa relationella skript,
didr var och en vet vad som forvintas av hen och dir hjilpsamheten ir sjilvklar. Vi har
latit bygdebornas egna historier st i centrum och medvetet valt att inte rama in deras
berittelser i firdiga modeller som exempelvis Tillys (2006) fyra forklaringstyper. Ge-
nom att inte néja oss med att finna svar pd Varfor eller pé vad som ir sant eller falske,
s& har var forucsiteningsloshet till slue bidragic till ate kdrnan i fornéjsamhet synlig-
gjorts. Tack vare detta har en teori om Nuets fornéjsamhet vuxit fram.

Det stereotypa ger handlingsutrymme

Grundliggande for Polarfjorden dr den gemensamhet som definierar livet. I intervju-
er framkommer snarlika skildringar av klimat, arstider, foreningsliv, offentliga inrite-
ningar och identifikationsménster, pd grupp- sévil som individniv8. Delarna skapar,
bade konkret och symboliskt, en helhet som delas av bygdens invdnare, formulerat i
uttrycket: "Det dr nu bara sdn vi 4r”. De gemensamma skildringarna ger en trygghet
vid sidan av det of6rutsigbara. Den tydligast gemensamhetsskapande faktorn ir na-
turen, i intervjuer beskrivet som en killa till kraft och dterhimening.

Naturen betyder Allt! Polarfjorden har allt. Fjill, fjord, 6ppenhet. Naturen fyller
en med energi. Bara utsikten ricker, dven om det ir fantastiskt att g pa turer.
Ren luft, gliddje, lyx... Detta ir lycka!

Invinare i Polarfjorden

Tre timmars promenad i Polarfjorden betyder att jag 4r hogt pd en bergstopp.
Tre timmars promenad i platt mark 4r bara tre timmars promenad.

En psykiskt sjuk boende i Polarfjorden

Chatles Tilly (2000), som vi nu later paverka vir analys pd annat sitt 4n ace ge skil,
reflekterar 6ver hur bestindig ojimlikhet i sociala relationer kan forstds. Han lyfter
improvisation respektive ritual som olika sitt att interagera, dir intensitet och djup star
i relation till graden av skript och delad lokal kunskap. F& och svaga skript tillsammans
med stor delad lokal kunskap leder till djup improvisation i relationer (Tilly 2000).
I Polarfjorden finns stor delad lokal kunskap, men graden av skript och regler skiftar
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beroende pa situation. Figur 2 visar hur bygden ramas in av tydliga trygghetsskapan-
de skript som skapar utrymme for en djup improvisation.

» Skola, butik, forskola
« Foreningsliv
« Hjalpsamhetskultur

Skript Ips:
« Sprakliga uttryck

Djup improvisation

« Inkluderingsprocesser
« Frivilligarbete

- Relativ tidsuppfattning
« Hjdlpsamhet

« Relation till naturen

Figur 2: Stor delad lokal kunskap

Nuets fornsjsamhet

Historiskt var Polarfjorden ett utsact samhille med hég dodlighet. Idag ir fattig-
domen bekimpad och yrkesfisket kriver endast enstaka liv, men det ter sig som
om minniskor fortfarande paverkas av det harda klimatet och de linga avstdnden.
I savil observationer som intervjuer fann vi psykosociala strategier for éverlevnad,
trygghet och f6rndjsamhet. De forklaras genom de tre begreppen: "Géra trygghet”,
?Odesberedskap” och "Mellanmedvetande” vilka bygger pa mekanismer som i sin re-
lation till varandra synliggérs i invinarnas skapande av trygghet genom aktivitet, i
deras beredskap for och acceptans av livets skiftningar samt i deras forméga att se-
parera skeenden och tillstind. De olika mekanismerna har forindrats frén att his-
toriskt ha varit en friga om liv och dod till att idag ligga en grund f6r férngjsam-
het i nuet.

Genom en transparent bystrukeur med tydliga skript skapas en bas for trygghet.
Skola, butik, sommarpub, klubbar och gemensamma arliga fester 4r ndgra exempel
pa denna bas, men som ir satt under hot. Flera grannéar har problem med utflytt-
ning och under vira dryga fyra ir av observationer har s&vil forskola som skola ho-
tats av nedliggning. I fallet med forskolan saknade kommunen pengar till nédvindig
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upprustning varpd flera i bygden gick samman och renoverade byggnaden med fri-
villigkrafter. Skolan riddades genom protester. Ett annat hot kommer frin det ark-
tiska klimatet med stormar, ras och 6versvimningar. Aven dir finns en beredskap for
och en forvintan om att olyckor sker. Hjilpsamhetskulturen skapar en trygghet sa
att ingen behéver std ensam nir olyckan kommer och var géng invdnarna lyckas std
emot ett yttre hot stirks gemenskapen. Genom att invdnarna i sd hog grad hjilps ac
forstirker de varandras benigenhet att hjilpa till dven nista ging. Det kan kopplas
till flera studier om altruism som visar att altruism resulterar i positiv social integra-
tion (Post 2005) och att se ndgon utfora altruistiska handlingar 6kar benigenheten
att sjilv stilla upp (Schnall m.fl. 2010). I ett samhille dir hjilpsamheten bygger pa
altruism kan varje situation bidra till 6kad férnéjsamhet f6r den som hjilper och skad
trygghet for sdvil den som blir hjilpt som den som ser att hjilp ges. P4 s sitt interage-
rar Polarfjordingarnas beredskap med deras hjilpsambet och forméga att separera bort
det som inte dr aktuellt i nuet. En process dir hjilpsamheten ir sjilvklar och bidrar
till ett skapande av trygghet som vid behov direfter placeras i ett mellanmedvetande.
Dir mellanmedvetandet innebir att det finns en viss beredskap for att hjidlpsamheten
kommer att behovas igen, utan att fokus liggs pa det som kan komma att ske i fram-
tiden. Detta visade sig bl.a. i invinarnas oférméga att se sin egen hjilpsamhet. I sévil
intervjuer som observationer talades det om andras hjilpsamhet "han NN, det ir den
snillaste jag vet, han stiller alltid upp”. P4 direke friga i abstrake form uttryckee alla
en tveksamhet gillande sin egen hjilpsamhet, men i vinjetter och observationer fram-
kommer hjilpsamheten som generell och sjilvklar. Vixelverkan mellan beredskapen,
hjilpsamheten och mellanmedvetandet skapar sdvil trygghet som fornsjsamhet och
genom den positiva bekriftelsen forstirks det sjilvklara med att hjilpa vid varje ny
hindelse. Acceptans for att livet bringar svarigheter kan ses som ett skript som bott-
nar i hantering av otrygghet.

