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ABSTRACT

Chronic pain — pain that recurs or persists for more than 3 months — affects
about a fifth of the population. It is an escalating public health problem and
one of the most common reasons for seeking health care as well as being absent
from the workplace. This thesis comprises four studies with the overall aim of
increasing the understanding of chronic pain, sick leave and return-to-work
(RTW) experiences, evaluating a remote person-centred intervention and
exploring health care utilization patterns. Both quantitative and qualitative
approaches were used to achieve the aim using different perspectives. Study I
and II employed a qualitative research design with the aim of describing and
interpreting the experiences of persons living with chronic pain and being on
sick leave due to pain, as well as exploring the meaning of support in their
process of returning to work. Study III is a randomized controlled trial
evaluating whether a person-centred intervention increases self-efficacy and
RTW in persons on sick leave due to chronic pain. Study IV is a register-based
secondary analysis examining health care utilization among the participants in
the trial.

Recognition of patients’ experiences of chronic pain is crucial for providing
appropriate care and support during their sick leave. Study I and II revealed
that sick leave due to chronic pain jeopardizes a person’s identity and integrity,
which leads to significant suffering. Feelings of being invisible and unjustly
treated dominated among the participants. Being able to work was of great
importance to them. However, the RTW process was often experienced as a
solitary struggle, consisting of fragmented interventions and poor
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collaboration among stakeholders (e.g. employers, the social insurance system,
the health care system). Participants whose workplace relationships were built
on trust, recognition and collective responsibility felt valuable and capable,
which was seen as fundamental to reintegration into the workplace after sick
leave.

Study III included 59 participants randomized into two groups, a control group
receiving usual care and a group participating in a person-centred care
intervention as an add-on to usual care. At 6 months’ follow-up there was a
significant difference between the groups, favouring the intervention group.
This suggests that a person-centred intervention influences self-efficacy and
sick leave in persons with chronic pain. Study IV showed frequent utilization
of health care, averaging 19 health care contacts per person during a 6-month
time frame. Primary health care accounted for most of the contacts, and
physicians followed by physiotherapists were the most consulted health care
professionals.

In conclusion, this thesis highlights the profound personal impact of chronic
pain. Being on sick leave is challenging and often leads to suffering and
fragmented support, while trustful and collaborative stakeholder relationships
are essential for a successful RTW. The findings also suggest that a person-
centred intervention can play a protective role, mitigating a decline regarding
self-efficacy and sick leave among individuals living with chronic pain.
Understanding the high frequency of health care utilization is crucial and
reflects the substantial care needs of individuals with chronic pain, warranting
further research to optimize future health systems and sustainable pain
management strategies.

Key words: Chronic pain, Person-centred care, Return to work, Sick leave,
Self-efficacy, Capability, Telehealth, eHealth, Qualitative research,
Phenomenological hermeneutics, Randomized controlled trial, Health care
utilization
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SAMMANFATTNING PA SVENSKA

Smirta ar en erfarenhet som de allra flesta ménniskor upplever vid ett eller
flera tillfallen under livet. Omkring 20% av befolkningen lider av langvarig
smarta, smarta som varar eller aterkommer under tre manader eller mer.
Langvarig smaérta utgor ett vixande globalt folkhélsoproblem och ér en av de
allra vanligaste orsakerna bade till att ménniskor soker sjukvard samt till
franvaro frén arbete.

Denna avhandling omfattar fyra delstudier, dir det Gvergripande syftet ar att
fordjupa forstdelsen for erfarenheterna av att vara sjukskriven for langvarig
smirta och att aterga till arbete efter sjukskrivning, samt att utvdrdera en
personcentrerad intervention pa distans. Bade kvalitativa och kvantitativa
metoder anvénds for att belysa och svara pa syftet utifran flera olika perspektiv.
Studie I och studie II har en kvalitativ ansats for att beskriva och tolka
upplevelser och erfarenheter hos personer som ér eller har varit sjukskrivna for
langvarig sméarta samt betydelsen av stdd i deras process att aterga till arbete.
Studie III &r en randomiserad kontrollerad studie som utvédrderar om en
personcentrerad intervention kan péverka tilltro till egen formaga samt
atergang i arbete hos personer som &r sjukskrivna for langvarig smaérta.
Slutligen utgdrs studie IV av en registerbaserad sekundéranalys som
undersoker vardanvéndningen hos deltagarna i den randomiserade studien.

Resultaten frén studie I och II visade att sjukskrivning till foljd av ldngvarig
smarta utgdr ett hot mot en persons identitet och integritet, vilket leder till ett
omfattande lidande dir upplevelser av att vara osynliggjord samt oréttvist
behandlad var aterkommande. Férmégan att kunna arbeta och vara delaktig i
arbetslivet upplevdes som mycket viktigt for deltagarna. Sjdlva atergangen till
arbete ddremot upplevdes ofta som en kamp, en ensam sadan, priglad av
fragmenterade insatser och bristande samarbete mellan de olika aktérerna
involverade i dtergangen. Deltagarna som upplevde tillgang till fortroendefulla
relationer och en kénsla av gemensamt ansvar och samarbete med dessa aktorer
kande sig bade vardefulla och kapabla, vilket forstods som avgdrande for att
kunna aterga till arbetslivet efter sjukskrivning. Studie III inkluderade 59
deltagare fordelade pa tva grupper (30 respektive 29 deltagare) dar
kontrollgruppen fick sedvanlig vard och interventionsgruppen utéver detta
dessutom deltog i en personcentrerad insats pa distans. Vid sex ménaders
uppfoljning ségs en signifikant skillnad mellan grupperna, till fordel for
interventionsgruppen. Resultaten tyder pa att en personcentrerad intervention
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pd distans positivt paverkar tilltron till sin egen formiga samt
sjukskrivningsgrad hos personer med langvarig smarta. Studie IV visade pé en
frekvent virdanvindning av deltagarna i studie III, med i genomsnitt 19
vardkontakter per person under den sex ménader ldnga studieperioden.
Majoriteten av dessa kontakter skedde inom primérvarden, dér lékare foljt av
fysioterapeuter var de mest frekvent kontaktade yrkesgrupperna.

Sammanfattningsvis sd belyser denna avhandling den omfattande personliga
paverkan som langvarig smérta och sjukskrivning utgor, och synliggor att det
ar en utmanade process kantad av lidande och bristfalligt stod. Fortroendefulla
och samordnade relationer med involverade aktdrer framstar som avgorande
for en lyckad atergang till arbetsmarknaden. Resultaten indikerar att en
personcentrerad intervention kan ha en skyddande effekt genom att forebygga
forsamrad tilltro till sin egen formaga samt sjukskrivning, ett betydelsefullt
fynd for utvecklingen av framtida kliniska insatser riktade till denna ofta
sérbara patientgrupp. Dartill &r kunskap om och forstaelse for vilken typ av
vardanviandning denna grupp har av stor vikt, samt motiverar ytterligare
forskning for att optimera framtidens hélso- och sjukvéardssystem som
mojliggdr en hallbar smartvard, bade i nutid och framtid.

Nyckelord: Lingvarig smirta, Personcentrerad vérd, Aterging i arbete,
Sjukskrivning, Tilltro till egen formaga, Kapabilitet, Digital vard, eHélsa,
Kvalitativ =~ forskning, Fenomenologisk  hermeneutik, = Randomiserad
kontrollerad studie, Vardanviandning
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PROLOGUE

When [ was a kid [ wanted to be a biologist, just like my parents. But life works
in mysterious ways and I didn’t end up going to university for a biology degree.
Instead, being an avid athlete and unfortunately having to go through a fair
share of sports injuries, I turned my interest towards physiotherapy. I
remember thinking that in health care, that’s where you can make a difference
for other people.

This is a thesis in Health and Care Sciences. The University of Gothenburg
describes health and care research as resting on the attention and understanding
of people’s perceptions and experiences of disease, suffering and illness. It
examines recovery, preservation and promotion of health and wellbeing while
looking at people’s health and wellbeing from a social, cultural and
organizational perspective. The core of the thesis includes questions that
address the circumstances surrounding the encounter between patient and
health care professional (HCP).

The Swedish Research Council describes the many points of contact between
and across the health and care sciences and physiotherapy. Like the health and
care sciences, physiotherapy aims to promote health and reduce suffering, with
a focus on maintaining or restoring movement abilities. Both sciences rely
heavily on non-pharmacological methods of treating illness, as well as
concerning themselves with how people can live a manageable life considering
the consequences of illness and treatment.

With this thesis I hope to be able to bind these two knowledge and research
traditions — the health and care sciences, and physiotherapy — together. My
profession as a physiotherapist and my interest in the human body will
hopefully shine through in this work. Inevitably, when in chronic pain, our
relationship with our bodies and how we use our bodies is shaken — to the core.
I hope to contribute to making a difference to others, which led me on to this
path in the first place.
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1. INTRODUCTION

“Why is there still so much pain and suffering being produced when
there’s so little demand for it?”
Ashleigh Brilliant, 1933-, British author and cartoonist

Have you ever stubbed your pinky toe on a table leg? Bent forward to grab
something on the floor and felt a sudden, sharp stabbing sensation in your
lower back? Or maybe experienced that lurking, insidious headache after a
long day at the office? It appears you are in good company. Most people react
to the sensation of pain and have experienced pain at some point in their lives.

Pain is a fundamental human function. From an evolutionary point of view
pain is important for our existence. Our nervous system is sensitive to pain as
a value of survival, as we cannot afford to miss out on information on tissue
damage. Pain strongly motivates us to retreat from potentially dangerous
situations (Backryd & Werner, 2021c¢). This becomes evident in persons born
without the ability to feel pain, i.e. with congenital insensitivity to pain, an
array of (very rare) diagnoses that often lead to premature death, as these
children lack protective impulses. Consequently they frequently injure
themselves severely through burns and fractures, and contract infections that
may go unnoticed (Al Amroh et al., 2020). Therefore, our sense of pain is
necessary, yet pain is often an unpleasant experience.

As will be discussed later in this thesis, pain is not only unpleasant, but also a
subjective experience. This implies that how pain is experienced is unique and
varies from person to person. What is also unique is a person’s competence
regarding themselves, their symptoms, needs, resources and expectations when
it comes to their own health and wellbeing. That a person is an expert on their
own health and situation is often considered a bedrock of the ethics of person-
centred care (PCC) (Leplege et al., 2007).

Belonging to the human species means, it seems, that we cannot live without
pain; at the same time it is associated closely with suffering. In this thesis I will
try to explore the place for PCC as one piece of the puzzle towards achieving
a good and valuable life when forced to live alongside pain.
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2. BACKGROUND

“We have conquered pain!” — People’s Journal, London; 1846, on
Robert Liston’s first public operation using ether as an anaesthetic
during an amputation of a patient’s leg

PAIN

A BRIEF HISTORICAL OVERVIEW

The way we have viewed pain and chronic illness through history is of great
importance in this thesis, and our understanding of pain in Western society
today is deeply rooted in the legacy of ancient civilizations (Vincenot et al.,
2025). Since it has shaped our behaviour, and our perception and treatment of
pain to this day, a short walk through the fascinating, important, yet terrifying
history of pain is warranted.

The English word pain has its first known use dating back to the 14™ century.
It stems from the Middle English and Anglo-French word peine meaning
suffering and the Latin word poena meaning penalty or punishment (and in turn
from the Greek word poine meaning payment, penalty, recompense) (Merriam-
Webster, 2024). That pain and suffering are closely related also becomes
evident when looking at the development of languages; in German the word
for heart, Herz, thymes with the word for pain, Schmerz. The same pattern
follows in Swedish, where Ajdrta thymes with smdrta, and in French, where
ccoeur thymes with douleur (Backryd & Werner, 2021c). Modern-day English
has many words to describe different characteristics of pain. The McGill Pain
Questionnaire lists 78 different words for describing pain, with just a few
examples being radiating, nagging, tingling, stabbing, pressing and splitting
(Melzack, 2005).

There has been a search for an explanation of and a remedy for pain as far back
as we can find human documentation. Homer’s work The Odyssey, written in
800 BC, contains references to using opium as a way of forgetting one’s
worries and soothing pain (Booth, 1996). Opium had been known for
thousands of years throughout Asia; however, mostly it was being used for
pleasure or recreation. In South America coca leaves have since ancient times
been used for chewing as a local anaesthetic and pain relief (Peterson, 2013).
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In early Greek history, Plato and Aristotle considered pain not one of the five
senses, but instead an emotion, closely linked to pleasure among the passions
of the soul (Dallenbach, 1939). Hippocrates proposed that ill health, including
pain, was a result of an imbalance within the vital fluids of the human body
(blood, phlegm, yellow and black bile) and the goal of treatment was to restore
the balance among these fluids (Kalachanis & Michailidis, 2015). This
included a range of treatments to achieve equilibrium between the body, the
soul and the surroundings, presenting an early concept of the importance and
the reciprocal relationship between the mind and body in regard to health
(Peterson, 2013). Interestingly, theory of science in early physiotherapy also
has its roots in ill health seen as a result of disharmony of the body. The
physiotherapy pioneer Per Henrik Ling proposed in the 1800s that the body
consisted of three basic forms, or agents; chemistry, mechanics and dynamics,
and a strive for equilibrium among the three was vital for the whole and the
health of our organism (Ottosson, 2007).

In Roman times, religion played an increasing role in medical practice, and
engagement in religious rites was common (Peterson, 2013). This continued
throughout the Middle Ages and into the early modern period. In Europe the
practice of medicine was dominated by Christianity, therefore mainly by
religious men. Pain and pain medicine were often intertwined with sin,
superstition and divine punishment (Cleghorn, 2023). The pain of childbirth
for example should not be eased, as pain was a necessity, a law of nature, and
a sort of punishment for the female gender that was responsible for all the
world’s sins — this was just the role of the woman in life (Cleghorn, 2023). The
view of pain as a punishment held on for a long time (in some ways it still
persists today); however, in 1957 Pope Pius XII met with anaesthesiologists at
an international symposium entitled “Anaesthesia and the Human
Personality”. When questioned on the use of opioids at the end of life to reduce
suffering, he declared that there was no moral obligation in the spirit of faith
to withhold pain medication that could alleviate suffering (Martin et al., 2020).
Therefore, at least for the past 70 years pain has not had to be seen as a
chastisement.

During the Renaissance the strong position of the church in European society
was weakened. This opened up the possibility for closer anatomical
examination of the human body through dissection of corpses, resulting in
great advances in our understanding of anatomy and physiology (Peterson,
2013). Professor of Surgery and Anatomy Andreas Vesalius published the
anatomical “showstopper” De Humani Corporis Fabrica in 1543, a highly
detailed work and generally considered an anatomical breakthrough (Peterson,
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2013). Recognized as a predecessor of neuroscience, Vesalius’ work, with its
influence on medical and neurological knowledge, is still highly relevant over
five centuries later (Splavski et al., 2019).

In the 17" century a revolutionizing intellectual and philosophical movement
started in Europe — the Age of Enlightenment. Through an array of influential
philosophers and scientists such as Voltaire and Newton, medicine began to
distance itself further away from myths and superstition and instead aligned
with science, rational thinking and reasoning (Margo & Harman, 2023). In
1664, French philosopher René Descartes came up with an early pain theory
model including his explanation of the “pain pathway”. It proposed that pain
was a disturbance that passed from the skin along nerves until it reached the
brain, and could be compared to the instant sound of a bell attached to a cord
that is tugged (Moayedi & Davis, 2013). Descartes was very early in proposing
that pain was related to the brain. He also suggested that not only sensory
information but also motor actions were transmitted through nerves. Thus, our
foot touching a dangerously hot flame (Figure 1) elicits both pain and the motor
response of moving the foot away from the fire as a means of protection
(Moayedi & Davis, 2013). Others followed exploring this model, including
Charles Bell who in 1811 proposed that there were different sensory receptors,
each one responding to different types of stimuli (or external excitement) (Bell
& Shaw, 1868).