Genom grupprocesser skapas en bas for gemenskap. Tack vare att manga i Po-
larfjorden dr uppvuxna dir med flera generationer bakom sig, kan en och samma
person agera olika utifrin social kontext. Inkluderingsprocesser ir exempel pa hur
improvisationer gror ur den delade lokala kunskapen. Eftersom de kinner varan-
dra s vil kan invinarna vid behov bryta mot eller modifiera bygdens sociala reg-
ler, dess skript. Exemplet frn tidigare dir bygden inkluderar beteenden som bryter
mot gingse uppfattning om hur man beter sig visar hur bygden skapar stodskript.
Genom att alla vet act "det er nu sdn hen NN 4r” blir NNs beteende en accepterad
del av en djupare improvisation. Man separerar sak frin person. Vi har dven sett
hur man separerar det som gir att paverka frin det som inte gr att gora ndgot 4t
sdsom motet med sjukt och friske i en och samma person. Det sjuka finns nir hjilp
kan ges, men annars liggs fokus pé aktivitet och pé det friska. Genom att separera
det sjuka frén det friska uttrycks skapande av trygghet genom hjilpsamhet. Sam-
tidigt skapas forndjsamhet genom akeivitet, vilket t.ex. kan betyda en fjilleur eller
act delca pd en fest. Polarfjordingarnas formaga till act separera olika delar i samma
person kan ses som en éverenskommelse mellan invinarna som har sitt ursprung
i det historiskt nédviindiga fokuserandet p& nuet och p& behovet av att betona det
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friska hos varje individ (Bottolfsen 1995, Lauritzen 2005, Rortveit 2008). Med Til-
lys (2000) begrepp kan gemenskapen beskrivas som en uppsittning skript som upp-
rittar och reparerar relationer. Den delade lokala kunskapen finns i grunden och
skripten pendlar.

Sandstréom m.fl. beskriver hur symboler av olika slag inte bara bidrar till en kol-
lektiv anda och gemenskap utan dven hjilper cill act skapa mening och organiserar
vardagen. Minniskans relation till sin omgivning dr komplex. Vi 6verfor det vi ser,
hér och kinner till synliga och osynliga symboler. Detta dr ndgot vi lir frin barns-
ben som en del i vart sprik, kultur och sociala sammanhang (Sandstrom m.f1. 2006).
Symbolers betydelse skiftar mellan miljoer och kulturer. Nir innebérderna av symbo-
lerna dr inforlivade i vér sociala milj hjilper de oss att identifiera oss med den (Trost
& Levin 2010).

Den relativa tiden som vi diskuterar ovan symboliserar en identitet och ett livs-
monster. Tva andra tydliga symboler som rér identifiering dr berdring och sprak-
bruk. Beroring idr en symbolisk interaktion som handlar om i vilken utstrickning
man tar pd varandra. En interaktion som 4r omgirdat av tabun (Miller 2007) och
antropologer menar att tabubegrepp hjilper till att definiera gruppnormer och rol-
ler (Schoemaker & Tetlock 2012). I Polarfjorden ir maskulinitet viktig, men det
anses inte omanligt att en man klappar eller kramar om en annan man. Som en
fiskare uttryckte det ”det ir inte farligt att réra varandra”. Regler for beréring har
i vistvirlden blivit tydligare for att inte riskera sexuella associationer, men tabu-
beliggning av émhet leder minniskan bort frdn altruism och socialisering (Mil-
ler 2007) — det vill siga bort frén tva viktiga bestdndsdelar i skapandet av {6rnéj-
samhet. Andra ritualer fér att skapa trygghet och férnéjsamhet aterfinns i spraket.
Varje sambhiille har sin sprikliga ideologi som innehéller mer 4n sjilva spriket och
synliggérs genom interaktioner och delade erfarenheter. Spriket skapar kinslor och
erfarenheter lika mycket som sinnena skapar spriket (Wilce 2014). For att m4 bra i
samhillen med hoga insatser kan spriket fungera som skydd mot dngest genom att
fokusera pd det som ir bra. Ochs (2012) och Wilces (2014) teorier om hur kins-
lor interagerar med spriket, hur de bildas med hjilp av spriket samt hur de formar
spriket, skildras pé olika sitt i Polarfjorden.

Vi visste aldrig vad som skulle ske, vi var forberedda pé allr.
Aldre invinare om forkrigstidens svirigheter

Det éir nu sin det ir.
Ett vanligt forekommande uttryck efter en negativ hiindelse

Fiirdig med det.

Ett annat vanligt fSrekommande uttryck som betyder att det inte finns mer att
vare sig siga, gora eller tinka om en viss hindelse, det ir ett uttryck som anviinds
som en avslutning pa en situation, ett sitt att ta sig sjilv tillbaka till nuet.
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En historia av:

‘ Gora trygghet

attigdom, ..

isolegll'ing, > Odesberedskap Nuets
sjukdomar, Mellan- fornojsamhet
arktiskt klimat medvetande

och farligt fiske

Figur 3: Polarfjordens historia av hig didlighet och ménga faror ligger till grund for de tre balanse-
rande begreppen som i sin interaktion grundar teorin om Nuets férnijsambet

Dessa sprakliga mekanismer och symboler samspelar med skapandet av trygghet. "Fir-
dig med det” {6ljs ofta av en akriviter. Vid olyckor och sjukdom ir uttryck som ”da
miste vi passa pd att ...” vanliga och separerar framtiden frin nuet, dir nuet inklude-
rar ett aktivt skapande av trygghet. I det att du gor ndgot aktive sd forflyteas fokus till
denna aktivitet, till nuet. Uttryck som “vi vet var vi bor” symboliserar en beredskap tor
det arktiska klimatet och dess utmaningar. Uttrycket anvinds ofta tillsammans med
“heldig” (har tur), vilket skapar en separation av nuet, dir jag i nuet ir "heldig”, frin
den fara som kan komma i framtiden eller som har varit i det forflutna. Vi har tidigare
visat hur hjilpsamhetskulturen dr beroende av en relativ syn pa tid och hir framkom-
mer hur dven spriket relaterar till temporala aspekter och drar individen mot nuet.

Humorn ir ytterligare en ritual for fornéjsamhet som innehéller bade skratt och
bekriftelse. Ju storre olycka, desto mérkare humor. Genom humorn dras man som
drabbad mot nuet, dir idltande av diciden sdvil som framtidsuttryck “det blir nog
bittre” eller “tiden liker alla sar” fir liten plats. Bekriftelsen skapas dirmed via skrat-
tet och bidrar till en férnéjsamhet och en intersubjektiv bekriftelse ”jag vet att du vet
att jag vet” utan att man behover prata om det som har skett.

Skripten finns dir men ir forinderliga och interaktionerna bygger pa en hog nivé
av improvisation. Som Tilly skriver: “sociala strukturer héller mer eller mindre ihop
just for att improvisationen aldrig upphor” (Tilly 2000:65). Tillys reflektioner kring
bestindig ojimlikhet i sociala relationer hjilper oss forstd processen mot ett nuets for-
ndjsamhet. Skript skapar en trygghet och utrymme f6r den djupa improvisation som
krivs for ett liv i ett arkeiskt klimat med langa avstind. Kombinationen av beredskapen
for det okinda, skapander av trygghet och férmédgan att separera kinslor och tankar
har visat sig leda till en process mot trygghet och f6rndjsamhet i nuet.
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Avslutning

Studien av Polarfjorden har visat p& ett gemensamhetsskapande sitt att bygga upp
vardagslivet. Med trygga stereotypa ménster i form av bygdestruktur, gemensamma
beskrivningar och relationella skript, med en 8ppenhet och beredskap for att olyckan
nir som helst kan sl& till och med en f6rméga att separera delar i hindelser och min-
niskor {rdn varandra, skapar samhillet en trygghet for bdde det gemensamma och det
enskilda. De fornéjsamhetshéjande mekanismer som déljer sig i Polarfjorden bidrar
i hog grad till invdnarnas férméga att leva i nuet, att ta dagen som den kommer, att
fokusera pd det som dr majligt att paverka och att samtidigt slippa taget om det som
inte gar att paverka. I grunden handlar det om ett férhéllningssitt till livet. Att livet
skulle vara sjilvklart eller att i var olycka finna en mening 4r ndgot som man i Polar-
fjorden inte uttrycker. Med symboliska uttalanden som ” férdig med det” och ” det er
nu sdn det er” s& gdr man vidare utan sammanhang och mening,.

Vir studie har metodologiskt foljt klassisk grundad teori och dirfér gjordes data-
insamling och analys f6re en litteraturgenomgang med syntetisering av tidigare forsk-
ning. Vi fann ett kulturellt system med l3g grad av abstraktion, sjilvreflektion och
temporala tankar och visar hur teorin om Nuets fornéjsamhet svarar pa andra frigor
dn vad t.ex. Tillys idéer kring skil skulle lett oss till. Den visar ocksé pd andra aspekter
av hilsa dn Antonovskys salutogena teori. Genom att studien har tillatics sed fri frin
styrning av tidigare forskning har det jimférande arbetet med insamlat material ficc
leda den vidare. Till den grundade teorin: Nuets férndjsamhet.
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ABSTRACT

Purpose: The technocratic and medicalized model of healthcare is rarely optimal for patients.
By connecting two different studies we explore the possibilities of increasing quality of life in
cancer care.

Methods: The first study captures survival strategies in a historically isolated Arctic village in
Norway resulting in Momentary contentment theory, which emerged from analysing four years
of participant observation and interview data. The second study conceptualizes everyday life
of cancer patients based on in-depth interviews with 19 cancer patients; this was conceptua-
lized as Navigating a new life situation. Both studies used classic grounded theory methodol-
ogy. The connection between the studies is based on a health design approach.

Results: We found a fit between cancer patients challenging life conditions and harsh
everyday life in an Arctic village. Death, treatments and dependence have become natural
parts of life where the importance of creating spaces-of-moments and a Sense of Safety is
imminent to well-being. While the cancer patients are in a new life situation, the Arctic people
show a natural ability to handle uncertainties.

Conclusion: By innovation theories connected to design thinking, Momentary contentment
theory modified to fit cancer care would eventually be a way to improve cancer patients’
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quality of life.

Introduction

Innovation is defined as the creation of something new
that provides value to a specific customer, patient or
user (Christensen, Grossman, & Hwang, 2009; Nilsson &
Lindstrom, 2010; West, 1990). At the same time ”“...
innovation in health care is defined as those changes
that support health care practitioners focus on the
patient by helping health care professionals work smar-
ter, faster, better and more cost effectively” (Thakur
et al 2012, p. 564). In healthcare a dominant view on
innovation is that it is gained from external and formal
research programs that are transferred to practice as a
final step (Herzlinger, 2006). In other words, the tech-
nocratic and medicalized model of healthcare is rarely
optimal for patients, but rather internally focused, that
is, do not include the patient in the innovation process.

Momentary contentment theory emerges from a con-
text where accidents and deaths are part of life and
where helping each other is a necessity (Sandén,
Harrysson, & Thulesius, 2015; Sandén, Thulesius, &
Harrysson, 2015). In theory it has a potential fit with
cancer patients where death is often a possible outcome.
In order to explore the potential practical use of the
theory we have identified different strategies (see results
section), which in a health context may work towards

inclusion, safety and contentment. Momentary content-
ment theory is a classic grounded theory stemming from
exploring safety and life choices within a small historically
isolated Arctic Norwegian community. It shows mechan-
isms that have emerged from the historically rough living
conditions dealing with the present moment, taking one
incident at a time. This relative conception of time, how-
ever, stands in contrast to today’s busy society. When
helpfulness is a priority it means that people are delayed
because they meet someone who needs help. In a com-
parative study between the various regions in Norway,
Vea (2009) discusses how the prioritizing of the moment
in Northern villages creates a lack of macro innovative
economic thinking.

In a cancer patient study, we found a fit in both
context and needs with Momentary contentment the-
ory. The cancer patients show a fragmented way of
searching for momentary contentment strategies
towards inclusion, safety and a happier moment. We
call this process Navigating a new life situation. In
modern society’s focus on economic growth it is
hard to adopt a different way of viewing time and
creating space in the moment. This may, however, be
doable in order to find better ways of living with
illness—adding a humanistic perspective to the tech-
nocratic medicalized model of healthcare.
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Figure 1. A “recycling” process of psychosocial survival strategies.