Unfortunately, Descartes also presented his thoughts on mind and body as what
is today known as “Cartesian dualism”. This implied that the mind and body
are two distinct and different entities leading separate lives and do not exist in
unity (Mehta, 2011). This notion of separation restricted the understanding of
health and wellbeing for a long time. The dualism idea is to some extent still
alive today, also in medicine, despite refutation by both health practitioners
and philosophers (Mehta, 2011) and a consistent movement towards the
biopsychosocial model. I will return to the biopsychosocial model and its
importance later on.

Back to pain, in the 1800s there were rapid advances in pain medicine through
anaesthesia such as chloroform, ether, and nitrous oxide (commonly called
“laughing gas”) which came into widespread use. French chemists isolated the
analgesics morphine and codeine from the opium flower, as well as the muscle
relaxant quinine from the cinchona tree; however, these were often linked to
severe side effects due to dosage issues (Peterson, 2013).
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Figure 1. Illlustration of the pain pathway in René Descartes’ Traite de ’homme
(Treatise of Man) from 1664. The fibre running from the foot to the cavity in the head
is tugged, or activated, by the heat of the flames and makes the muscles contract.

In the 1900s, research into pain and the role of the brain and the nervous
system, as well as the publishing of articles and textbooks continued at full
speed. One groundbreaking event was when Ronald Melzack and Patrick Wall
introduced their Gate Control Theory of Pain in 1965 (Melzack & Wall, 1965).
They proposed a gate mechanism in the dorsal horn of the spinal cord that
modulates afferent (incoming) information of nerve impulses from the
periphery to the brain, thereby activating the excitatory effect. This gate
mechanism is controlled by large and small fibre activity. Simplified, it can be
described as a mechanism whereby nerves carrying non-painful sensations
(touch, vibration or pressure) can overthrow or reduce the input from nerves
conducting painful stimuli through inhibitory actions, i.e. through closing the
“gate” (Moayedi & Davis, 2013). Melzack and Wall concluded that the pain
response is influenced by psychological factors such as emotion, attention and
past experiences (Melzack & Wall, 1965). Thus, they re-introduced and
reinforced the view of pain from a mind-body perspective — something we
know and work with to this day.

In physiotherapy, the Gate Control Theory has received widespread attention,
with implications for care, mainly through the practice of transcutaneous
electrical nerve stimulation (TENS). This is a non-invasive (administration is
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through the skin) method of symptomatic pain relief through the conduction of
electrical currents stimulating peripheral nerves (Johnson, 2021), thus
inhibiting the activity of painful stimuli as described above.

Concluding this section with the Gate Control Theory is exciting for me
personally as this was my own first encounter with non-pharmacological pain
relief when, an athlete on a physiotherapy examination table 15 years ago, I
was treated with TENS for a stubborn muscular tear in my calf — at the time I
did not know what physiological mechanism was involved. However, leaving
history behind, the following section takes a deeper look at pain and,
specifically, chronic pain, and its definition, categorization and consequences.

DEFINITION AND CATEGORIZATION

DEFINITION
In 1974 the International Association for the Study of Pain (IASP) was
founded, and in 1979 it recognized the need for consensus and established the
first definition of pain: “an umpleasant sensory and emotional experience
associated with actual or potential tissue damage, or described in terms of
such damage” (IASP Subcommittee on Taxonomy, 1979).

This definition has during the years provided guidance to a common semantic
understanding of pain (Aydede, 2019). However, it has also received criticism
and voices have been raised concerning the need to clarify and restate the
definition (Anand & Craig, 1996; Aydede, 2019; Cunningham, 1999). As there
have been many advances in the understanding of pain since 1979, the IASP
in 2018 formed a multi-national, multidisciplinary task force tasked to re-
evaluate the definition (Raja et al., 2020). Following their work, the definition
of pain was revised for the first time in 2020 with input from many
stakeholders, including persons in pain, and now reads as follows: “an
unpleasant sensory and emotional experience associated with, or resembling
that associated with, actual or potential tissue damage” (IASP, 2020).

The definition is expanded upon by the addition of six key notes:

1. Pain is always a personal experience that is influenced to varying
degrees by biological, psychological, and social factors.

2. Pain and nociception are different phenomena. Pain cannot be inferred

solely from activity in sensory neurons.

Through their life experiences, individuals learn the concept of pain.

4. A person’s report of an experience as pain should be respected.

W
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5. Although pain usually serves an adaptive role, it may have adverse
effects on function and social and psychological wellbeing.

6. Verbal description is only one of several behaviours to express pain;
inability to communicate does not negate the possibility that a human
or a non-human animal is experiencing pain.

The 2020 definition can be considered something of a paradigm shift. Pain is
now recognized as subjective; it is unique for each person, and it has a
profound sensory and emotional dimension to it (Backryd & Werner, 2021c).
The definition also recognizes that pain can be experienced without any
identifiable damage to the tissues (Cohen et al., 2021) and that the person in
pain does not have to have the ability to verbally report the pain, as is the case
among infants, persons in a coma or those living with dementia, for example
(Anand & Craig, 1996).

CATEGORIZATION
Pain is often categorized into a triad — nociceptive, neuropathic and nociplastic
pain — depending on the mechanism:

Nociceptive pain: pain arising from tissue damage or potential tissue
damage. Examples of nociceptive pain are degenerative changes such as
osteoarthritis, trauma such as burns or muscle tears, and visceral pathology
such as pancreatitis or renal stones (Cohen et al., 2021).

Neuropathic pain: pain arising from disease or injury to the nervous
system, often associated with sensory abnormalities such as numbness or
allodynia. Examples of neuropathic pain include effects on the nerve or
nerve root such as experienced with multiple sclerosis, carpal tunnel
syndrome or diabetic neuropathy (Cohen et al., 2021).

Nociplastic pain: pain that is mechanistically different from nociceptive
and neuropathic pain or has components of altered nociceptive pain
mechanisms (Kosek et al., 2021). However, the underlying mechanisms
are not fully understood and mapped out. It is thought that maladaptive
changes affect sensory travel through the nervous system and its
processing and modulation. Nociplastic pain includes conditions such as
fibromyalgia and non-specific back pain or tension-type headache (Cohen
et al., 2021; Fitzcharles et al., 2021). It is also important to recognize that
nociplastic pain often occurs together with or superimposed on other pain
mechanisms, i.e. neuropathic and nociceptive pain, such as in osteoarthritis
(Kosek et al., 2021).
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Pain is also categorized into acute, chronic and cancer-related pain:

Acute pain occurs with tissue damage that is related to trauma, surgery,
rheumatic illnesses, etc. It is a symptom and it is temporary; this means it
will resolve after the tissue damage has healed (Bickryd & Werner,
2021c).

Chronic pain refers to pain in one or more anatomical regions that persists
or recurs for longer than 3 months (Treede et al., 2019). Chronic pain has
an important role in this thesis, and the next chapter is designated to
provide a deeper look into its epidemiology, mechanisms, management
and consequences.

Cancer-related pain is the third category in this traditional trichotomy and
is traditionally viewed separately from non-malignant pains. This has at
times been disputed, as although the mechanisms and management of pain
do not necessarily differ between cancer and non-cancer pain (Cohen et
al., 2021) the possibility of death and the reminder of our mortality can
affect the experience of pain. Cancer being a deadly disease, this pain
category brings an additional existential dimension that should be taken
into consideration in assessment and care (Béckryd, 2024).

TERMINOLOGY
Before moving on, I will shortly touch on terminology, as what we say and
how we say it matters. In Sweden we have refrained from using the term
“chronic pain” (kronisk smdrta), as the word “chronic” may imply that the
condition is incurable (Béackryd & Werner, 2021c). Instead, the condition is
usually referred to as “long-term pain” (ldngvarig smdrta). However, in this
thesis and the studies comprising it, the term “chronic pain” is used throughout.
The reason for this is that the international research community still uses
“chronic pain”, for example in the Lancet series from 2021 (Cohen et al.,
2021), which also is the term used in the newest version (11" revision) of the
International Classification of Diseases (ICD) (Treede et al., 2019).
Nevertheless, hopefully in the future other terms, such as “long-term pain”,
“persistent pain”, or “intractable pain” meaning pain that is stubborn or hard
to deal with, but not impossible to overcome, will be more prominent both in
the clinic and in research. Borsook et al. proposed the concept of “pain
stickiness” as a sort of nickname for persistent pain that is stubborn to
treatment (Borsook et al., 2018). Referring to pain as “sticky” is in many ways
more appealing than describing it as “chronic”.

11
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How we use our language is important when it comes to pain; linguistic
metaphors can have positive or negative connotations. This can become
problematic when we speak about pain and it might require reconfiguration
towards constructive metaphors focusing on health and wellbeing (Johnson et
al., 2023). To take a Swedish example from my own clinical background
working with pregnant women, foglossning is a term colloquially used for
pelvic girdle pain. Foglossning in Swedish literally means joint
disengagement, which might suggest to the patient that if they take one wrong
step their hip just might dislocate. In my clinical experience, using this kind of
terminology can cause more harm than good. If the patient believes their hip is
going to dislocate at any moment, this might create or worsen a fear avoidance
behaviour. They may possibly refrain from exercise and movement, both of
which as we know can decrease the severity of pelvic girdle pain during and
following pregnancy (Davenport et al., 2019). If we in a Swedish context
instead use the word bdckensmdrta, pelvic pain, we do not induce fear or
spread problematic information through the use of misnomers.

The same argument applies to use of the word chronic. It can leave the patient
with a false validation that the pain is never, ever, going to get any better during
the course of their lifetime. As such, there is a need for constructive language
of the understanding of pain beyond the neuro-mechanistic lens, otherwise,
pain metaphors can become insidious. Promotion of positive and constructive
pain metaphors is urgently needed, for example through the social media
(Johnson et al., 2023).

CHRONIC PAIN

PAIN PHYSIOLOGY

As the above categorization of pain infers, chronic pain differs from acute pain.
In fact, it is a whole other story. Acute pain has survival value as a signal of
illness and tissue damage and plays an important role in healing and avoiding
further injury. By contrast, chronic pain carries little evolutionary benefit or
protection (Cohen et al., 2021). There is no clear threshold, but chronic pain is
usually defined as pain that persists or recurs for more than 3 months (Treede
et al., 2019). Chronic pain of moderate to severe intensity affects 19-20% of
the population in Europe and North America (Breivik et al., 2006; Dahlhamer
et al., 2018; Harker et al., 2012). Common chronic pain conditions include
fibromyalgia, osteoarthritis, irritable bowel syndrome (IBS), low back pain,
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migraine, pelvic pain and neuropathic pain conditions (Béckryd & Werner,
2021c).

But what makes pain change from acute to chronic when it has no apparent
value for us? The pathophysiological processes and mechanisms behind
chronic pain and its development are not fully mapped out, and also vary
between different conditions (Kjer Jensen et al., 2021). Chronic pain is
complex and multidimensional, and associated with alteration and
sensitization of both the peripheral and the central nervous system (Cohen et
al.,, 2021). The fact that the nervous system is neuroplastic (i.e. has the
possibility to make adaptive structural and functional changes) is important in
adaptation after an injury or illness. However, neuroplasticity can also become
dysfunctional and create maladaptive changes (Kjar Jensen et al., 2021). A
number of mechanisms and pathways are believed to play significant roles in
pain chronification, including dysfunction of pain processing through
amplification of pain signals or decreased inhibition of pain stimuli, or both
(Fitzcharles et al., 2021).

Neuroinflammation and glial cell activation have also been found to be
potential drivers in the chronification of pain (Ji et al., 2018), as well as driving
changes such as impaired or increased activity in the glymphatic system
(Riimenapp et al., 2023; Zhang et al., 2023). Another mechanism involves the
impact of learning and memory, as there is an overlap between the areas where
structural and functional changes associated with chronic pain take place, and
the brain for learning and memory. This can lead to so-called “long-term
potentiation”, a process where synaptic connections between neurons increase
in strength with frequent and recurring activation. This process now involves
a memory of pain and/or an inability to extinguish painful memories
(McCarberg & Peppin, 2019). Alongside these biological adaptations, a range
of other factors including genetic, environmental or personality-related factors
interact and add to the complexity in aspects affecting the chronification of
pain (Kjer Jensen et al., 2021).

What we also know is that pain is a constant high priority for the central
nervous system and we do not “get used to” nociceptive stimuli in the same
way as we habituate to stimuli from several of our other sensory systems. If
you are exposed to a repeated noise or smell, you will adapt with time and so
will your central nervous system. This means that the reactions to the stimuli
will become smaller and smaller. However, pain signals will very rarely be
neglected. Therefore, acute pain can quite easily become chronic through the
way our nervous system is wired (Backryd & Werner, 2021a).
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RECOGNITION OF PAIN AS A DISEASE

Chronic pain is today recognized as a disease in its own right, beyond being
just a symptom (Treede et al., 2019). But it has not always been this way. The
ICD is a system that has been in place for over 100 years, used globally to
classify and provide statistics on causes of morbidity and mortality (WHO,
n.d.). Its tenth revision (ICD-10) is currently used for diagnostics in the
Swedish health care system (National Board of Health and Welfare, 2025b).
This as well as previous versions of the ICD have received criticism for the
lack of representation of chronic pain conditions and availability of appropriate
diagnostic codes for pain (Treede et al., 2019). Either the chronic pain
conditions have not been coded at all, or they have been coded inconsistently
and unpredictably, through creativity of the coder (Smith et al., 2019).

However, a new and revised version, [CD-11, adopted in 2019 by the World
Health Organization (WHO), came into effect in 2022 (WHO, n.d.). This
version constitutes a considerable change for the field of pain medicine as the
WHO and a task force from the IASP have worked together to classify pain in
a systematic way (Treede et al., 2019). For the first time the ICD contains a
coding system for chronic pain comprising seven codes including one for
“chronic primary pain” (MG30.0) where chronic pain is the disease. This is
followed by six subcodes for chronic secondary pain syndromes, where
chronic pain has developed in the context of another disease. The aim of the
new classification system is to improve pain research, health policy decisions
and patient care (Treede et al., 2019). Additionally, the importance of
psychological and social (or environmental) contributors of chronic pain is
exemplified and can be documented with an extension code in the new
classification system (Treede et al., 2019). We will take a little closer look at
the biopsychosocial aspects in the next section.

BEYOND THE BIOMEDICAL PERSPECTIVE

An important trans-disciplinary model to keep in mind while working with
chronic pain is that proposed and published by George L. Engel in Science
almost 50 years ago. Engel called it the “bio-psycho-social model” and it
provided an alternative to the traditional and dominant biomedical
understanding of illness (Engel, 1977) and clearly differs from the Cartesian
dualism described earlier. The biomedical model was described as
reductionistic, and as assuming that disease is fully accounted for by
disordered (and measurable) somatic processes. Engel, by contrast, saw the
need for a new model to include personal, contextual and psychosocial
dimensions and not bypass a person’s verbal account of illness (for example,
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through preoccupation with procedures or by relying only on laboratory
measurements) (Engel, 1977). Today, this is a given as pain is widely regarded
as a biopsychosocial phenomenon. The model shows the multidimensionality
of chronic pain and describes that pain is affected by an interplay, a mosaic, of
different factors where —

o bio refers to factors such as nociception, inflammation, nervous system
and brain function, severity of disease and genetics (Fillingim, 2017);

e psycho refers to factors such as emotions, thoughts and behaviours
(Bjorkman, 2021) but also to stress, catastrophizing and coping
mechanisms (Fillingim, 2017); and

e social refers to factors such as family and support systems, the
workplace and living situation but also cultural, political and economic
contexts (Bjorkman, 2021).

Therefore, the assessment, diagnosis, prognosis and treatment of chronic pain
require an equally multidimensional approach (Meints & Edwards, 2018).

CHRONIC PAIN AND THE BODY

Since my background is in physiotherapy a special section in this part of the
thesis ought to be dedicated to the body. The body will always play an integral
part in achieving a good life. As a physiotherapist, I aim to promote health and
reduce suffering with and through movement, and the body can act as a
facilitator in achieving this (Broberg & Lenné, 2019).