Innovation potentials emerge out of the expressed
needs of users and patients. Ackoff (1999) discusses
problems as being a system of problems rather than
isolated phenomena. Thus, solutions need to consider
the whole system-a total contrast to patient testimo-
nies in our interviews, where fragmented healthcare
was an obvious obstacle to health. In Momentary
contentment theory, we find a possible innovative
frame of reference based in a similar context of living
as for cancer patients. Our aim was to connect
Momentary contentment theory and data from a can-
cer patient study with an innovative discourse on how
to help individuals with serious illness (Figure 1). In
this article we present the results as a contrasting
approach we chose to call health navigation design
where patients and their needs are at the centre in
evolving health practices.

Methods

We used classic grounded theory (Holton & Walsh, 2017)
to generate both studies resulting in Momentary con-
tentment theory and Navigating a new life situation.
When exploring the possibilities of connecting the two
studies we chose to use design thinking and innovation
theories as a means to be patient inclusive.

Research design

This article is based on two empirical research projects
using classic grounded theory methodology in data
collection, sampling and analysis. We started with a
longitudinal observational study of a partly isolated
Arctic village, complemented with interviews (Sandén,
Harrysson et al,, 2015). We then did a second study
focusing on needs of cancer patients based on inter-
views. Finally, we did a third analysis connecting the
two studies. In order to address the social innovation
dimensions and to go from theoretical reasoning to
innovation suggestions, we have adopted a design
thinking perspective. Design thinking “addresses the
needs of the people who will consume a product or
service and the infrastructure that enables it” (Brown
& Wyatt, 2010, p. 32). It was apparent in our interviews

with cancer patients that they struggled with navigat-
ing in a new and unfamiliar life situation. We chose to
explore what we call health navigation design, that is,
the design of individual patient’s relationship to and
communication with relatives, with other patients,
with healthcare personnel, with products and with
other significant people in their lives.

Data collection

Part one: “Momentary contentment”

- Conceptuadlized data from four years (2010 to 2014) of
interviews, talks and observations of everyday life sur-
rounding an Arctic fjord, “Polarfjorden”. In accordance
with the classic grounded theory dictum “All is data”
Glaser, 1998) all written notes from observations, dia-
ries, formal and informal interviews were coded and
compared in discussions between the authors.
Theoretical memos were written in conjunction with
the coding and comparisons. A total of six focus
group interviews and eight individual unstructured as
well as semi-structured interviews were conducted.
Each interview lasted between 2 and 6 hours. In order
for us to capture the informant’s views of their everyday
lives they were asked to freely talk about their experi-
ences. Some of the later interviews were semi-struc-
tured in order to catch a specific social aspect. We
also analysed field notes from 15 targeted conversa-
tions and 50 informal, semi-structured conversations
with both women and men from Polarfjorden and
adjoining areas. All informants were shown the tran-
scripts from their interview as well as of field notes from
conversations and observations. They were given the
possibility to suggest corrections due to misinterpreta-
tions. No informant suggested corrections.

Part two: “Navigating a new life situation”

Interviews with cancer patients. Detailed fieldnotes
were collected from six focus-group interviews, two
individual interviews and a follow-up individual inter-
view with one cancer patient in 2015 (Sandén, 2016).
The patients were between 20 and 70 years old, both
women and men. The represented cancer illnesses
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were acute myeloid leukemia, head and neck cancer,
esophagus cancer, prostate cancer and bladder can-
cer. The interviews were unstructured and lasted
between two and three hours. The question was:
“Please tell me about your lives.” Then the informants
discussed various related topics while we as inter-
viewers listened. In some interviews semi-structured
questions, not pre-prepared, were used at the end of
the interview to confirm previous analysis or to avoid
misunderstandings. For example: “What did you mean
when you said you didn’t believe them?” A total of 19
patients who had undergone different types of cancer
treatments were included. All of the patients were
considered cured or in disease remission. Semi-struc-
tured interviews with a specialized cancer care nurse
and a cancer care physician were also conducted. The
aim of these interviews was to explore seriously ill
persons’ needs and concerns in everyday life and
how they try to resolve them. The regional ethics
committee at Lund University approved the study
(Reg nr 2015:53).

Theoretical sampling

In accordance with classic grounded theory, we theo-
retically sampled by making new decisions regarding
what the next data collection would be after each
interview (Glaser, 1978).

Part one: “Momentary contentment”

We started with interviewing elderly in groups of
three with the one question “Please tell me about
your lives”. This was a way to collect data from both
what they said, how they said it and what they chose
to/not to talk about. We then interviewed people in
working ages to get age diversity of participants.
When patterns and variations appeared in the analysis
of data, we chose to collect new data as new ques-
tions arose. We continually interviewed the village's
oldest individual, 97 years of age, thus collecting
notes from more than 10 hours from him talking
about the village from a historical point of view. His
stories were at the end of the study tested against
data from the local historical and story-telling litera-
ture (Bottolfsen, 1995; Lauritzen, 2005; Rartveit, 2008).

Part two: “Navigating a new life situation”

We conducted unstructured interviews in order to let
the participating cancer patients decide what they
wanted to talk about. Then we did two individual inter-
views to see if their content differed from focus group
data. We also did two follow up semi-structured indivi-
dual interviews to see if our interpretations from the
group discussions differed from those particular partici-
pant’s views, which they did not. In these interviews we
did not use a fixed form of questions, but notes from the
previous group discussions (Sandén, 2016).

Classic grounded theory analysis

Part one: “Momentary contentment theory”

New data was collected and analysed until further data
did not provide any new information and saturation
was reached. At this stage the formulated theory was
modified in light of relevant existing literature (Glaser,
1998). Fieldnotes from both interviews and observa-
tions and then theoretical memos were written and
drawn in various shapes and forms in the constant
comparative analysis. Grounded theory focuses on inci-
dents and memos rather than persons (Glaser & Strauss,
1967), and in this study the number of incidents coded
and compared amounted to several hundred.

The memos were coded, categorized and sorted. After
each interview or accrual observation new material was
coded, analysed and compared with previous results
until new data no longer gave new information, that is,
saturation was reached (Glaser, 1998). The concepts were
gradually developed to explain the informants’ attitudes
toward life. The core category Momentary contentment
was finalized in May 2014 and since then, memos and
fieldnotes were written without discrimination, but inter-
pretation and analysis was done selectively towards that
core category. When no new information was reached
through data collection all memos were compared to
find relationships between categories and concepts let-
ting theoretical codes emerge. Eventually a grounded
theory of Momentary contentment was generated,
explained by the sub-core categories: “Doing safety”,
“Destiny readiness” and “Middle consciousness”.