As mentioned in the history section, Descartes became famous for his theory
on nerve conduction to the brain. He also became famous for his dualism
theory: the division of the body and the mind. We do need to highlight that of
course this theory, though hindering medicine, led to many great things and
was much needed at its time — it even was considered essential in liberating
science and medicine (Mehta, 2011). Descartes viewed perception as passive;
it was the process of simply receiving information. French phenomenological
philosopher Maurice Merleau-Ponty opposed this view and argued that the
body carries meaning and intentionality. It is a medium for communication
with others. We are our body and we are in the world — and perceive the world
— through our body (Merleau-Ponty, 1945). This has consequences when
suffering from chronic pain, as it is an alienating process; it makes both the
body and the world more unhomelike to be in. Pain prevents a person from
engaging in their usual activities, not solely because of physical discomfort —
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that the body hurts when moving — but also because the increased attention
required by the body creates detachment from everyday life (Svenaeus, 2015).
It affects the way we move our body, rest our body and touch our body.
Allodynia, for example, a symptom associated with chronic neuropathic pain,
results in the experience of pain from a stimulus that does not normally cause
pain, such as light touch or brushing of the skin (Jensen & Finnerup, 2014).
Allodynia patients report devastating and debilitating impacts on their bodies
and physical functions, which affect many aspects of their lives (Smith &
Miranda, 2025). They describe losing bodily functions while also fearing that
the pain (and the losses) will spread or rampage through their bodies (Johnston-
Devin et al., 2021).

Consequently, chronic pain is destructive and threatening to our lives. It
manifests in the body yet alienates us from our bodies and from the world we
live in. This also makes it harder to communicate with our surroundings,
robbing us of language and ways of expressing what is going on (Svenaeus,
2015).

CONSEQUENCES OF CHRONIC PAIN

As previously stated, and as the term etymologically implies, chronic pain is
indeed a form of suffering. It comes with substantial consequences on several
levels — from personal to relational and societal. It is the single greatest cause
of years lived with disability (YLDs), estimated at more than 146 million
YLDs globally, and constantly rising (Rice et al., 2016). Pain is one of the most
prevalent reasons for visiting a physician (Méntyselka et al., 2001); persons
with chronic pain tend to utilize a lot of health care resources and have been
referred to as “frequent attenders” (Strombom et al., 2019). Between 15% and
25% of those with chronic pain in Sweden have an average of 20-25 care
contacts per year (National System for Knowledge-Driven Management within
Swedish Health Care, 2022).

Experiencing negative consequences on family life and their social
environment is common among persons suffering from chronic pain (Duefas
et al., 2016). In addition to having severe pain they have been found to report
their health-related quality of life (HRQoL) comparable to that reported by
palliative cancer patients (and reported worse scores on the domains cognitive
functioning, sleep disturbances, pain and financial difficulties) (Fredheim et
al., 2008). In one study, persons with pain related to fibromyalgia reported
larger impairment in HRQoL compared with the normal population than did
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persons with refractory angina pectoris. With the latter being a potentially
deadly disease, this highlights the considerable disability and negative impact
on life that patients with fibromyalgia experience (Andréll et al., 2014).

COMORBIDITY IN CHRONIC PAIN

It is common that chronic pain coexists with other health issues and that it is
associated with psychiatric comorbidity such as depression and anxiety (Bair
et al., 2003; De la Rosa et al., 2024) and post-traumatic stress disorder (PTSD)
(Kind & Otis, 2019). Having trouble sleeping is common among persons with
chronic pain, affecting more than half of this population (Lind et al., 2021).
There is also a suggested reciprocal association between the two, where
chronic pain triggers poor sleep and poor sleep increases chronic pain (Jank et
al., 2017). Furthermore, chronic pain is closely associated with premature
mortality and a reduced life expectancy (Smith et al., 2014; Torrance et al.,
2010) as well as increased suicide rates (Giakas et al., 2023; Tang & Crane,
2006). When pain coexists with PTSD it has been shown that similar
mechanisms, such as fear, avoidance or catastrophizing, can affect and
maintain both conditions (Kind & Otis, 2019).

SICK LEAVE AND RETURNING TO WORK

Another consequence of chronic pain, and essential to this thesis, is how the
pain negatively affects the ability to participate in working life (O’Brien &
Breivik, 2012). This is often referred to as “absenteeism”, being off work,
where musculoskeletal conditions such as chronic neck and back pain are some
of the most common reasons for being on sick leave from work (De Sola et al.,
2016; Kinge et al., 2017; Stubhaug et al., 2024). A Finnish primary health care
study reports that a quarter of their patients of active working age received sick
leave benefits because of their pain (Méntyselka et al., 2001). In a European
survey, persons with chronic pain are absent from work three times more often
compared with those without chronic pain (Adams & Salomons, 2021). A
range of barriers are known to hinder a return to work (RTW) after sick leave
due to chronic pain, including psychological, physical and organizational
barriers (Grant et al., 2019). Chronic pain is also a reason for leaving the
workplace early: disability pension is over three times higher for persons with
chronic pain than for those without (Stubhaug et al., 2024).

In accordance with the Work Environment Act, Swedish employers are legally
obligated to prevent occupational illness and accidents and ensure a good work
environment. Also, an employer must ensure that suitable job modifications

17



Returning to work by working together

are made, as well as having to support employees on sick leave in their
rehabilitation (SFS, 1977:1160). A plan for rehabilitation should be
established, and as far as possible this should happen in dialogue with the
employee. The rehabilitation plan should include which rehabilitation
measures are relevant, who is responsible for each task, and the timeline in
which rehabilitation should be carried out (SFS, 2010:110). In Sweden,
employees are generally permitted to be absent from work without a medical
certificate for the initial 7 days of sickness, with a qualifying deduction
(commonly corresponding to the first day’s pay). From the 8th day a medical
certificate with information regarding the illness or injury is needed (Swedish
Social Insurance Agency, 2025). Typically, the employer will cover sick leave
pay for the first 14 days, and starting from the 15" day benefits may be granted
by the Swedish Social Insurance Agency (Stdhl & Fagerlind Stéhl, 2021;
Swedish Social Insurance Agency, 2025). To be approved for sick leave
benefits a person must be assessed as having at least 25% reduced work
capacity due to medical reasons; they can also be granted benefit at 50%, 75%
or 100% of working hours. The disbursements correspond to approximately
80% of a person’s qualifying income, limited by a ceiling adjusted annually.
For persons assessed as having a permanently reduced work capacity, sickness
compensation can be granted; this is a benefit without time restriction that
corresponds to 65% of the person’s qualifying income (Stdhl & Fagerlind
Stéhl, 2021).

Between 2008 and 2016 the Swedish Social Insurance Agency set a time limit,
allowing for sickness benefit to be paid out for a maximum of 914 days
(approximately 2.5 years). After that time the person would not be eligible for
sick leave payment for 3 months; and subsequently they would undergo a re-
assessment of their ability to work before they could qualify for the insurance
anew (Mellberg & Sjoholm, 2022). In 2016 this rule was abolished and a
description of its effects showed that the majority (approximately eight out of
ten) of those who were excluded from the insurance returned to it shortly after
the 3-month period. Only a very small proportion of those who did not return
to the insurance actually returned to work and gainful employment. Just over
1% had an income from employment that exceeded the lowest collectively
agreed wage in Sweden in 2020 (Mellberg & Sjoholm, 2022).

Financial worries and experiencing personal economic difficulties are common
among persons with chronic pain (De Souza & Oliver Frank, 2011; Weissman
et al., 2023). Added to this, a substantial socioeconomic burden also comes
with chronic pain. In Sweden, the cost of chronic pain-related diagnoses is
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estimated to be €32 billion per year, with the majority of costs related to
absence from work (Gustavsson et al., 2012). In the United States the total
costs associated with chronic pain in adults range from $560 billion to $635
billion, thus exceeding the annual estimates for conditions such as heart disease
($309 billion), cancer ($243 billion) and diabetes ($188 billion) (Gaskin &
Richard, 2012).

MANAGEMENT OF CHRONIC PAIN

Guidelines for the management of chronic pain can differ depending on
different perspectives of specialties, and they can refer to a condition, such as
osteoarthritis, or the treatment of symptoms, such as back pain (Cohen et al.,
2021). A realistic goal of pain management for many patients is to improve
quality of life (QoL), not to try to reach a meaningful reduction in pain.
Therefore, the purpose of chronic pain treatment is to a large extent to lessen
the consequences of pain (Cohen et al., 2021).

Pharmacological management is common in chronic pain and should be
tailored to the patient and diagnosis (Cohen et al., 2021). Exercise is one of the
most common strategies recommended for chronic pain — engaging in physical
activity may improve pain severity as well as physical function, and thereby
also QoL (Geneen et al., 2017). Cognitive behavioural therapy (CBT) is the
most common psychological intervention (Cohen et al., 2021); however, it has
shown only small or very small beneficial effects for reducing pain, disability
and distress in persons with chronic pain (Williams et al., 2020). Consequently,
the best practice for managing chronic pain often involves combining
interventions, providing interdisciplinary and multimodal programmes
including pharmacological and psychological treatment, physical therapy and
exercise, procedural interventions and also complementary therapies and self-
care (Cohen et al., 2021; Fitzcharles et al., 2021). These broad and coordinated
rehabilitation programmes have shown not only reduced pain in the long term,
but that more people are able to return to work, and also that the rehabilitation
can shorten the period of sick leave when compared with controls receiving no
or less extensive interventions (SBU, 2006, 2010).

Chronic pain treatment should be based on the biopsychosocial model and
treatment should be tailored to the patient and diagnosis. Less invasive options
should be used before moving on to more invasive ones (Cohen et al., 2021).
The role of opioids is frequently discussed. They are often used for acute pain,
but for chronic pain they are no longer considered a first-line treatment (Cohen
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et al., 2021) and should not be considered at all for primary pain syndromes
such as fibromyalgia or low back pain (H&iuser et al., 2021). In some
populations (young persons for example) opioid prescription for chronic pain
should be done with extreme caution as misuse, abuse and addiction are a
major concern (Rosenberg et al., 2017).

In Sweden, the majority of patients with chronic pain are treated in primary
health care (Rivano-Fischer et al., 2016). Guidelines endorse that management
and assessment of chronic pain should be based on a biopsychosocial approach
and care and treatment should be person-centred on all levels (National System
for Knowledge-Driven Management within Swedish Health Care, 2022).
Patients who have received primary health care and different unimodal
interventions can be referred to multimodal rehabilitation, often consisting of
pain neurophysiology education, psychological interventions, physical
exercise and workplace interventions. A plan for rehabilitation, written in
collaboration with the patient and containing information about what, when,
and how interventions will be carried out as well as defining short-term and
long-term goals of rehabilitation, is recommended (Gerdle et al., 2021).

However, despite recommendations and guidelines for best practice, there are
several challenges regarding implementation and provisions of care within the
Swedish health care system. An inventory from 2016 of pain management in
Sweden was carried out by an expert group commissioned by the National
System for Knowledge-Driven Management within Swedish Health Care. It
demonstrated both unjustified differences and deficiencies in the care and
treatment of patients with chronic pain. In primary health care there was a lack
of competence while both primary and specialist care were found to be
disorganized and lacking in both organization and management in accordance
with best practice (Rivano-Fischer et al., 2016). One study reports that among
persons with chronic pain only 40% considered their pain to be adequately
managed; 28% had been in pain for more than 5 years before receiving
effective treatment (Breivik et al., 2006). Practices for pain management
should address barriers to access to care, with special consideration of children,
older people, ethnic minorities and military personnel (Cohen et al., 2021).
Another general principle of treatment is acknowledging the patient’s
symptoms as real, and engaging in empathetic communication of an
established diagnosis (Fitzcharles et al., 2021).



Ase Lundin

PERSON-CENTRED CARE

ETHICS AND CONCEPT

This thesis is underpinned by the perspectives and philosophy of PCC, building
on the approach described by Ekman et al. in their position paper (Ekman et
al., 2011). The approach is often referred to as the gPCC framework. It is one
of the most frequently used frameworks for carrying out PCC interventions
across various clinical settings (Nkhoma et al., 2022). It emphasizes the ethical
principles of PCC (Gyllensten et al., 2020) along with establishing the three
clinical tasks, or routines, for putting PCC into practice in a consistent manner:
initiation, integration (or working), and safeguarding of the partnership
(Ekman et al., 2011). We will look further into the three routines in the next
section.

Person-centred care is an applied ethics where the philosophical and theoretical
foundations are concretely linked to practical applications in health care. It
implies a shift from looking at the patient as a passive target of medical
interventions, to recognizing the patient as an expert on their experiences of
everyday life and as being able to take part in their own care (Leplege et al.,
2007). It emphasizes seeing and knowing the person, a human being, and
recognizes that persons possess unique competence regarding themselves, their
symptoms, needs, expectations and resources. Person-centred care contributes
to increased satisfaction with care among both staff and the patient and leads
to better health outcomes (Edvardsson et al., 2008; Olsson et al., 2006; Wolf
et al., 2019). Furthermore, research has shown promising results of providing
PCC on a remote basis, where it can lower health costs for patients with chronic
heart failure and/or chronic obstructive pulmonary disease (Pirhonen et al.,
2020) as well as increase self-efficacy among persons with acute coronary
syndrome (Fors et al., 2015).

I mentioned earlier that PCC is an ethical approach and one foundation it rests
upon is the work of French philosopher Paul Ricceur. Among many subjects,
Ricceur’s texts examine Aristotelian ethics, Kantian morals, judgement and
norms, power, identity and relations — all highly relevant in today’s health care.
In his work Oneself as another (Ricceur, 1992) Ricceur wrote about his “little
ethics” and what he refers to as “ethical intention”: “Aiming for a good life
with and for others in just institutions” (p.172).
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We will take a brief look at this intention in three steps. Person-centred care is
precisely the endeavour of the first part of the sentence, “aiming for a good
life”, by which is meant a flourishing life, a life of health and wellbeing.
Person-centred care looks at what considerations and practical judgement are
needed for this to be achieved for each specific patient (Ekman, 2022). The
sentence moves seamlessly on to “with and for others”. This underlines that
PCC is based on partnership — teamwork and cooperation between HCPs, the
patient and their relatives (Ekman et al., 2020). Thus, PCC can only be
achieved together. When we act, we act with others (Ricceur, 1992). The
process of PCC is permeated by engagement, sympathetic presence, shared
decision making and working with the patient’s beliefs and values
(McCormack & McCance, 2006). Lastly, “in just institutions™ refers to what
goes beyond face-to-face encounters. It encompasses all third parties and
anonymous others. It involves the patient and relatives sensing justice and
fairness when in contact with an institution in a democratic society, such as a
primary health care centre for example. A just institution enables persons to
express their needs and it can even offer and foster a sense of partnership
(Ekman, 2022), which is a characteristic of PCC at its core.

In his work Ricceur describes what he calls “practical wisdom” (Ricceur, 1992).
This can be seen as a response to the potential conflict that can occur in health
care where respect for the person (their life story, needs, condition) and respect
for the norms (policies, resources, laws) collide or interfere with each other
(Potvin, 2010). Clinical decisions are often challenging and can be extremely
complex, and practical wisdom lies in the ability to judge and make decisions
appropriately in a situation while grasping the entirety of it, even if the logic is
conflicting (Potvin, 2010). This is one of the reasons why PCC is not presented
as a standardized manual of principles. Instead the approach consists of ethics
embedded in practice — that guide us in making wise judgements in uncertain
situations (Kristensson Uggla, 2022). That PCC does not have a manual does
not imply that in care settings it just happens or can be done haphazardly. It
should be conscientiously and systematically practised, and therefore the next
section will look into the routines of initiating, integrating and safeguarding
the partnership (Ekman et al., 2011).
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THE THREE ROUTINES

INITIATING PARTNERSHIP

Initiating a partnership requires listening attentively to and interpreting a
patient’s narrative, which can occur on one or several different occasions or
during one or more encounters (Ekman et al., 2020). The patient is invited to
share their narrative and outlook on their life situation and is given an
opportunity to express their feelings, experiences, preferences and resources.
The patient narrative goes beyond a medical account focusing on diagnosing
and instead captures the person’s suffering in an everyday context. Inviting a
person to share their story also sends a message that we take the person’s
feelings, beliefs, experiences and preferences seriously (Ekman et al., 2011).