Part two: “Navigating a new life situation”

The same classic grounded theory analytical method was
used as described above. After each interview, new data
was coded, analysed and compared with previous data
until saturation was reached. What has emerged so far is
not a saturated grounded theory but a conceptual
description called “Navigating a new life situation”.

Part three: “Health navigation design”

Navigating a new life situation is compared to
Momentary contentment theory and other research.
Both memos and final analysis of the studies are
compared in order to search for differences and simi-
larities in needs and solutions, which is further dis-
cussed throughout this article.

Fit, relevance, workability, modifiability and
limitations

The results in a grounded theory study are not reports
of facts, but rather probability statements about the
relationship between concepts or an integrated set of
conceptual hypotheses developed from empirical
data. Grounded theory is thus judged by fit, relevance,
workability and modifiability (Glaser, 1998, p. 18). Fit
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and relevance to both studies were achieved through
continuous comparative analytical work. By focusing
on what the informants chose as important topics we
thereby allowed the main categories to emerge. The
workability shows in momentary contentment theory
how the core category, momentary contentment,
frames our discoveries with the three main categories
and explains what participants are doing to resolve
their main concern. The cancer study has not lead to a
new theory and has thus no workability of its own,
but is used in the modifiability part. Modifiability of
the studies was performed by connecting them.

Limitations are in the number of cancer patients
involved and a lack of regional difference since they
all come from a couple of regions in Sweden. The
comparison between the two studies are, however,
not based on regional area but in the context of life
conditions. The regions of the cancer patients and the
area where Momentary contentment theory has ori-
ginally emerged are approximately 2000 kilometres
apart. Momentary contentment theory has emerged
from living in a context close to hazards and acci-
dents, in so the context is similar to that of cancer
patients. In order to fully know whether Momentary
contentment theory has bearing on cancer patients
on a more generalized level, we conclude that there is
a possible fit and a need for more studies.

Theoretical frame of references

Inspiration from Fraser (2005) allows us to further
argue for redistribution of resources (e.g., new inno-
vations) to enhance abilities for recognising specific
needs among individuals providing opportunities for
user representation in decisions. It would add to
growing personal capabilities for participation, such
as in promotion of personal emancipation and control
as well as social inclusion. Inclusion of a patient voice
is met by involving patients starting at the very begin-
ning of the innovation design process. True patient
inclusion in innovation requires “strong leadership to
challenge traditional thinking and practices; a robust
commitment to collaboration and partnership work-
ing; and a willingness to invest time in establishing a
culture and infrastructure which values and promotes
the patient perspective” (McNichol, 2012, p. 221).

In order to design a patient-centred psychosocial
care we discuss innovation possibilities based in design
thinking where each individual is the starting point and
they themselves express needs and solutions. This is
well in line with recent discussions on innovation within
research in social work (Phillips & Shaw, 2011) and the
emergent perspective raised by Essén and Lindblad
(2013). In such a perspective we can gain deeper
insights and better understanding of each patient’s con-
text and needs, hence making a positive difference for
those affected by the innovation. Christensen et al.

(2009) argue that approximately 50% of consumed US
healthcare is driven by physician and hospital supply,
not by patients’ needs or demand. This clearly supports
us in the endeavour to better understand and illuminate
patient needs.

Existing innovation implementation ideas include
frameworks such as Rogers’ (1983) innovation attributes
for adoption, Glaser's (2009) prescriptive factors and van
Achterberg, Schoonhove and Grol's (2008) evidence-
based implementation strategies. Implementing inno-
vation processes within social and health contexts has
been difficult (May, 2013; Nilsson, 2014). Looking at
design research the development within manufacturing
industry has gone from product-orientation, via pro-
cess-orientation, to cross disciplinary integration
(Larsson, 2005). Lean thinking is a response to competi-
tive pressure, whereas Agile thinking has to do with the
sharing of resources, technologies and risks among
companies (Larsson, 2005; Nagel & Dove, 1991). We
argue similar needs for healthcare: a move from tradi-
tional healthcare to a cross-disciplinary care with a
health focus design.

Health promoting contexts

When looking for a holistic view on health, Aaron
Antonovsky’s studies on health-promoting compo-
nents became a natural source of data. Antonovsky
developed the salutogenic theory. It connects cogni-
tion, behaviour and motivation and indicates sense of
coherence (SOCQ) as the single most important ability
to mentally survive hardship. A SOC consists of three
components: comprehensibility, manageability and
meaningfulness (Antonovsky, 1996); it is not bound
by cultural context, but any culture can fit the concept
in accordance with their culture (Antonovsky, 1996).
The Momentary contentment theory emerged from
applying classic grounded theory methodology to
study the mechanisms behind dealing with life condi-
tions before World War Il in an isolated Arctic village
where deaths, fishing boats perishing in ocean storms
and tuberculosis and other diseases on shore were a
natural part of life (Bottolfsen, 1995; Lauritzen, 2005;
Sandén, Harrysson et al.,, 2015).

Both salutogenic theory and Momentary content-
ment theory have evolved from empirical studies of
health in connection to various forms of hardship. But
where Antonovsky chose to examine healthy-sick as
opposing forces on a scale regarding what makes a
person move towards health, our field studies have led
us to focus on contentment, safety and an adaptive time
perspective. An important base for momentary content-
ment is a surrounding frame of safety. Through altruism,
cognitive tools, middle consciousness and an adaptive
time perspective, a Sense of Safety is created in an
otherwise unpredictable context. Sense of Safety is
thus to Momentary contentment theory what SOC is to
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the salutogenic theory. We have neither in interviews
nor observations in the momentary contentment study
discovered the reflection of SOC that Antonovsky pre-
sents. None of the elderly in the Arctic expressed any
meaning or SOC to their hardships-quite the opposite.
Instead, they demonstrated a genuine ability to place
uncontrollable difficulties in a middle consciousness,
reformulating problems into solutions and using laugh-
ter as therapeutic confirmations. In other words, they
were showing adequate ways of not having to reflect on
purpose and meaning. With symbolic statements like
“done with it” and “this is just the way it is” the infor-
mants moved on without requesting further context
and meaning.

One main difference in the origins of salutogenic
theory and Momentary contentment theory is the con-
texts in which they were studied. Antonovsky met con-
centration camp survivors and explored their needs and
strengths (see, for example, Kvale & Synnes, 2013). As for
Momentary contentment theory, our informants lived in
a partly isolated environment where accidents and
deaths were still apparent. Where salutogenic theory
and SOC evolved from people in need of coping with
terrible things from the past, Momentary contentment
theory emerged from an environment where people
need to cope with what happens in the present
moment. Momentary contentment shows how nature’s
duality in the Arctic environment allowed hope and
destiny readiness to live side by side in a collectivist spirit
of enjoying life and feeling happy with what is; dealing
with one moment after the other; placing the unma-
nageable in a middle consciousness creates a breathing
space in the present-something often needed in a can-
cer context. Here and now the problem disappears,
ready to be addressed when needed or when it
becomes clear due to the need for help.

Momentary contentment theory

Momentary contentment theory explains a culture of
safety, joy and living in the moment. This is attained by
activity, inclusion, altruistic helpfulness, acceptance of
life changing events and an ability to separate negative
from positive. Momentary contentment also separates
the present moment from past and future expectations
and has three categorical dimensions: (1) Creating safety,
(2) Destiny readiness and (3) Middle consciousness.

Creating safety

Creating safety is a social norm that brings order
through activity and contributes to actually being
able to influence one’s own life, not only having a
sense of doing so. Creating safety is based on a
culture of helpfulness stemming from a time when
helping out was a necessity for survival. Today it is
rarely a question of life and death, but the altruistic
helpfulness works contentment enhancing, both for

those who help and for those who receive help.
Creating safety is also visible through group respon-
sibilities in including individuals and in collective con-
cerns for shared functions, such as care and a local
store (Sandén, Harrysson et al., 2015).

Destiny readiness

Destiny readiness is an individual mental positioning—
a way of thinking where there are no expectations
that life should be easy. Destiny readiness involves
cognitive preparedness helped by linguistic tools for
dealing with “what is”. An example is the expression
“done with it”, which is used as a tool to move on
from dwelling on something negative. Another
expression “we know where we live” is used to accept
the climates’ effects with, for example, recurring
storms and flooding. Through linguistic expressions
one can find ease in a rough situation (Sandén,
Harrysson et al., 2015).

Middle consciousness

Middle consciousness is another mental positioning. It
deals with worries that, despite the other Momentary
contentment balancing mechanisms of Creating safety
and Destiny readiness, are still present. Middle con-
sciousness triggers a separation phenomenon; it gives
an ability to switch between levels of consciousness and
to place worries in a “standby” mode. In this standby
mode, the healthy parts in people’s lives are highlighted
without denying any illnesses or disabilities. Middle con-
sciousness, together with Creating safety, includes offer-
ing help when help can be given, but otherwise
promoting a focus on health (Sandén, Harrysson et al.,
2015). This ability of separating parts of life brought on
by Middle consciousness has its origins in a historically
needed focus on the present moment, emphasizing the
strength in every human being (Bottolfsen, 1995;
Lauritzen, 2005; Rertveit, 2008; Sandén, Harrysson
et al,, 2015). Momentary contentment is a theory with
a potential for health promotion. When reviewing pre-
vious research, the psychosocial survival knowledge
behind Momentary contentment shows a general but
fragmented analogy with literature on what creates
happiness, joy and satisfaction, linguistically as well as
cognitively and behaviourally (Bauman, 2008; Egonsson,
2011; Haller & Hadler, 2006; Norman, 1998; Sandén,
Harrysson et al., 2015). The theory is further explained
in an article in Grounded Theory Review (Sandén,
Harrysson et al., 2015).

Creating the moment-Past and future are relatively
easy concepts to relate to, but what about the present
moment? The perception of “now” can be seen as a
momentary, barely observable tile in a chronological
perspective; or as a phenomenological momentary
situation, free from the environment in both time
and space; or, like a subjective abundant experience,
like a flow of the Greek kairos. Kairos means a time
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that does not follow the clock, and is perceived dif-
ferently in different situations for different people.
Kairos is a moment of indeterminate time in which
an event of significance happens. Each now is a “cri-
tical juncture”, and every critical moment is a moment
of kairos. That is because every moment creates the
context in which the next moment will take place.
Kairos is a golden opportunity to act in different
ways to influence and change one’s fate, maybe just
for the minute ahead or perhaps for life (Stern, 2004).

It is paramount in the Western world to establish,
and relate to, a timely perspective. Studies on ex-pris-
oners living in dark rooms have demonstrated psycho-
logical problems and they often find a way to assess
time. There is a need to find a coherent framework,
regularity and predictability for the individual (Lasane &
O’donnell, 2005). The social perception of time is cen-
tral to a community’s culture and differences in the
perception of time distinguish one culture from
another. The view of time within a community is
often hidden, unconscious and difficult for outsiders
to perceive (Levine, 1996). Momentary contentment
shows how time can be viewed with various refer-
ences, such as seasons, and how an integration with
the annual cycle helps create contentment when living
in that environment. During the dark time people in
the Arctic village sleep more, while summertime with-
out sunset means reduced sleep, increased activity and
even sleepless nights: allowing oneself to get tired of
the darkness and then happily face the sun. This is
done on a collective basis (Sandén, Harrysson et al.,
2015). Translated into a patient perspective, one can
learn to allow the body to become tired of treatments,
but also joyfully meet a positive test result and create
space for momentary contentment. This can be hard
for relatives to recognize and explanatory models
might be needed since the relatives are not living
with the same time horizon.

Momentary contentment and cancer patient
needs

The results from interviews with cancer patients show
similarities with Momentary contentment both in
respect of experienced needs and perceived contexts.
Both contexts have closeness to death and a need for
help attached to them, and it is hard to predict who
will be the next to get very ill or die. However, the
cancer patient informants show different abilities in
dealing with these needs. Our cancer patient study
often showed a fragmented unknown life based on
solitude instead of inclusion. Creating safety was seen
in cancer patients’ yearnings for altruistic actions.
Many cancer patients had found ways to use activity
and helpfulness as tools for feeling better. However,
they expressed difficulties in balancing their need for
help with wishes to provide help for others. Inclusion

was found within patient groups and organisations.
However, they expressed difficulties in balancing their
need for help with wishes to provide help for others.
Inclusion was found within patient groups and orga-
nisations. However, competitive parlance, that is, com-
paring the seriousness and differences of treatments
and prognosis and discussing them in a hierarchical
way, was identified in the focus groups of patients
sharing the same diagnosis. This verbal competition
of cancer suffering worked contrary to inclusion. Yet,
when mixing patients with different diagnoses within
a focus group, competitive parlance was not seen.
Destiny readiness was visible in our cancer patient
study in the concept of hope where patients
expressed uncertainties, misunderstandings and
inconsistencies. All patients expressed a hope that
“lives within”, where there is an opening for a destiny
readiness, but many also expressed a feeling of being
pushed by relatives, friends and healthcare staff
towards being positive and cognitively expect hope.
Thereby they also had thoughts about future fears
and illness. Middle consciousness is apparent for can-
cer patients in their sporadic and fragmented
attempts to navigate between feeling healthy and
feeling sick with a fear of death.