INTEGRATING THE PARTNERSHIP

The narrative enables a common understanding of the illness experience,
providing a foundation for collaboration and planning the care and treatment
together. Based on the narrative a plan — which includes the patient’s resources
and experiences together with medical testing and examinations or
observations — is agreed upon (Ekman et al., 2020). Through information
sharing, deliberation and shared decision making the HCPs and patient can
agree upon goals tailored to the patient’s values, preferences and health issues
(Ekman et al., 2011). Developing and integrating a partnership involves
creating an alliance between two experts working together. The HCP is an
expert in their profession and training while the patient is an expert on their
own situation, and is therefore often able to evaluate whether an intervention
is beneficial to them or not, for example (Leplege et al., 2007).

SAFEGUARDING THE PARTNERSHIP

The partnership can be safeguarded through documentation of what has been
agreed upon — a plan that is fluid and can be revised as needed (Ekman et al.,
2020). Documenting the patient’s preferences, values, goals and involvement
in decisions and treatment contributes to transparency and continuity of care
and legitimizes their perspective. This documentation should be regarded as
equally important as the documentation of for example laboratory results
(Ekman et al., 2011). To co-create as well as have continuous access to a health
plan can enable the patient to become a more active partner and take control
and responsibility for their rehabilitation (Jansson et al., 2018).
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THE INTERSECTION OF TWO PERSPECTIVES

As described in the first part of this thesis, the area of medicine has seen an
outstanding development over time. Today we survive a long list of diseases
and conditions that a century ago would have meant certain death. The reigning
paradigm through history has been that of natural science and reductionism,
where focus has been placed on body parts, organs, pathological signs and
observations of biological or chemical processes, i.e. there has been an
objectification of the body and its parts (Kristensson Uggla, 2020). Person-
centred care emphasizes the importance of recognizing subjective experiences
and taking both objective and subjective information into account to be able to
address a person as a whole (Leplege et al., 2007). Thus, neither perspective
has priority over the other. Narratives and relevant medical examinations or
samples are equally important and PCC involves consideration of how these
two can meet and co-exist (Kristensson Uggla, 2020). Thus, everyday PCC
practice must see the patient as both lived body and object body in a dialectical
way (Ekman, 2022).

A PATIENT? APERSON? BOTH?

There is at times confusion and varying use regarding terminology and the
meaning of “PCC” and “patient-centred care” (Figure 2). Although person-
centred and patient-centred care share several similarities, there are subtle
differences between the two and their underlying goals diverge. The main goal
of patient-centred care is achieving a functional life for the patient while the
main goal of PCC is enabling a meaningful life for the person (Hékansson
Eklund et al., 2019). Another key distinction lies in whether care is provided
for the patient or together with the patient. It is important to mention that
although they have different objectives, both patient-centred care and PCC
represent valuable alternatives that can and should complement each other in
clinical practice (Hakansson Eklund et al., 2019).

One important consideration when using the word “person-centred” is that the
term “person” signifies a holistic view of humans and the equal value of all
individuals (McCormack, 2004). However, this does not mean that we have to
completely abstain from using the word “patient”. We all have different roles
and titles at different times and in different places depending on circumstances.
We can be fathers, mothers, lawyers, patients, workers, slackers, students, cat
lovers, coffee drinkers, and so on. In some contexts, the word “patient” is
neither incorrect nor inappropriate; one may for example be a patient within
the confines of a health care institution. However, and more importantly, we
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are always and indefinitely a person (Hedman, 2020; M4aittd & Bjorkman,
2024).

Historically, and still today, there is an asymmetry of power where a patient
often has a threefold disadvantage in the encounter with the health care system
(Kristensson Uggla, 2020), as follows:

o Institutional disadvantage: being positioned at the bottom of a health
care organization that is strongly hierarchically ordered

o Existential disadvantage: as a patient, experiencing failing health and
being in a vulnerable situation that involves suffering

e Cognitive disadvantage: being at a knowledge disadvantage in relation
to health care professionals

Person-centred care attempts to change these traditional roles and the
asymmetry of power (Kristensson Uggla, 2020). It is imperative that the
patient is involved and seen as an equal partner in care. Another important
aspect in PCC is that close relatives of the patient should also be given the
opportunity to be part of the partnership (Ekman et al., 2020).

@

Occupational therapist

Social worker
Social worker Patient

Figure 2. The suggested difference between patient-centred (left) and person-centred
care (PCC) (right) teams. In patient-centred care, the patient is the “target” of
management or treatment; by contrast, in PCC, the patient is involved as an equal
partner in the care team. Image inspired by (GPCC, 2025). Image creator: AL.
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FROM HOMO CAPAX TO SELF-EFFICACY

I will return briefly to Paul Ricceur and his ideas regarding being a person, as
these are central to the ethics as well as the practices of PCC. Ricceur uses the
term homo capax, from Latin where ~omo = human, man, and capax = capable,
able, apt or fit. This implies that as humans we possesses the ability to speak,
act, tell, and take responsibility (Ricceur, 2011). Humans are capable creatures!
However, Ricceur proposes that as we are capable we are at the same time also
suffering creatures, where suffering could even be a prerequisite for capability
(Kristensson Uggla, 2013). We learn about life from tragedy, and Ricceur
certainly had his share of that. He became an orphan after losing his father in
the trenches of World War I, was imprisoned in a German detention camp
during World War II and later lost his son to suicide. Even when tragedy strikes
and we become victims of unfortunate circumstances, we can still perform
actions. Moreover, we are responsible for our actions and for seeing to it that
our suffering is endured in a responsible way (Kristensson Uggla, 2013).
Complex philosophical reasoning indeed, with a particularly interesting view
of suffering as not just physical pain, or even mental pain. Instead it is in the
diminishment or destruction of our capability to act, what is perceived as an
attack on our integrity (Ricceur, 2011), that our actual suffering lies. The ~omo
capax is capable and responsible yet vulnerable and suffering — all at the same
time.

A concept closely related to the philosophical theories about human capability
is self-efficacy. The term self-efficacy was coined by Bandura and refers to the
“beliefs in one’s capabilities to organize and execute the courses of action
required to produce given attainments”, meaning a person’s beliefs in their
own abilities to succeed in certain situations. Bandura describes four sources
of information important in influencing and shaping our self-efficacy
(Bandura, 1977):

o First, performance accomplishments. This means that when you
successfully complete a task it strengthens your belief in your ability to
succeed in similar tasks but can also at times be generalized to other
situations or activities.

e Second, vicarious experience. Seeing others perform activities can raise
your belief that you are able to do the same: “If she can do it, so can 1.”

e Third, verbal persuasion, meaning positive reinforcement or suggestion.
When you are being told by others that you can accomplish something



Ase Lundin

it can strengthen your belief in your own abilities to cope or achieve
something.

e Fourth and last, emotional arousal, meaning that how you feel can affect
your ability to achieve something, where high arousal or fear can
debilitate your performance and feeling calm may enhance it.

Together, these sources are important for operationalizing the intervention in
this thesis (study III) and I will return to them later on. Self-efficacy is an
important concept regarding chronic pain (Béckryd & Werner, 2021b) and
chronic pain and self-efficacy have been shown to be related with each other,
where lower self-efficacy is associated with higher fear avoidance beliefs and
an increase in disability in persons with chronic pain (De Moraes Vieira et al.,
2014). Having higher self-efficacy, on the other hand, is associated with
positive treatment outcomes regarding physical and mental functioning among
persons experiencing chronic pain (Keedy et al., 2014); several studies have
shown that an increase in self-efficacy is important in outcomes related to
RTW (Black et al., 2018; Lagerveld et al., 2017; Volker et al., 2015).

TELEHEALTH

The PCC intervention evaluated in this thesis is an intervention consisting of
support via telephone and a digital eHealth platform. Remotely carried out
health care is a central concept of this thesis. Health care carried out in our
contemporary digital era with the use of technology is not easily defined.
Systematic reviewing demonstrates that studies often use interchangeable
terms, such as technology-assisted self-management interventions, distance
technology-based interventions, telehealth, web-based interventions, exercise-
based telemedicine, digital health interventions, electronic health (eHealth)
and mobile health (mHealth) (Vieira et al., 2023). In this thesis I have decided
to mainly use the term telehealth with the exception of the term eHealth, which
I have used when specifically addressing the web-based platform component
of the intervention.

Telehealth can be described as health care that is delivered remotely through
telecommunications technology. It can involve interactions using audio and
video technology, remote patient monitoring, or wireless health applications
through mobile phones, tablets or computers (Gajarawala & Pelkowski, 2021).
Physical visits to health care can be costly, as they can require transportation.
Telehealth can work as a supplement to physical consultation. It can save time
and resources from both a patient and a professional perspective, reduce the
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number of missed appointments and optimize outcomes (Haleem et al., 2021).
It can be applied to a range of medical areas and allows for continuous care in
the convenience of the patient’s home, and it can promote self-care.
Limitations or drawbacks of telehealth, however, include that it is not a
complete substitute for conventional health care, and there is also a possibility
that medical data can be hacked if the connection is not secured or encrypted
(Haleem et al., 2021). One of the obvious limitations of telehealth is of course
the inability to conduct a hands-on physical examination (Nanda et al., 2021).

During the Coronavirus Disease 2019 (COVID-19) pandemic many new
digital services were launched. A recent systematic review reports that person-
centred telehealth alternatives have the potential to improve quality of health
care and enable remote visits, which is especially important during extreme
circumstances such as an ongoing epidemic (Tebeje & Klein, 2021). PCC
through technology has further been shown to benefit persons with chronic
health conditions as well as benefiting organizations through its cost-efficiency
(Wildevuur & Simonse, 2015). Telehealth has been shown to be successfully
implemented in pain management by lowering the burden of physical,
geographic or economic barriers (Nanda et al., 2021). Moreover, it has
potential to increase access to health care both for patients with chronic pain
and for their family or care partners (Cho et al., 2024).
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3. RATIONALE

>

“Pain doesn 't listen to reason, it has its own reason, which is not reasonable.’
Milan Kundera, 1929-2023, Czech writer

Chronic pain, with its detrimental effects on health and wellbeing, is a growing
public health issue. It creates a burden for the person affected, their next of kin,
our community and our health care system — a burden that can hardly be
overestimated. Returning to work when facing chronic pain is an important
part of the rehabilitation process and of actively participating in society.
However, there is a need to elucidate what it is like to be on sick leave due to
chronic pain and what meaning different kinds of support have during the
process of returning to work, in order to enable more persons to do so.

There is also a need for interventions based on the biopsychosocial and PCC
approaches. The primary health care system has a unique possibility to play a
key role in management of and prevention in patients in need of complex care
(Backryd & Werner, 2021c). However, there is a lack of well-functioning care
for chronic pain today, and where it does exist, adherence is often uncertain or
poor. Reports from patient organizations are harsh in their criticism, pointing
out deficiencies in knowledge, attitude and accessibility regarding chronic pain
in primary health care (Rivano-Fischer et al., 2016). We hypothesize that PCC
can be one piece of the puzzle of meeting the complex care needs of persons
with chronic pain. The present intervention has potential to answer the need
for new and complementary approaches for prevention and management,
fulfilling the endorsement of a shift towards a cohesive care pathway for
chronic pain in primary health care. This shift aims to increase the number of
patients who can manage their pain early and do not require further medical
interventions (National System for Knowledge-Driven Management within
Swedish Health Care, 2022).

All evaluations of complex interventions should strive to include economic
evaluation and considerations (Skivington et al., 2021). Considering the large
costs associated with chronic pain and the reported high frequency of care
sought among those suffering from it, exploring the patterns of health care
resource utilization is of high importance. Moreover, we believe that
understanding the experiences of those living with chronic pain, reducing the
impact and its subsequent consequences while providing good care and
management can be both humanitarian and economical at the same time.
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4. THESIS AIM

The overall aim of this thesis was to increase understanding of chronic pain,
sick leave and return-to work experiences, evaluate a remote person-centred
intervention and explore health care utilization patterns among persons with
chronic pain.

Specific aims addressed in the separate studies were:

Study I To describe and interpret persons’ experiences of being on sick
leave due to chronic pain.

Study II To describe and interpret the meaning of support during the
return-to-work process for persons on sick leave due to chronic
pain.

Study I1I To evaluate the efficacy of a person-centred intervention at
home, consisting of a combined telephone support and eHealth
platform, on persons on sick leave due to chronic pain.

Study IV To describe and explore health care utilization among
participants on sick leave due to chronic pain recruited into the
EAPER-P trial evaluating a person-centred intervention.
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5. METHODS

In this thesis, the aims are addressed through both quantitative and qualitative
methods in order to gain as many insights as possible into the subject. An
overview of the studies, participants and specific methods for data collection
and analysis is presented in Table 1. In this chapter, I will discuss the methods
in greater detail than in the accompanying published articles and manuscripts.

Table 1. lllustrative summary of studies I-1V.

Data
# | Studydesign . Participants Data analysis
v g collection P y
14 participants
Semi- with experience of Ph logical
s ; ; enomenologica
| Qualitative structured being on sick leave : t'g
interviews due to chronic ermeneutics
pain; same asin
study Il
14 participants
Semi- with experience of )
o . . Phenomenological
] Qualitative structured being on sick leave i
. . . hermeneutics
interviews due to chronic
pain; same asin
study |
Patient- .. -
. 59 participants: Descriptive and
Randomized reported . . . .
i . intervention (n=29) inferential
controlled trial outcome .
control (n=30) statistics
measures
Same as in study lll
Regional +1): Descripti
Observational, egl.o a (. ) e.scllp Ve
v . patient 60 participants: statistics and
register-based . . . . .
register VEGA | intervention (n=30) linear regression

control (n=30)
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STUDY | AND STUDY I

Studies I and II aimed to describe and interpret the experience of being on sick
leave due to chronic pain as well as the meaning of support during the process
of returning to work. Both studies are based on the same participants and data
collected but had different aims and were analysed separately.

STUDY DESIGN

Both study I and study II had a qualitative research design. Qualitative methods
can be considered when we want to know more about human experiences,
thoughts, perceptions, attitudes or expectations. We can enquire about
meanings and the significance of phenomena with the possibility of increasing
our understanding of why people think or behave as they do (Malterud, 2014).
To find answers to our research questions regarding lived experiences of being
on sick leave and returning to work while having chronic pain, a qualitative
interview design was considered the best approach. If one wants to know how
people perceive their lives and their world, why not talk to them? Conversation
is a fundamental part of human interaction (Kvale, 2009).

Qualitative research aims at understanding an area or an issue, often a complex
matter, where we wish to remain open to a range of possible answers
(Malterud, 2014). The interview design in study I and study II created the
possibility to get first-hand accounts of persons navigating life with chronic
pain and being on sick leave, along with their experience of support in the
RTW process. People feel and experience pain very differently and, by
definition, pain is a personal and subjective experience.

The participants’ narratives form the basis for the empirical data in this
qualitative research (Malterud, 2014). By using such techniques we can reveal
aspects of chronic pain experience that are not accessible through other
methodologies (Osborn & Rodham, 2010). Thus, the ontological and
epistemological starting point for the first two studies involves human
experience; the assumption is that we can learn from exploring the lived
experiences of others (Neubauer et al., 2019). The process involves revealing
and reflecting on the meaning of life world phenomena in work, relations and
everyday life (Lindseth & Norberg, 2022).
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PARTICIPANTS

A purposeful sampling strategy was applied, as participants were intentionally
selected based on having specific characteristics and experiences relevant to
the research question. Contact with patient associations that focus on pain or
pain-related conditions was established; they were of great help in the
recruitment of participants. Information about the study and a request for
participation was sent through the organizations’ newsletter, e-mail, or posts
on the organizations’ Facebook pages. Inclusion criteria were: >18 years old,
experience of full- or part-time sick leave due to chronic pain (duration of pain
>3 months), speaking Swedish or English, and being willing and able to
participate in a single interview.

Eighteen persons responded to the request for participation. After initial
contact three persons did not proceed to schedule an interview, and one person
did not attend the interview they had booked. Therefore, 14 participants with
experience of being on sick leave from work due to chronic pain were included.
The mean age was 49 (range 23-80) years. The main cause of their chronic
pain and reason for sick leave varied among the participants. Neck pain, low
back pain, shoulder pain, rheumatism, fibromyalgia, arthritis, endometriosis,
and pain due to Ehlers-Danlos syndrome as well as spinal injury and whiplash
injury were represented among the participants. For further participant
characteristics, see Figure 3.
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Sex Highest Completed Education

University degree
Women

Other upper
secondary education

High school SRS SR

Primary school (9 years)

0 2 4 6 8 10 12 1 2 3 4 5
No. of participants No. of participants
Duration of Pain Current Work Status

=10 years Retired

Returned to work

4-9 years

Part-time sick leave

1-3 years . .
4 Full-time sick leave

0 2 4 6 8 10 12 1 2 3 4 5
No. of participants No. of participants

Figure 3. Participant characteristics, study I and II. Designed with the aid of ChatGPT
5, prompted by AL, 2025.
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DATA COLLECTION

“Interviewing is rather like a marriage: everybody knows what it is, an awful
lot of people do it, and yet behind each closed door there is a world of
secrets.”

Ann Oakley 1944-, British sociologist

Interviewing may appear an easy task, but doing it well is difficult (Kvale,
2009). Communication and conversation come in many different forms,
ranging from daily life (small talk, arguments or personal conversations) to
literature (drama, novels, short stories, etc) to professional contexts such as a
journalistic interview, religious confessions, and interviews in marketing or
during therapeutic sessions. The qualitative research interview is also a
professional conversation, with the aim to produce knowledge, where
knowledge is created by the interaction between the interviewer and the
interviewee. Thus, the knowledge produced during interviews is relational, it
is actively created during interaction, not just “discovered” or stumbled upon
(Kwvale, 2009).

Although considered a professional interview, a research interview has its
origins in conversations about daily life, as it is a sharing of thoughts and
experiences between two persons discussing a subject of mutual interest, hence
the word interview — “between two views” (Kvale, 2009). However, the
research interview goes beyond spontaneous everyday talk, and there are
clearer roles, where the interviewer and interviewee are not equal parties.
Rather, the researcher is the one introducing the topic and questions, as well as
controlling and defining the situation. Therefore it is of great importance that
the interviewer is aware of the asymmetry of power and further is able to
responsibly moderate in the interpersonal dynamics created by the situation
(Kvale, 2009).

There are different types of research interviews that can be used when
conducting qualitative research (Wildemuth, 2017). A structured interview has
a set of predetermined questions, with standardized phrasing and usually
limited response alternatives — similar to surveys. An unstructured interview
offers great flexibility as the researcher does not have predetermined questions;
rather, the questions are generated spontaneously throughout the narration or
observation. A semi-structured interview, on the other hand, lies somewhere
in between these two poles and usually has a loosely structured interview guide
with predetermined topics but questions that can be adjusted as the interview
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unfolds; both the order of the questions can be changed and questions can be
added or omitted based on the context and responses from the interviewee
(Wildemuth, 2017).

The interview guide was developed (by me with critical input from my
supervisors) according to these principles and with the aims of study I and
study II in mind. Topics related to the aims were created and included /iving
with pain, being on sick leave, work and support, self-efficacy and
participation. For each topic, open-ended questions were formulated. Below
are a few examples of the guiding questions provided:

o [ understand that you have been living in pain for a long time.
Could you tell me about what this time has been like for you?

e [n what way have sick leave and not being able to work affected
your life?

o What do you think about the situation you are in today? How does
your pain affect the goals and desires that you have in life?

o How would you say that your pain has influenced your work
situation? What support did you need in order to deal with your
situation?

The participants were encouraged to freely narrate their experiences. Follow-
up questions were used to delve deeper into the narrated experiences and get
closer to the aim of the study. Follow-up questions were also asked when the
research questions were not spontaneously addressed. To be able to ask follow-
up questions always requires active listening to what is being said and how it
is said, and being sensitive to “clues” that can help bring the interview forward
(Kvale, 2009). Examples of probing follow-up questions were: “How did that
make you feel?”, “Can you give me an example of that?” and “What
consequences has it had for you? ”.

The semi-structured interview always started with an orientation where I as
interviewer informed the participant about the aim of the study and the
recording procedures and asked whether the participant had any questions
before the start of the interview. The interview always ended with a follow-up
on the initial orientation and the question whether the participant had any other
thoughts or reflections about their situation that had not been discussed during
the interview and that they would like to add or bring up.
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The individual interviews with the 14 participants were conducted during
2021. The participants were able to choose the location for the interview,
deciding to be interviewed either through digital channels (i.e. Zoom, Teams,
etc) or at a physical venue such as the university premises, the participant’s
home or another location of their choice as it is important that participants can
feel safe and relaxed during an interview (Skott, 2004). The interviews were
audio-recorded using a dictaphone for face-to-face meetings. The interviews
conducted on Zoom were recorded but only saved as audio files, no video. The
interviews were then transcribed into text verbatim, without alterations or
omissions.

The interviews conducted for study I and II ranged in length between 41 and
90 minutes, with a mean interview length of 70 minutes. In total, this
corresponded to just above 230 pages when transcribed into text. Therefore,
the material was vast, both in quantity and, more importantly, in quality as it
was both rich and varied. This enabled the two studies to be conducted based
on the same participants and the same collected data.

DATA ANALYSIS

PHENOMENOLOGICAL HERMENEUTICS

The data collected in the first and second study were analysed using a
phenomenological hermeneutic method. This is a method used in health care
research and human studies, inspired by Paul Ricceur’s interpretation theory
and the phenomenology of Edmund Husserl, and developed methodologically
by Anders Lindseth and Astrid Norberg (Lindseth & Norberg, 2004, 2022;
Ricceur, 1976).

Phenomenology, which was developed by Husserl in the 1900s, emphasizes
the necessity of understanding life, instead of just having knowledge about it.
It concerns the understanding of the meaning of phenomena and exploring how
persons experience their life world (Lindseth & Norberg, 2022).
Phenomenology is an opportunity to penetrate deep into human experiences
and illuminate the essence of phenomena (Kafle, 2013).

Hermeneutics is a philosophy and method of interpretation. It has its tradition
in text interpretation, initially interpretation of Bible texts, so-called “exegesis”
(Encyclopaedia Britannica, 2025). Through Martin Heidegger, a disciple of
Husserl, these two philosophies have converged. Heidegger suggested that
phenomenology must be hermeneutic, as humans are questioning and
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reflective beings. Also Hans-Georg Gadamer, Maurice Merleau-Ponty and
Paul Ricceur have developed phenomenology further as well as recognized its
connection with hermeneutics (Kvale, 2009; Skott, 2004).

So, in combining the two, Lindseth and Norberg describe their method as
inherently phenomenological, as the focus is placed on essential meaning of
the narrated experiences. This means that not just a scientific explanation of an
event is looked for, but all the variations of a phenomenon, its essence
(Lindseth & Norberg, 2004). We may already be familiar with the phenomenon
at some level but we need to grasp the intuition, characteristics and experiences
of the narrations we listen to, which reveal the actual meaning of the
phenomenon in our lives (Lindseth & Norberg, 2004). However, the
foundation of the method is hermeneutic since it revolves around narrations
written down as text (often for research purposes), to be interpreted. Thus,
phenomenological hermeneutics aims to investigate lived experience through
the interpretation of personal narratives in text. It is not the purpose of finding
a fundamental, or universal, truth; rather, we want to gain new perspectives on
and insights into a phenomenon (Lindseth & Norberg, 2004). Hence, the
ontology of phenomenological hermeneutics rests upon the belief that realities
can be multiple (Kafle, 2013).

As we are on the lookout for rich accounts of lived experiences, we strive for
“thick descriptions”. In The Interpretation of Cultures, one of the most
influential texts about anthropology, author Clifford Geertz uses the term
“thick description”, a term borrowed from philosopher Gilbert Ryle (Geertz,
1973). Thick description concerns the elaborate and intellectual venture into
finding meaningful structures and descriptions of actions, observations or
interviews, beyond the explicit meaning that meets the eye. It involves
interpretations, inferences, guesses and assessment of those guesses with
regard to cultures and contexts. The aim is to draw large conclusions, derive
broad insights, from small but densely packed facts (Geertz, 1973).

Throughout the collection and analysis of data in study I and study II I have
strived for these thick descriptions, i.e. rich data with layers of meaning, and
attempted to make them visible. Phenomenological hermeneutics rests on
subjective knowledge, and the fact that the making of knowledge is possible
through subjective insights (Kafle, 2013). Thus, the epistemological
assumption underpinning phenomenological hermeneutics, and distinguishing
it from “pure” phenomenology, concerns the role of the researcher. In
phenomenology the general notion is that you can suspend personal opinion
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and prejudices, reaching the essence of a phenomenon through pure
consciousness (Kafle, 2013). However, phenomenological hermeneutics
believes that this kind of reduction is not possible and acknowledges the
researcher as biased, with knowledge, preconceptions and past experiences.
The researcher, just as the research subject, brings a subjective perspective into
the enquiry, and should therefore also reflect on how this affects the analysis
(Neubauer et al., 2019).

THREE STEPS OF PHENOMENOLOGICAL HERMENEUTICS

Methodologically, the process of analysis in phenomenological hermeneutics
can be described through three interwoven stages, or steps, described below,
naive reading, structural analysis and comprehensive understanding. All of
these steps refer to Lindseth & Norberg (2004).

These three stages are fluid, and during the analysis there is a movement back
and forth, in what can be referred to as the hermeneutic circle. Entering a text
means always entering the hermeneutic circle. Moving through the
hermeneutic circle is characterized by moving from parts of the text to the
whole and back to the parts, a process repeated several times. Through this
process we reach a deeper understanding. Sometimes the process is referred to
as a spiral and not a circle, as you are never in the same place as before, even
though you have done a “lap” around the circle (Lindseth & Norberg, 2022).

Starting out with reading the text several times is referred to as naive reading.
In order to be open to the text and let it speak to us, we need to read and reread
in an attempt to grasp it as a whole. We let it move us and touch us, and we
formulate a naive understanding, a first assumption, that guides us through the
coming structural analysis.

In the structural analysis we seek to identify and formulate themes that convey
a meaning of lived experience. We ask questions of the text, and divide it into
units of meaning. These can be a sentence, part of a sentence or an entire
paragraph, just long enough to contain one essential meaning. If there are parts
of the text that do not seem to fulfil the aim, these parts are taken into
consideration but do not contribute to the formulation of subthemes or themes.
As we read and reflect upon the meaning units, we try to express them as
everyday language and group them according to similarities and differences,
continuing with condensation until we are able to condense, abstract and sort
them into subthemes and themes, sometimes assembled into a main theme. In
the structural analysis, for both study I and study II, the computer-assisted
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qualitative data analysis software (CAQDAS) NVivo was used. Despite the
term analysis sofiware, the software was not really used to analyse the data per
se; the main purpose and way it was used was through highlighting text
segments, coding and grouping and as a sorting tool to aid the structural
analysis.

In the third step of reaching a comprehensive understanding (sometimes
referred to as the interpreted whole), all the themes and subthemes are reflected
upon through the lens of the research question and the study context. With the
naive understanding and the themes in mind, the text is read again and we bring
in our pre-understanding, our imagination, critical reflection, discussion with
colleagues, and associated literature that can help us broaden our
understanding. The focus in reaching a comprehensive understanding is to
highlight possibilities of living in the world of the studied phenomenon.

REPORTING OF PHENOMENOLOGICAL HERMENEUTICAL STUDIES

Carrying out phenomenological hermeneutical research also involves the way
we write about and report our work and what language we employ to do so
(Kafle, 2013). As we want to convey the core essence of a phenomenon
experienced by our participants, we face the hard task of justly expressing their
true intentions, preferably utilizing everyday language and using verbs instead
of nouns as they better reveal lived experience (Lindseth & Norberg, 2004).
Furthermore, poetic or ideographic expressions, adages and metaphors are
often suitable for conveying interpreted meaning and used in reporting this
kind of research (Kafle, 2013; Lindseth & Norberg, 2004).
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STUDY Il

This study aimed to evaluate the efficacy of a person-centred intervention at
home, consisting of a combined telephone support and eHealth platform, on
persons on sick leave due to chronic pain.

STUDY DESIGN AND OPERATIONALIZATION

A COMPLEX INTERVENTION

In health care, complex interventions are frequently used and research should
strive for optimum impact on health care and health outcomes (Skivington et
al., 2021). However, as the word complex implies, we often come across an
array of intricate challenges and uncertainties when conducting interventions,
uncertainties that need to be addressed to successfully carry out the
interventions. Commonly, this includes questions regarding underpinning
theories, and also regarding what mechanisms are in action, prior testing of
feasibility, and methodological and procedural strategies (Richards, 2015a).

In 2000, the UK Medical Research Council issued a guiding document on how
to evaluate interventions in health care that could be regarded as complex
(MRC, 2000). Since then revisions of the framework, published in 2008 and in
2021, have provided guidance on the elements and phases of complex
interventions, through development, evaluation, implementation and reporting
of research (Craig et al., 2008; Skivington et al., 2021). An intervention’s
complexity may originate from the intervention itself, such as the number of
components involved, skills required for delivering or receiving the
intervention and number of levels targeted, etc. There may also be complexity
within the different parts, as well as in the interaction between the intervention
and the context (e.g., physical, organizational, cultural, political) in which it is
carried out (Skivington et al., 2021).

How does this relate to our intervention? Just to give two examples of the
complexity in our randomized controlled trial (RCT): first, our mechanism of
change, building PCC into an intervention, requires an operationalization of its
ethics and core values. That is not one but multiple processes, intertwined into
a complex web of organizational, relational and cultural structures (Wolf et al.,
2020). Second, for simplicity’s sake, we work with sick leave as a single
variable that we try to affect through our intervention. However, sick leave can
be looked at as a complex phenomenon in itself, affected by multidimensional
factors beyond our control, such as the workplace environment and hiring
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policies (Nordstrom et al.,, 2016), satisfaction with psychosocial work
conditions (Munch-Hansen et al., 2009) or financial incentives to return to
work (Timp et al., 2024).

Another important principle of complex interventions involves recognizing
and working with what is referred to as patient and public involvement (PPI).
This involvement goes beyond just inviting the public to, for example,
participate in focus groups or similar activities; PPI is about involving and
recognizing how patients, informal carers and the public can contribute to all
stages of research (Richards, 2015b). Regarding research outcomes, the
involvement of PPI has shown that more relevant research questions are being
asked, more participant-friendly information and design are being provided,
and there is enhanced recruitment into clinical studies. Thus PPI is considered
essential when carrying out complex interventions of high quality (Richards,
2015b).

In study III we worked extensively with PPI, mainly through what we have
chosen to call research partners (Swedish: forskarpartners). Research partners
are patients with vast experience of (in our case) chronic pain and sick leave.
Our research partners have been active throughout several phases of the
project, including the development and augmentation of the eHealth platform
and the evaluation of the questionnaires and the burden of completing them for
participants. One of the research partners is a co-author of the manuscript of
the third study.