Results and discussion

Momentary contentment theory explains a culture
where old survival strategies and patterns of beha-
viour live on. We have also chosen to listen to and to
analyse cancer patients’ stories about their everyday
lives rendering the concept Navigating a new life
situation. Cancer patients expressed a need to navi-
gate in a context where the illness creates a risky
future as well as relational difficulties and shows a
need for momentary coping strategies, for example
to temporally encapsulate fear of death. In both the
cancer patient navigating study and the Momentary
contentment study the informants describe a life
where death is a part of present life. They show
similarities in needs, but where the cancer patients
describe a new life situation with fragmented coping
skills Momentary contentment theory shows how a
well-developed collective external support system
can create stability, a sense of belonging and security.
This structure is something to fall back on when life is
harsh (Sandén, Harrysson et al., 2015). Cancer patients
expressed that healthcare staff continuity and know-
ing where to call to get help was very important to
their psychosocial health. This is hard to achieve in
todays’ fragmented healthcare system (Nilsson, 2014)
and patients lack a Sense of safety. Holton (2007)
explains in a grounded theory how too much change
can lead to a loss of autonomy and identity for many
knowledge workers. Holton suggests a need of re-
humanization through fluctuating support networks:
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“mutual engagement provides the arena for the release
of collective creativity. It offers challenge, experimenta-
tion and learning. Mutual engagement builds confi-
dence, commitment and energy. It enhances the
bonding of network members.” This connects to the
Communities of practice, explained by Etienne
Wenger (2000) as “groups of people informally
bound together by shared expertise and passion for
a joint enterprise-engineers engaged in deep-water
drilling, for example, consultants who specialize in
strategic marketing, or frontline managers in charge
of a check processing at a large commercial bank”.
Through virtual media, communities of practice could
be created from a health navigation design perspec-
tive, improving patient skills and increasing knowl-
edge in how to embrace momentary contentment.

Applying destiny readiness and the complexity of
hope

With a diagnosis that involves the risk of a shortened life,
healthcare professionals frequently try to inspire hope.
Attempts to inspire sometimes evolve into demands,
thus cognitively tend to draw the patient from the pre-
sent moment into thinking about an insecure future
(Sandén, 2006). This is adjacent to Benzein's conclusions
about hope in palliative care, which distinguishes “living
with hope” from “to hope for something”: “living with
hope”, that is, being hopeful relating to what is present;
“to hope for something”, that is, hoping relating to
future and changes (Benzein, Norberg, & Saveman,
2001). Most of our respondents had a fairly good prog-
nosis. However, they all shared thoughts and feelings
concerning life and death. The interviews showed an
importance of offering hope. But, in order for hope to be
assimilated without evolving into a demand, it must
comply with a person’s knowledge. Since our interviews
were unstructured the patients decided what to share.
They rarely mentioned the word hope but the phenom-
enon of hope was present in their stories. When talking
they rather expressed concrete and symbolic ways to
handle uncertainties. We found symbolism as well as
concrete examples of actions, people or issues placed in
between the present moment and possible death. It
could be the surgeon symbolizing a personalized hope
through magnificence “he will save me” or an activity
plan of what to do between today and a possible
relapse. A theory of equilibrium of hope shows how
people create instinctive compensatory strategies to
increase the existential hope, including the denial of
life-shortening information or by increasing momentary
enjoyments of life (Thulesius, Hakansson, & Petersson,
2003). One way to interact with patients on this subject,
in line with Momentary contentment (Sandén, Harrysson
et al, 2015), is to accept and respect the disease,
patients’ knowledge and beliefs and to simultaneously
accept that life with all its surprises, positive and

negative, may go on. There is a need for more research
on patients with possible deadly diseases, but where the
present individual prognosis looks fairly good, and to
position hope within a contented safety-enhancing
context.

Crisis management by middle consciousness and
symbolic actions

A person’s subjective life situation experience is more
important to subjective quality of life than the actual life
situation. This refers to both medical and psychosocial
factors, such as perceived health, close social relation-
ships and perceived financial situation (Haller & Hadler,
2006). In other words, self-care and psychosocial inno-
vations ought to be of great importance to healthcare
improvements. By a Middle consciousness approach one
can place illness in a standby mode and thereby sepa-
rate sick from healthy; seeing disability when help is
needed, and not seeing it when help is not needed.
Momentary contentment indicates how it is possible to,
at one point, act with helpfulness and then, at another
point, treat the same person as fully fit, thus allowing all
parts of a person affected by cancer to exist side by side
(Sandén, Harrysson et al, 2015). In the cancer patient
interviews we found small activities of health and nor-
malcy to be symbolically helpful for patients in defining
their healthy selves in relation to their illness and their
symptoms. For example, while hospitalized they were
doing something healthy like making a sandwich or
changing clothes. This proved of great value in allowing
the complete person to exist, the sick part alongside
with the cancer part of oneself. Other examples were to
allow fear to be expressed during a specified time frame
or to keep a healthy part of social life alive while being
hospitalized. These symbolical approaches were similar
to Momentary contentment strategies but non-reflected
and fragmentized. By bringing together Momentary con-
tentment strategies with patient narratives we may be
able to create new supportive tools; perhaps a pick and
use manual in how to use different symbols, rituals and
approaches in a personalized manner.

Altruism induced contentment

In a summary of various research data on altruism a
strong link is found between altruism and wellbeing,
happiness, health and longevity-as long as helping
others does not overwhelm a person. Altruism results
in positive social inclusion, in distraction from personal
problems and self-centred anxiety, in increased well-
being combined with experiences of meaning and pur-
pose and in a more active lifestyle. People who are
involved in helping others generally describe their self-
esteem as better than those not involved in such activ-
ities (Post, 2005). In a setting where helpfulness is based
on altruism, each situation contributes to greater
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contentment for those involved. Altruism contributes to
increased safety feelings for both those being helped
and for those who do the helping. Each time altruism is
practiced it increases a trust that you will not stand
alone for future needs of help (Sandén, Harrysson
et al, 2015). In our patient interviews this wish was
expressed as a “need to be needed”. There is a need
for a supportive psychosocial context. Support groups,
for example, increase patient empowerment and lead to
greater participation, increased search for knowledge
about the disease and generally improve the patients’
abilities to navigate their disease (Weis, 2003).