DESCRIPTION OF THE INTERVENTION

This study was a non-blinded RCT with two arms, evaluating the efficacy of
usual care compared with usual care with the addition of a remotely carried out
PCC intervention. The study and the intervention are based on a design that
has been developed through cumulative experience acquired from previous
studies evaluating PCC in diverse patient groups, all initiated by the GPCC
(Gyllensten et al., 2025).

Arm 1: Control group

Participants randomized to the control group received usual care, following the
national guidelines by the Swedish Agency for Health Technology Assessment
and Assessment of Social Services (SBU, 2006). These guidelines describe the
evidence of both pharmacological and non-pharmacological interventions.
Multiprofessional and multimodal treatment, consisting of a combination of
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physiotherapy or physical exercise with educational or psychological
interventions such as CBT, is warranted. Care should be based on a
biopsychosocial approach, incorporating medical and social interventions
and adjusted to an individual’s situation (SBU, 2006; SBU et al., 2011).

Arm 2: Intervention group

In addition to usual care as described above, participants randomized to the
intervention group took part in a 6-month PCC intervention through telephone
support and a digital eHealth platform called MyHealth (Swedish: MinHdlsa).
Following randomization and allocation the participant was contacted by an
HCP via telephone and received information and access to the health platform.
The telephone support call was scheduled for a time and day that worked for
the participant.

e Person-centred telephone calls with a health care professional
There is no predetermined agenda or manual for carrying out a
person-centred conversation. Rather, the involved partners create and
shape its content and direction together (Fors & Forsgren, 2020). A
person-centred conversation has its starting point in the person’s
narratives. It is not just a transfer of information, i.e. a sender-
message-receiver perspective (Ohlén & Friberg, 2023). Rather, the
HCP engages in the narrative through active listening, being curious,
asking questions, and reflecting on and retelling parts of the narrative
as a means of feedback. It is about engaging in who the person is and
what is relevant and important for them and identifying experiences,
resources and needs (Fors & Forsgren, 2020), as well as drawing upon
the sources influencing the participant’s beliefs in their ability to take
on challenges and achieve goals (Bandura, 1977).

Deriving from this, the HCP and the participants together formulated
goals, both for the short and for the long term, and together
documented these through co-creation of a written health plan. The
health plan was uploaded to the digital platform by either the HCP or
the participant. Thereafter it was continuously modified and updated
throughout the 6-month intervention, usually in connection with a
scheduled call. Towards the end of each call, a new call was
scheduled depending on the participant’s wishes and needs, usually
at 2—4-week intervals. The HCPs carrying out the intervention all had
a background in health care, having specialized in nursing,
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physiotherapy or public health. They also participated in coursework
and practical training in PCC before the onset of the study and
received continuous mentoring by senior colleagues during the
intervention. The HCPs carrying out the intervention were not hired
by or connected to the primary health care centres and therefore were
not part of the participants’ usual care team.

e Access to the digital health platform

The health plan was uploaded to the secure eHealth platform, a web
page the participants could access at all times through a personal log-
in feature using a computer or smartphone. As previously mentioned,
documentation is an important component of PCC, here facilitated by
the platform as a way of safeguarding the partnership and putting
goals, resources and needs into print. Having access to the updated
health plan also works as a tool for the participant to engage in their
rehabilitation and take an active part in the process.

Additional functions in the platform included: the ability to send and
receive messages with HCP(s), self-monitoring through daily rating
of symptoms, and the option to invite family members, relatives,
employers, colleagues or external HCPs to the platform.

The eHealth platform (Figure 4) has been tested and used in several other
research projects at the GPCC. It was developed at the University of
Gothenburg through a collaboration between information technology (IT)
developers, HCPs, researchers and research partners (i.e. PPIs) and then
adapted to the target group of our particular study.



Ase Lundin

ST Halsopl
alsoplan
@ Dagsform p
W Halsoplan
Ligg tl egen hdisoplan +
A Porsonal
[E Narsthende B Iz = “ a?
& Liakr Min 1:a hilsoplan
G Logga ut ek har v peat onm e jag hae sl inal
Sakisr o] Skull )2 kunna gone
Feesurser och 1ormagor jag har 10r @it kunaa nd defla
Hur planerar v it o4 bilvage™
IR fo A BBt B A s A =
( #eiogn ) s ) [ sk
= Meddetands Svar vecka 18
© pagstorm Mandag =.a tres eto
¥ Halsoplan Tesdag Sea e ete
A Personal
Onsdag
[ Narstience
Torsdag svar fens e
& Lankar
Frodag
G Loggaut
LOrdag Svar fans e
50ndag Svar s e
Wecka 18
U
. |
hrtiomaieany s
[ S —
- oy T - [, — -

Figure 4. Print screen of the eHealth platform MinHilsa © Gothenburg University,
2016.
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Figure 5. Modelling of components and mechanisms involved in the 6-month person-centred
care (PCC) intervention, drawing on the three routines initiation, integration and safeguarding,
of the Gothenburg Centre for Person-Centred Care (GPCC). Image creator: AL.
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PARTICIPANTS

Recruitment to the trial took place between August 2021 and June 2023. The
participants were recruited from ten primary health care centres in Gothenburg,
with screening carried out by an HCP. After screening and initial contact, those
willing to participate were randomized and allocated 1:1 to either the
intervention group or the control group. A computer program was used for

randomization.

Inclusion criteria:

Men and women 18-65 years of age

Living with chronic, non-malignant pain with any of the
following ICD-10 diagnosis codes: M25, M54, M79 and R52
On sick leave (full or part-time) from paid professional work
Willing to participate in the study

Exclusion criteria:

Being on full-time sick leave for >24 months (part-time sick
leave >24 months could be included)

Participating in another, conflicting, RCT

No registered address

No access to technical devices needed for the intervention
Serious illness with life expectancy <12 months

Ongoing documented diagnosis of alcohol or drug abuse
Other illnesses that could interfere with follow-up, or other
serious functional or cognitive impairment

Hearing or sight impairment that could interfere with
communication through the intervention components

Not understanding spoken and written Swedish

Comorbidity with mild or moderate depression and/or anxiety is common and

was accepted.
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DATA COLLECTION AND OUTCOME VARIABLES

Both groups received questionnaires by mail containing patient-reported
outcome measures (PROMs) at inclusion, 3 months and 6 months. Data on sex,
age, diagnoses, comorbidities and prescribed medications were extracted from
the medical records.

COMPOSITE SCORE
The primary outcome of the RCT was a composite score of the two variables
sick leave rate and self-efficacy (measured at 6 months). Hence, the assumption
was that these variables can be influenced by the PCC intervention.

The participants were classified categorically as improved, deteriorated or
unchanged.

e Participants with a reduced degree of sick leave and an increase in
General Self-Efficacy Scale (GSE) score >5 were considered
improved.

e Participants with an increased degree of sick leave or a decrease in
GSE score >5 were considered deteriorated.

e Participants with neither improvement nor deterioration were
categorized as unchanged.

Why choose to work with a composite score? A composite score combines two
or more endpoints of interest into one single variable (Rauch et al., 2017). This
method is widely used in health care research and is an important tool to
evaluate efficacy of interventions in clinical trials (Baracaldo-Santamaria et
al., 2023). The composite score of sick leave rate and self-efficacy used in study
IIT has been used in a prior, similar intervention at the GPCC (Cederberg et al.,
2022).

Using composite scores comes with several advantages. It can provide a
broader view of treatment outcomes which avoids having to commit to a single
primary outcome, by combining several outcomes into one (Ferreira-Gonzalez
et al., 2007). Correctly used, composite scores are also statistically efficient,
reducing the necessary sample sizes and enabling shorter follow-up
(Freemantle et al., 2003). A disadvantage of using composite scores is the
increased complexity this brings to the interpretation and statistical
management of the data. The results and conclusions can become confusing or
ambiguous if the composite score is not correctly analysed and presented. For
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example, the effect of one variable can become diluted if combined with a
measure that on its own shows evidence of benefit (Freemantle et al., 2003).
Therefore, it is important to provide transparency in reporting and to present
the results of each individual variable separately (Baracaldo-Santamaria et al.,
2023).

COMPOSITE VARIABLE 1: SELF-EFFICACY

Self-efficacy was assessed using the GSE developed by Schwarzer and
Jerusalem (1995). The GSE questionnaire consists of ten items assessing the
strengths of a person’s beliefs in their own ability to respond to and/or deal
with difficult situations and associated obstacles. The questionnaire takes
about 2-3 minutes to complete and is self-administered, where each of the ten
items has a four-choice response, ranging from 1 = “not at all true” to 4 =
“exactly true”. The scores are summarized, giving a total score of between 10
and 40. The higher the total score, the greater the person’s general sense of
self-efficacy (Schwarzer & Jerusalem, 1995).

The GSE has been translated into Swedish (Koskinen-Hagman et al., 1999)
and then validated by Love et al. reporting high internal consistency and
showing the instrument to be a reliable indicator of perceived self-efficacy
(Love et al., 2012). The GSE has been used in several previous studies
evaluating changes in self-efficacy after a PCC intervention, and in those a 5-
point change in GSE score has been regarded the threshold for a minimal
important change (Fors et al., 2015, 2016). We have used the same threshold
in this RCT; however, it is important to keep in mind that our population may
differ from previously investigated patient groups.

COMPOSITE VARIABLE 2: SICK LEAVE RATE

Self-reported sick leave rate was the second variable making up the composite.
Access to data on sick leave rate in Sweden is available through online records,
but data are not always up to date and also, sick leave can be retroactively
updated in the system. In order to be stringent in the collection, management
and analysis of outcome data, a decision was made early on by the research
group to use self-reported sick leave rate on a scale of 0—100 (0 indicating the
best and 100 the worst rate). Sick leave as a self-reported outcome has been
used in similar ways in a previous study using a similar intervention in patients
with common mental disorders (Cederberg et al., 2022).
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DATA ANALYSIS

Power was calculated on the primary outcome. Based on a p-value of 0.05 for
an increase from 20% to 40% in the proportion of improved patients, a sample
size of 91 participants per group was required to reach 80% power. To account
for possible dropouts, we aimed to include 110 participants per group, a total
of 220 participants.

All data collected at baseline and at 3 and 6 months were entered into a variable
database in SPSS (IBM, Armonk, NY, USA). When all data had been entered
a quality check looking for random errors was performed on 10% of the entered
data. Under 0.7% of the data were found to have been entered incorrectly,
which was assessed by the research group as minor. The errors found in the
dataset were corrected before moving on to statistical analysis.

Both IBM SPSS Statistics (version 29) (IBM, Armonk, NY, USA) and SAS
statistical software (version 9.4) (SAS Institute Inc., Cary, NC, USA) were
used for the data analysis.

STATISTICAL METHODS

A statistical analysis plan (SAP) describing the trial’s quantitative objectives
and planned statistical analyses was developed prior to performing the
statistical analyses. The analyses were then carried out in consultation with a
statistician with experience of working with composite scores. Both
descriptive and inferential statistics were used. Fisher’s exact test was used for
dichotomous variables, Mann-Whitney U-test for continuous variables and
chi-square test for non-ordered categorical variables.

In the primary outcome analysis, the composite score was analysed as three
ordered categorical variables described above (improved, unchanged and
deteriorated) using Mantel-Haenszel chi-square trend test. This non-parametric
test was chosen because of the characteristics of the outcome variables (e.g.
they were categorical and ordered) and the modest sample size, and because
the test does not assume normality of data.

Missing data are an inevitable problem in longitudinal research. Imputation of
missing outcome data for 3 and 6 months’ follow-up was done using the last
observation carried forward (LOCF). This single-value method replaces
missing data points with the last observed value (which could also be the
baseline data value). The method has received its share of criticism, as it
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introduces risk of bias and assumes that a patient’s health data remain
essentially constant over time (Fayers & Machin, 2016). However, it is one of
the most straightforward methods of handling missing data and, if available,
missing data in a longitudinal sequence should be imputed using existing
longitudinal data for that individual (Engels & Diehr, 2003). For transparency,
the amount of missing data is presented in the manuscript tables and analyses
on both imputed and non-imputed datasets are performed and presented in the
Results.

STUDY IV

Study IV is a register-based analysis of secondary outcomes of the RCT that
was carried out in study III. The aim was to describe and explore health care
utilization among participants on sick leave due to chronic pain, recruited into
the EAPER-P trial evaluating a person-centred intervention.

PARTICIPANTS AND DATA COLLECTION

The sample consisted of all the participants recruited into the RCT in study III.
Data were acquired from the regional patient register VEGA. This is a register
covering Vistra Gotaland Region in Sweden, containing information on the
residents’ inpatient and outpatient health care contacts and visits (Region
Vistra Gotaland, 2023). It has a high coverage rate as it contains administrative
data gathered specifically to reimburse health care providers.

Data were collected for each participant over a 6-month period, starting at each
participant’s trial randomization date. The requested data included the
participants’ sex, age, diagnoses, level of care, types of visits, date and mode
of admission and discharge, and staff category, among other variables.
Participant characteristics were collected from the medical records by an HCP
as well as from questionnaires collected via post at baseline and at 3 and 6
months after inclusion.

DATA ANALYSIS

Descriptive and inferential statistics were used to describe characteristics of
the sample, explore utilization of health care and compare the trial groups.
Simple and multiple linear regression was used to assess the relationship
between health care utilization and the independent variables age, sex and level
of education. The statistical software STATA 18 (StataCorp LLC, College
Station, TX, USA) was used in the analyses.

51



Returning to work by working together

ETHICS

ETHICAL APPROVALS

The research project was approved by the Swedish Ethical Review Authority
(ref. No. 2020-02491). Two amendments were made and have been approved.
The first amendment (2020-06936) regarded mistakenly having left out one of
the accompanying letters to participants in the first application but this was
attached in its entirety to the amendment. The second amendment (2021-
02753) regarded the addition of the questionnaire ICEpop CAPability measure
for Adults (ICECAP-A) to the RCT, as well as a change of wording in the letter
to participants.

Informed written consent was obtained from every participant before their
participation in any part of the studies included in this thesis. As the research
involves human subjects the ethical principles stated in the Declaration of
Helsinki (World Medical Association, 2013) have been complied with and the
intervention study (study III) is registered in ClinicalTrials.gov with identifier
NCT04706195.

ETHICAL CONSIDERATIONS

Including persons dealing with chronic pain in health care research is crucial,
given the significant consequences and the escalating prevalence of chronic
pain in society. Facilitating returning to work has the potential to conserve
societal resources and at the same time alleviate individual suffering. However,
persons with chronic pain can be vulnerable as they face a range of physical,
cognitive, emotional and socioeconomic ramifications of their condition
(Brennan et al., 2007).

In the studies comprising this thesis the project group continuously considered
possible risks and took several measures to protect the participants’ wellbeing
while carrying out the research. The interview studies (studies I and II)
involved the risk that those participating in research interviews regarding their
health or life circumstances might find the situation tiring or emotionally
taxing. Before the start of each interview the participant was informed about
the study, its aim, the recording procedure, and how personal data would be
handled and confidentiality secured. During the manuscript and reporting
phase the question of confidentiality was imperative; in reporting and
publishing the studies, and in using quotes and excerpts from interviews,
participants should not be identifiable. The participants were encouraged to
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raise any questions or concerns before, during or after the interviews. Informed
written consent is crucial, along with information to participants about the
possibility to drop out of the study at any time before, during or after the
interviews without needing to state the reason why.

In the RCT all participants randomized to the intervention group received an
introductory call by an HCP before the start of the intervention, giving
information about the study and its aim, as well as the opportunity to ask
questions. Plenty of time was made available for each scheduled telephone call,
to allow the participants to bring up any matters they considered important. All
researchers who carried out the intervention put considerable effort into being
attentive and responsive to the participants’ circumstances, wellbeing and
current energy level. The participants retained control of the intervention and
always had the option to reschedule, divide the calls into shorter segments, or
cancel a planned call entirely. Carrying out person-centred calls places high
demands on an HCP as well; all researchers involved in the PCC calls in the
intervention participated in coursework, practical training, and guidance and
mentoring by senior advisers in PCC, who gave feedback on calls and made it
possible to address any difficulties or navigate through any ethical issues that
arose.

As mentioned in the Background section, chronic pain is often associated with
mental health symptoms. Unfortunately chronic pain, regardless of type, is a
risk factor for suicide and persons with chronic pain have at least doubled risk
of suicidal behaviour or dying by suicide (Racine, 2018). Therefore,
development of routines for referral if a need for further care was identified
during the intervention was crucial. These steps were documented in writing
and accessible to the HCPs carrying out the intervention. In short, the first step,
if a need for further care was identified, was to refer the participant back to
their primary health care centre. If the participant wished, the HCP would assist
them in making this contact. If a participant showed signs of severe mental
illness or suicidal ideation, the researcher would notify them that contact with
their primary health care centre would be made on their behalf and then take
immediate action to ensure the participant received appropriate care. As
outlined in the ethical permit, during the intervention the HCPs also had quick
access to guidelines for addressing mental health concerns or suicidal ideation,
along with a document with contact information for various support services
including suicide hotlines. As is common in guidelines regarding severe mental
health conditions or suicidal ideation, the guidelines advised that, in case of
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serious concern for the person, contact with emergency medical services
should be initiated directly.

Another ethical consideration regarding the intervention was how it was
carried out as an add-on treatment, provided by a research unit within a
university hospital, and not part of the participants’ ordinary care or health
contacts. Potential benefits of this include providing the participant with an
opportunity to try a new intervention to improve and make a difference to their
own health, on top of their standard treatment in primary health care. If the
intervention is successful, the participant can gain tools and strategies as well
as identify and use their own capabilities and resources in a way that may
benefit them for a long time. The intervention also provides them with a tool
to make their health plan accessible for themselves, their next of kin and other
HCPs. Health care professionals from the participants’ ordinary health care
clinic had the opportunity to engage in and monitor the process if invited to the
web-based platform. However, this had to be a preference and an active choice
made by the participants.

The participants allocated to the control group did not benefit directly from the
study as they did not partake in the intervention components. Their
participation in the trial might instead lead to increased knowledge and to the
improvement or development of future health care. However, they were not
knowingly disadvantaged or withheld beneficial treatment (because we did not
know its efficacy yet). They still had access to the same care and treatment, via
their health care clinic, as recommended in the national guidelines. One
possible way to mitigate or curb this “unfairness” that is built in to randomized
trials including a control group would be to consider a cross-over design. That
would have given the control group access to the same intervention, but at a
later stage.

SECURE MANAGEMENT AND STORAGE OF DATA

Protection of a participant’s confidentiality and integrity is central when
conducting research involving humans, and particular emphasis has been
placed on management and handling of data and possible sensitive information
during the course of the studies comprising this thesis. Data security involves
three dimensions: the technical (such as hard drive encryption and backup),
physical (such as rooms or safety deposit boxes for locked and safe storage)
and administrative dimension (such as control over permissions and passwords
for access to the systems) (Swedish National Data Service, 2024). The Swedish
National Data Service checklist was used to create an outline for a data
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management plan (DMP). The measures taken to ensure secure management
and storage of data are briefly outlined below.

As stipulated in the ethical approval, all data in the four studies were handled
in accordance with the General Data Protection Regulation (GDPR) and all
documents, such as data collected through questionnaires in the RCT, were
given a log number for anonymization and stored in locked rooms. A document
key for identification is stored separately in a safe deposit box positioned at the
hospital unit. Screening lists and written consent forms are also stored in
locked safe deposit boxes at the unit. Documents will be stored, managed and
weeded in accordance with the Archives Act (SFS, 1990:782).

The telephone calls made as part of the intervention were recorded as audio
files, which are kept together with the recorded interviews (audio and transcript
files) from the qualitative studies, stored through the University of
Gothenburg-provided service Sdker lagring (English: Secure storage). This is
a digital service for storing class 3 data, i.e. data with a high protection
requirement that may not be kept in any of the other storage areas at the
university. The data are stored encrypted on a server in a locked and alarmed
room at the University of Gothenburg. Access requires using multi-factor
authentication (MFA) with login access only allowed to the researchers
working closely on the project. All activity on the platform was logged. The
digital platform used in the RCT was developed and is owned by the University
of Gothenburg. It follows the established guidelines for information
classification regarding confidentiality, encryption and security of IT systems.

Lastly, in study IV, a register-based study, all patient data requested were
approved in the ethical application (ref. No. 2020-02491). After obtaining the
data from VEGA the participants’ personal identification number and trial
randomization number were replaced by a unique key for anonymization. The
key to the participant personal identification number will be held by the register
until 2028. Requested data files to and from the VEGA register were sent
through encrypted and password-protected emails. Upon arrival all register
data were stored in our allocated digital secured storage service described
above.
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6. RESULTS

The main results are outlined in this chapter, presented study by study. An
integrated discussion of the results follows in Chapter 7.

STUDY |

Living with chronic pain and sick leave was understood as invisible suffering
that was exacerbated by experiences of stigma, injustice and delegitimization.
Being on sick leave due to chronic pain was experienced as lonely, and as
burdened by a sense of guilt and dependency on others. This experience
becomes a threat to a person’s integrity and identity; it affects the way they
look at themselves, their body, their relationships and their surroundings, as
well as how they view their future.

In the analysis, three themes, seven subthemes and one main theme were
formulated (Figure 6). The main theme, Suffering out of sight but not out of
mind, is a play on words, where the English idiom “out of sight — out of mind”
implies that if [ cannot see something, I do not have to think about it or even
recognize it. However, for the participants in study I the pain was constantly
in sight and ever present, a suffering much beyond mere physical pain, and
beyond what could be understood and acknowledged by the people around
them. It ultimately hindered them from participating in daily life and work and
affected their perceived value as a person.

Suffering out of sight but not out of mind

An identity under threat Trapped in a foreign body Navigating uncharted waters

Becoming dependent Losing bodily trust Constantly chasing recognition
Being excluded Feeling constantly tired A journey towards unexpected
Feeling flawed lessons

Figure 6. Results, study 1: Overview of the main theme, themes and subthemes.
Figure adapted from Lundin et al. (2023) published in BMJ Open.

However, despite “constantly wearing a heavy diving suit”, as one participant
put it, there was also hope. Being on sick leave due to chronic pain was a
journey, mainly through unpleasantness and uncertainties, but also with
sprinkles of helpful surprises and even meaningfulness. The participants
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described that by going through the process of chronic pain and sick leave, they
gained important insights, learned coping strategies, and were forced to re-
evaluate their priorities, which they experiences as having a beneficial impact
on their lives.

Now that spring is coming, I look forward to things like, well, we can have
breakfast outside ... those kinds of things. Which I didn’t notice before. So, in
that way, it’s a good thing. Participant #8

STUDY Il

The experience of getting stakeholder support (e.g. support from employers,
the social insurance system, the health care system, etc) during the RTW
process while having chronic pain was understood as a constant battle. Despite
involvement from several stakeholders, the experience of working with them
was interpreted as fragmented and as lacking both collaboration and
acknowledgement of human values. Being able to work was of vast importance
to the participants; many of them strongly identified with their work and
longed for a return to a meaningful working life. Although the goal of returning
to work was shared among all stakeholders, there was a profound feeling of
vulnerability among the participants, a feeling of being left on their own when
working towards this goal.

If the whole system and everything was centred around one person, if there
was this team instead of me being this small human who has to fight against
all these different agencies ... If there had been a more holistic approach ...
Instead, every new contact within the system is something you have to fight
for, and all of them have their own separate missions. There’s no one who
has a shared mission focused on the individual, and 1 find that really strange.
Participant #11

Through the analysis, six subthemes and one overarching theme were
formulated (Figure 7). The theme in study Il is, as in study I, a play on words.
Have my back as I get back to work includes the idiom “having someone’s
back”, meaning to look out for someone and their wellbeing. This action
implies a relationship built on trust, cooperation and collective responsibility.
Participants with access to these relationships and this collaborative support,
involving competent care, employer recognition and the possibility to
influence and pace their work, felt valuable and capable as workers and as
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persons. Thus, cultivating and strengthening a person’s capability is
fundamental for reintegration into the workplace after sick leave.

Feeling safe

to expose
Being oneself
supported in ‘
transitioning Being
towards a recognized
sustainable as an asset

Have my
back as |
get back
to work

future

Battling for
flexibility to
move at your
own pace

Being
trusted to
take
command

Accessing
competent
and
dependable
care

Figure 7. Results, study II: Overview of the theme and subthemes. Figure adapted
from Lundin et al. (2024) published in PLOS One.
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STUDY Il

The start of study Il was delayed by approx. 7 months because of the COVID-
19 pandemic. The RCT screening started in August 2021 and closed in June
2023 after 2 years of planned inclusion.

In total, 654 persons were screened for eligibility by an HCP with access to the
participating primary health care centres’ medical records. Altogether 60
participants accepted participation in the trial. Of these, 30 were randomized
to the intervention group and 30 to the control group. There were no
withdrawals and no major protocol violations were reported. However, one
participant was excluded from the analysis because their data from the
inclusion questionnaires were incomplete and imputation of those items was
considered infeasible. The final analysed sample included 59 participants
(Figure 8). Frequent reasons for non-eligibility included language barriers,
non-response, or that the patients had not experienced pain for >3 months.
Additionally, many eligible patients opted out of participation without
providing a specific reason.

Assessed for

eligibility (n=654)

Excluded (n=594)
Did not respond (n=37}
Declined participation (n=164)
Did not meet inclusion criteria (n=393)

Enrolment

Randomized
(n=60)

Control group Intervention
(n=30) group (n=30)

Allocation

Excluded (n=1)

Lost to follow-up Lost to follow-up
at3and6 at3and6 Follow p
months (n=0) months (n=0)
Analysed Analysed Analysi o

(n=30) (n=29)

Figure 8. Flow chart depicting recruitment and retention in study III.
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There were no significant differences regarding characteristics between the
intervention and the control group at baseline. For full baseline characteristics,
see Table 2.

Table 2. Participant characteristics, study I11.

Intervention

Variable Control n=30
n=29
Age, yrs
Mean =SD 48.4£10.8 48.2+9.7
Median (range) 48.0 (21-64) 48.5 (22-63)
Sex, n (%)
Male 10 (34.5%) 11 (36.7%)
Female 19 (65.5%) 19 (63.3%)
Country of birth, n (%)
Sweden 21 (72.4%) 18 (60.0%)
Other 8 (27.6%) 12 (40.0%)
Living situation, n (%)
Married/living together 20 (69.0%) 19 (63.3%)
Living apart 0 (0.0%) 1(3.3%)
Single 9(31.0%) 10 (33.3%)
Education, n (%)
Compulsory or lower 3(10.3%) 1(3.3%)
Upper secondary or high school 13 (44.8%) 15 (50.0 %)
Post-secondary vocational school 6 (20.7%) 3(10.0%)
College/university 7 (24.1%) 11 (36.7%)
Diagnosis, n (%)
M25 5(17.2%) 4(13.3%)
M54 12 (41.4%) 14 (46.7%)
M79 7 (24.1%) 8(26.7%)
R52 5(17.2%) 4 (13.3%)

SD = standard deviation

Every participant held at least one telephone conversation during the
intervention. In the intervention group the median number of telephone calls
was seven (ranging from two to ten telephone calls). The average length was
just under 22 minutes per conversation. Every participant had at least one
documented health plan posted on the eHealth platform, with the number of
health plans during the 6 months ranging from one to seven plans per
participant. One participant attempted to invite two external persons to the
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platform but was unsuccessful because of technical issues with the software at
the time.

The analysis of the sample (n=59) showed a significant (p=0.037) difference
in primary outcome between the groups at the 6-month follow-up, where the
control group had deteriorated compared with the intervention group (which
had largely remained unchanged). This suggests that the intervention
significantly influences self-efficacy and sick leave rate in persons with
chronic pain at 6 months. A significant difference in the primary outcome was
also observed in the non-imputed analysis (p=0.035).

Looking separately at the variables of the composite, a significant difference
(p=0.029) between the groups was observed in mean GSE score at 6-month
follow-up, favouring the intervention group. A significant difference in mean
sick leave between the groups was observed at the 3-month (p=0.022) but not
the 6-month follow-up (p=0.057).

Looking separately at sick leave, the intervention group also showed
significant within-group differences from baseline to both the 3-month and the
6-month follow-up (p<0.001), meaning that persons within the intervention
group had a significantly lower sick leave rate at 3 and 6 months compared
with baseline.
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STUDY IV

The sample consisted of the participants enrolled in the RCT including both
the control group (n=30) and the intervention group (n=30). Unlike study III,
in this study we were able to include the one participant who was randomized
without a complete inclusion questionnaire, thus making the sample 60
participants in total. One participant in the intervention group had no contact
with health care in the specified time period. The remaining 59 participants in
the sample in total had 1,142 registered contacts with health care during the 6
months. T-tests showed no statistically significant difference between the
intervention and control groups regarding level or type of care or HCP
consulted. Indeed, health care utilization was frequent across the entire sample,
with a mean of 19 health care contacts during the 6-month period. Three
participants had more than 50 encounters with health care during the 6 months
(Figure 9). Most contacts took place in primary health care (88.3%); during the
6-month period, participants most commonly saw physicians (mean 6.8
contacts), followed by physiotherapists (5.4) and nurses (4.3) (Figure 10).

There was no statistically significant relationship between health care
utilization and level of education or age. However, the regression analysis
showed a positive relationship between female sex and total health care
utilization. Being female was associated with higher health care utilization in
the simple regression model (coefficient 7.88, p=0.03); this positive
association remained in the multiple regression model, although it did not
reach statistical significance (coefficient 6.64, p=0.09).

6_

Number of participants

0 10 20 30 40 50
Total health care encounters

Figure 9. Total health care utilization in the sample (n=60) over 6 months.
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Figure 10. Health care utilization in the sample (N=60) for 6 months for the
health care profession (HCP) categories physiotherapist, physician and nurse.
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7. INTEGRATIVE DISCUSSION

The overall aim of this thesis was to increase understanding of chronic pain,
sick leave and return-to work experiences, evaluate a remote person-centred
intervention and explore health care utilization patterns among persons with
chronic pain.

SHARING THE NARRATIVE WHILE ADDRESSING THE STIGMA

“I explain to them completely how I feel because it is not visible on
the outside at all. And then they sit there and tell me that it’s
absolutely impossible to feel the way I do! You know when this
started, when I first sought care, they said, ‘Well, you have two small
children at home and a heavy job, you just need to take it easy.’”
Participant #3, study I & II

Having someone listening to your narrative can be both affirming and
comforting, and it can facilitate ways to experience community and belonging.
Narration can be a way to find and create meaning — even when it feels like
there is none (Skott, 2004). All studies comprising this thesis include
participants — persons with experience of chronic pain — who carry stories they
want to share with others and they want to be acknowledged for carrying.
These narratives contain stories of suffering, and clearly, chronic pain is a
suffering on many levels, impacting all parts of daily life. Living with chronic
pain and being on sick leave was understood as an invisible yet ever-present
suffering riddled with feelings of loneliness and vulnerability (Lundin et al.,
2023, 2024). For someone who is ill, being given the possibility to narrate their
story to someone — and being listened to — has the potential to signify caring
and can be important in reducing suffering (Skott, 2004). Conversely, when
sharing their stories, persons with chronic pain are often met with stigma. Both
study I and II in this thesis portray the delegitimization of the participants’
pain, anxiety about disclosure of their diagnosis and the constant seeking for
recognition and justice described by the participants. In study I, one participant
wondered if the workplace would have perceived her differently if she had
disclosed a cancer diagnosis instead of a chronic pain condition (Lundin et al.,
2023).