Inclusive contentment

A prerequisite for Sense of Safety-a feeling of enhanced
safety in a community or group-is an ongoing inclusion
process. Inclusion is established when individuals have a
sense of belonging to a group and perceive themselves
to be a distinct and unique member of it. This must be
combined with a group responsibility of including the
individual, rather than the individual connecting to the
group (Jansen, Otten, van der Zee, & Jans, 2014; Shore
et al., 2011). If the group does not take responsibility for
such inclusion, it may lead to marginalisation of people
who do not fall within the behavioural norms of the
group (Ytterhus, 2012).

Momentary contentment theory explains how stra-
tegies for upholding heterogeneity strengthen inclu-
sion processes within groups. Such strategies
combine belonging with authenticity and include
techniques for dealing with heterogeneity (Sandén,
Harrysson et al., 2015). Many of these strategies can
be modified to fit modern healthcare and be imple-
mented within patient groups. By, for example, mix-
ing different diagnoses in a group, many of the
homogeneity problems of “not fitting in”, “being dif-
ferent” or “not being sick enough” that were apparent
in our patient interviews are reduced.

Humour and contentment

There are many testimonies of conversations between
doctors and patients where serious health aspects are
reflected in and by humour:

| think that what we regard as funny and what we
regard as witty and sometimes sarcastic, are all part of
what we regard as humorous. Whether or not some-
thing is humorous is whether or not it makes us giggle
or smile or laugh. It's interesting that there is a substan-
tial literature about the health benefits of laughter. You
sometimes hear the adage that laughter is the best
medicine, so putting humour and laughter together is
important. (Geriatrician Cornelius Foley, NYC, in inter-
view about palliative care and humour, Monahan, 2015)

Humour is a Momentary contentment strategy contain-
ing both laughter and affirmation. Through humour a

victimized person is drawn towards the present
moment. This gives little room for dwelling and for
expressions like “it will probably get better” or “time
heals all wounds”, described by several cancer patients
as provoking. Confirmation is rather created in laughter
and contributes to contentment and an inter-subjective
confirmation “I know you know | know” without a need
to talk about what has happened (Sandén, Harrysson
et al, 2015). During the patient focus groups, we
observed similar confirmations where humour was
used to move on and cope with situations.

Nature brings contentment

Sceneries bring another kind of support. Momentary
contentment theory shows how people’s relationship to
nature, although different, bring similar internal power
enhancement (Sandén, Harrysson et al., 2015). The role
of nature did not come up as an issue in our study of
cancer patients, but there are several studies that show
nature’s role as a healing force (Sandén, Harrysson et al.,
2015; Strang, 2007). Aside from specialized green reha-
bilitation stations, hospitals very often miss the point of
nature’s role in people’s minds. Technology exists, both
interactive and non-interactive, that can create environ-
ments that partially fill a similar function, for example
moving panoramas. By an innovative linking of techni-
cal, medical and psychosocial knowledge we have a
unique multi-disciplinary potential to contribute to bet-
ter psychosocial health among patients and families.

Bridging knowledge

Above are areas of possible innovative fits between
Momentary contentment strategies and cancer patients’
testimonies on a general level. In order to make them
become non-fragmented innovation processes these
areas need to be linked together in a personalized
manner for individual patients. Already existing psy-
cho-pedagogical tools to increase knowledge about
the disease show that specific and clear disease informa-
tion increases patient empowerment and participation.
From participation grows knowledge (Alden, 2014;
Kane, 2014; Schmidt et al., 2015). There are several
studies as well as patient testimonies pointing to the
importance of patient participation and self-action in
both diagnostic and treatment processes (deBronkart,
2011; McDonald, Bryce, & Graber, 2013). However, we
argue, there is a need to design solutions as a whole and
not look at each issue separately.

Future research

The presented areas, aligned in comprehensive pro-
grammes allowing patients to be active as well as inter-
active, are potential innovations in today’s fragmented
healthcare. We suggest that the modification of
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Momentary contentment theory to fit with cancer patients
Navigating a new life situation outlined in this paper is a
starting point of an explorative implementation route for
the presented areas into a healthcare context. There is
certainly a need to further investigate active patient
centred health promoting processes and structures in
the continuum of care. Nonetheless, as problematized
in May’s (2013) studies of innovation processes within
social and health contexts, resulting in the
Normalization Process Theory (NPT), there are a number
of difficulties when it comes to promoting change in
health care contexts. The NPT is suggested to provide
understanding of the actual work that goes on in the
socio-political context as well as the socio-technical prac-
tices. There are both structural and process-related diffi-
culties obstructing implementation to be addressed in
general as well as in specific situations (May, 2013;
Nilsson, 2014). Furthermore, as concluded by Page
(2014, p. 230) “the best way to innovate is from getting
people together with different skill sets and devising
questions that need to be answered.” Hence, it includes
patients, relatives, staff, politicians and researchers as well
as future, yet unknown actors. By combining Momentary
contentment theory (Sandén, Harrysson et al,, 2015) and
Patient Process Orientation (Nilsson, 2014) with NPT
(May, 2013) and a health navigation design perspective
we suggest that contentment enhancing innovation
practices such as virtual communities of practice
(Wenger, 2000) or fluctuating support networks (Holton,
2007) is an approach well worth trying.

Conclusion

By analysing interview and observational data using
grounded theory we found similar everyday challenges
between people in Arctic Norway and Swedish cancer
patients. In Arctic Norway, Momentary contentment the-
ory is the grounded theory conceptualization that
explains how creating a Sense of Safety and room for
activity and joy in the present yields well-being. We
suggest that implementing Momentary contentment
approaches for cancer patients would help them to
improve Navigating a new life situation. This would be
achieved through an adaptive view on time in combina-
tion with cognitive tools helping patients to act on what
is possible to influence and to simultaneously let go of
that which is not. Thus, “space-of-moments” with a
Sense of Safety can be created in an unpredictable con-
text. Patients’ tactics could change from today’s frag-
mentized attempts to the concrete and explainable by a
user's manual of Momentary contentment strategies that
also would make it easier for patients, family and friends
to understand the patient’s situation and actions.
Finally, we suggest that through a health navigation
design, the contentment safety-enhancing mechanisms
from Momentary contentment theory may contribute to
capacity building and eventually enhance quality of life.
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