As described in the Background section, this stigma surrounding pain goes
back a long way in history when for several hundred years pain was seen as
punishment or as having links to witchcraft. In Sweden, up until the mid-1990s
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it was not entirely uncommon that women with fibromyalgia were referred to
by medical professionals as “SVBK”— an acronym for Sveda-virk-brinn-
kdrring (Olin, 2002), an offensive and derogatory term which roughly
translates to “burning-aching pain hag” in English. It was believed that the
pain these patients (mainly women) complained of was imaginary or
exaggerated, as there was no obvious, objective measurement and no
biological evidence that they were in pain (Olin, 2002). For many centuries,
both physical and psychological health issues in women were often regarded
as “hysteria” (from the Greek word for uterus, hystera). Hysteria was the
diagnosis for almost anything that could be at fault with the female body.
Whether it was pain, convulsions, paralysis, colitis, lupus or heart palpitations
— all were attributed to the “insane” female gender and women’s expressions
of emotion, their obsessions and their promiscuity (Cleghorn, 2023). This view
was not only prominent in medicine, but also permeated most health
professions, including my own, physiotherapy. An array of conditions were
treated with physiotherapist-administered uterus massage or genital massage
combined with manipulation techniques (Ottosson, 2007) reinforcing the
notion that the hystera — the uterus — was to blame.

We have come a long way from “the age of sin” and belief in superstition,
hysteria and nervous depressions; however, pain sufferers’ credibility is often
downgraded to this day. Exploring current research shows that the reasons
behind this are that either there is difficulty in communicating pain experience
or there is a belief that there has to be an objective cause of the pain, such as
tissue damage. Persons with chronic back pain report experiences of suspicion
from health care providers regarding the existence of their pain (Howarth et
al., 2014). Therefore, that pain has to be communicated or that it has to be
objectively assessed is problematic (Tosas, 2021). Chronic pain, especially in
the absence of tissue damage, is associated with stigmatization and persons
suffering from chronic pain often have a devalued social status (De Ruddere &
Craig, 2016) or perceive injustice in relation to their pain (Reme et al., 2022).
The fact that only one participant in the intervention (study III) attempted to
invite external persons to the eHealth platform may also indicate stigma: this
was something that the participants did not want to burden people in their
surroundings with or they felt uncertain about how it would be perceived.

In study IV it became clear that persons with chronic pain seek a lot of care,
especially in primary health care. This may also be associated with stigma.
Persons with chronic pain are sometimes regarded as “frequent flyers”, a term
borrowed from the commercial airline industry but in this context meaning a
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person who makes multiple trips to the emergency room, presenting a
challenge with their varied and complex conditions (Grover & Close, 2009).
Within the health care system, people with chronic pain have almost become
accustomed to being seen as difficult or demanding when seeking relief. When
failing to return to the workplace after an injury they may be thought of as
“complainers, malingerers and drug-seekers” (Collier, 2018). A climate of
mistrust in pain management practices may facilitate injustice. Health care is
grounded in trust and where a patient’s symptoms do not correlate to a visible
mechanical cause or any underlying pathology, this trust is frustrated.
Testimonial injustice does not always mean that the person is disbelieved;
however, the person may, as is often the case, be taken less seriously by HCPs
(Buchman et al., 2017).

In a perfect world, labels, categorization and specific definitions of patients
and their symptoms would not affect their assessment or treatment. However,
the bureaucracy of most welfare states (which include health care management
and delivery, funding and reimbursement systems, health or social insurance,
etc) is increasingly technical and necessitates that patients are categorized
using disease classifications. A diagnosis simply links a person to the social
system (Rosenberg, 2002). Therefore, the implementation of the revised
version of the ICD is exciting and welcomed. In contrast to the ICD-10 where
chronic pain can be classified under several different categories, the new ICD-
11, as a coding system that for the first time includes chronic pain as a category
of its own right, may help shift focus from finding causes to instead managing
the impact of chronic pain. A new classification may help improve the situation
for chronic pain by increasing awareness and the attention it is given, securing
increased funding and research, ultimately leading to better treatment options
(Van der Linden et al., 2022). Additionally, it can contribute to avoiding labels
such as “psychosomatic” illness and instead move towards unified, non-
stigmatizing diagnostic terms to describe chronic pain conditions (Smith et al.,
2019).

Regarding its clinical utility, people with chronic pain have been invited to
review the ICD-11. Findings indicate that they approve and support the new
diagnostic codes. The changes have been welcomed, which implies that the
new classification has a practical value and that it is hoped to improve the
situation of people with chronic pain (Korwisi et al., 2024). Not only in the
field of pain is the transition from the ICD-10 to the ICD-11 of interest, but it
may also bring changes to the field of mental, behavioural and
neurodevelopmental disorders, mainly by increasing clinical utility. Another



Ase Lundin

major change is the renaming of “mental retardation” to “intellectual
disorders”, thus getting rid of a stigmatizing and obsolete term (Reed et al.,
2019). This is a gratifying development, especially considering the overlap of
chronic pain and psychiatric comorbidity and the fact that both of these are
surrounded by stigma.

The ICD-11 officially came into effect during 2022 (WHO, n.d.). A Swedish
translation is still underway, and it is estimated that the official Swedish
version of the ICD-11 will be available in early 2026 and will be used in the
Swedish National Board of Health and Welfare’s health data registers from
January 2028 (National Board of Health and Welfare, 2025a). However,
although it is hoped that the ICD-11 will improve the lives of persons with
lived experience of chronic pain (Korwisi et al., 2024), it will not solve all
problems. Indeed, it brings its own set of issues. The distinction between
primary and secondary chronic pain may be complex, and some conditions
may fit into both categories, along with other conceptual issues emerging with
the use of the category “chronic secondary pain syndromes” for example (Van
der Linden et al., 2022). Only time will show us the full impact of the
implementation of this 11" revision.

RECOGNIZING THE EXISTENTIAL ASPECT OF CHRONIC PAIN

In study III the national guidelines regarding “usual care” were guidelines from
the Swedish Agency for Health Technology Assessment and Assessment of
Social Services (SBU, 2006; SBU et al., 2011). They were the existing
guidelines at the time of design of the trial; however, they are today nearly 20
years old and may be falling out of favour. Newer guidelines and a review of
the evidence carried out in a Swedish context put more emphasis on PCC and
how to integrate it at all levels of care, as well as a biopsychosocial approach
creating a foundation for assessment and treatment of chronic pain (National
System for Knowledge-Driven Management within Swedish Health Care,
2022).

A more detailed description of the biopsychosocial model and its three
components has been provided earlier. What should not be forgotten when
looking at perspectives of chronic pain (although this is not part of this model)
are the existential aspects that often come with it. The existential context of
chronic pain frequently includes the suffering person pondering questions such
as “Why me?”, “What is the meaning of this?” and, perhaps above all, “Who
am I now?” This last question emerged frequently in the qualitative studies in
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this thesis, with the results showing that the participants’ entire identities were
threatened as they experienced loss of both legitimacy and value as persons,
and as parents, partners and workers (Lundin et al., 2023, 2024). Although we
may not have answers to all existential questions, they are important to address
and it is important that the suffering person should be given space and
opportunity to express them (Arlebrink, 2021). The dimensions of pain-related
suffering are many and multifaceted, where the existential experiences have
received wider acknowledgement during recent years (Noe-Steinmiiller et al.,
2024). This aspect has even been suggested as an “add-on” to the
biopsychosocial model, along with the ecological perspective, for example (the
authors of that article do acknowledge that the word
“BioPsychoEcoSocialExistential” may be quite a mouthful) (Ventres &
Frankel, 2021). Another intriguing suggestion is to invert the order of the three
components making up the model, i.e. “sociopsychobiological”. The point of
this is to emphasize the fact that social or psychological factors are important
— and not just “secondary to” biology. Today, more emphasis is often given to
the “bio” than the “psycho,” and even less to the “social” component (Carr &
Bradshaw, 2014).

The intervention in study III tried to focus on all three aspects of this model.
When providing PCC, clinicians must recognize and have a biopsychosocial
understanding of their patient’s experience of pain (Hutting et al., 2022).
Hence, as PCC does take medical testing and examinations into account it puts
these on par with the person’s preferences, wishes and experiences. In study
111, through telephone calls and use of the eHealth platform we also wanted to
identify and work with both personal and social resources. This included the
participants’ ability to manage their daily lives with pain and its consequences,
and finding ways and strategies of working towards goals that were important
to them. Also in line with the aim to include personal and social resources, the
eHealth platform offered the possibility for participants to invite family,
employers or colleagues, etc to the platform, thus expanding the intervention
to collaboration with the participant’s social network and environment.
However, as mentioned, this function was very sparsely used, with only one
participant attempting to do so, which process was hampered by technical
issues. The fact that only one participant wanted to invite external resources
was an interesting finding. Although persons with chronic pain often express
a wish to involve and collaborate closer with stakeholders they sometimes
hesitate to do so. In study I and II the participants expressed worry and the
frustration of burdening their family with their situation (Lundin et al., 2023).
Also, they expressed a fear of the risks of disclosing their condition at the
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workplace (Lundin et al., 2024), which may have played a role in not using the
invitation opportunity in the intervention. Again, the stigma of chronic pain is
all around.

FORMING SUCCESSFUL REMOTE PARTNERSHIPS

As mentioned in the Background section, we cannot always reduce a person’s
intensity of pain, but we can strive towards improving other outcomes (Cohen
et al., 2021). Pain intensity and duration are not always the largest contributing
factor to disability. On the contrary, research on primary health care
populations with musculoskeletal chronic pain suggests that self-efficacy is
important as a determinant of disability and, further, that self-efficacy beliefs
together with fear avoidance may be more important determinants of disability
than pain duration and pain intensity among these patients (Denison et al.,
2004). Additionally, pain is not the sole determining factor of how long a
period of sick leave will continue; factors such as socioeconomic status and
workplace characteristics such as job demands also play a role (Russo et al.,
2024).

Pain management often involves striving towards lessening the personal
consequences of chronic pain. Our findings in study III indicate that a person-
centred intervention through telephone support and eHealth may play a
protective role and prevent decline among persons with chronic pain regarding
sick leave and self-efficacy. Themelis and Tang (2023) underscore the role of
PCC in chronic pain treatment and the importance of chronic pain management
that takes a person’s reality into account and fosters both active involvement
and self-management. Not only does forming partnerships seem beneficial, but
study III indicates that partnering up can be done remotely. These results are
in line with several other previous person-centred RCTs that were carried out
remotely, demonstrating that improved self-efficacy and a sense of partnership
can extend beyond in-person interactions (Gyllensten et al., 2025). In a
previous PCC intervention aimed at persons with common mental disorders,
the remote format was experienced as meaningful by the participants. It
lowered the threshold to receiving professional support and forming
partnerships and it provided a feeling that support was within reach when
needed (Cederberg et al., 2023).

Therefore, telerechabilitation seems to work. An overview of systematic

reviews shows that five out of six reviews support telehealth interventions for
chronic pain conditions, with impacts on physical and emotional functioning
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(Vieira et al., 2023). However, the intensity, frequency, content and duration
of the interventions are often incompletely described (Vieira et al., 2023).
Additionally, efforts are often focused on pain symptoms or other outcomes
found important by the HCPs — not outcomes that have been selected in
collaboration with, or found important by, the patient and that align with the
patient’s priorities and goals (Themelis & Tang, 2023). This is an important
addition from our RCT to the current research field.

During the phone calls the participants in our intervention group were
encouraged to set goals and subgoals and these were then followed up or
revised at subsequent calls. The goals did not have to be work-oriented; in
many cases they involved achieving tasks outside of work, such as the
participant wanting to be able to ride a bike or lose weight. However, the HCPs
supported the participants in identifying resources and working towards
achieving their goals, using both the partnership and co-creation of health
plans, and also the sources for influencing self-efficacy described by Bandura.
When working towards or reaching a goal, we believe it can have carry-over
effects on the participant’s entire life situation, including returning to work.
This is described by the term performance accomplishment where belief in
one’s ability to succeed can be generalized or carried over to other activities or
situations (Bandura, 1977).

The intervention seems to have worked, as the results of study III indicate that
providing PCC significantly influences sick leave and general self-efficacy in
persons on sick leave due to chronic pain. The difference on the primary
outcome, the composite, was significant between the groups, as was the
difference in mean self-efficacy at 6 months and mean sick leave at 3 months
when analysing the variables one by one. There are important clinical
implications of this result as decreased sick leave and facilitation of RTW carry
many benefits. Sick leave has negative effects on health and wellbeing and
even in the early stages of long-term sick leave, a person’s identity is
challenged and the risk for social isolation and inactivity increases (Standal et
al.,2021). This is in line with what the participants in study I expressed, namely
that sick leave changed the way they looked at themselves, and that prolonged
sick leave cut them off from the outer world, meaningful social life and
routines, and could even be experienced as an imprisonment in the home
(Lundin et al., 2023). Being on sick leave is also associated with lower QoL as
well as income loss (James-Belin et al., 2023). Additionally, there are societal
benefits of reducing sick leave, as costs related to sick leave due to chronic
pain are substantial (Stubhaug et al., 2024). However, it needs to be further
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investigated why the difference between the groups in mean sick leave was not
maintained at 6 months.

As mentioned in the Background of this thesis, physiotherapists are habitually
preoccupied with the body (mostly for very good and important reasons). The
value of touch is well known to most physiotherapists and something we
continually return to. There is power in touch; touch can help a person stay
afloat when chaos reigns. Maybe most importantly, in times of unbearable
suffering, when words are not enough, an HCP can communicate through an
engaged touch of another person’s body, and convey that they have seen and
understood (Schuster, 2006). This is evident in PCC as well: our body will
always be a part of, and an expression of, our narrative (Ekman et al., 2020).
In my clinical experience, an important part of the patient encounter is the joint
walk from the waiting area to the examination room — I look at posture,
breathing, gait pattern, and so on. All these things tell a story. In the words of
Merleau-Ponty, we are our body and our body is a medium for us to
communicate with others and with the world (Merleau-Ponty, 1945). When in
chronic pain, our trust in our bodies is threatened, which was evident in study
I where participants described not recognizing their body and losing the sense
of bodily security or confidence (Lundin et al., 2023).

However, this also raises the question whether our bodies always have to be
present in the room to successfully be able to carry out a treatment? Study 111
suggests no. But it places higher demands on the voice, for example, as a
substitute for bodily expressions (Ohlén & Friberg, 2023). Key observable
indicators have been identified for PCC and establishing partnership. For
example, non-verbal behaviours such as smiling, eye contact, gesturing and
body posture play a major role in instilling interest and trust in a patient’s care
process (Ekman et al., 2022). However, these cues are not accessible when
carrying out care remotely through telehealth. Instead we need to rely on other
mechanisms, many of which are available without seeing each other. Examples
are discussing the agenda of the meeting, active listening (such as summarizing
and paraphrasing), using a common language and asking open-ended
questions, as well as respecting pause (Ekman et al., 2022). Not to forget,
verbal persuasion, i.e. the possibility to enhance belief in our abilities through
encouragement only requires our voices and is readily available (Bandura,
1977). Consequently, as it can be done over the telephone, carrying out PCC
via remote channels is not that far-fetched, not even for a physiotherapist.
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CULTIVATING THE CAPABILITY TO RETURN TO WORK

As mentioned in the Background section of this thesis, humans can be suffering
yet be capable (Kristensson Uggla, 2013), and as discussed in study II, being
supported in returning to work builds upon developing and cultivating the
capabilities needed to do so (Lundin et al., 2024). Philosopher Martha
Nussbaum has done extensive work on capability (combined with a range of
ideas regarding health, welfare, freedom and justice) outlined in her book
Creating Capabilities: the Human Development Approach (Nussbaum, 2011).
Nussbaum emphasizes the importance of a dignified human life, where
individuals have the capability to pursue the life they value. Capabilities are
not merely internal attributes or personal traits; they are opportunities shaped
by the interplay of personal characteristics together with social, political and
economic contexts or environments — where advocacy of policies that support
and foster these opportunities is necessary (Nussbaum, 2011).

The capability approach enquires about what is important to human beings and
how to enable them to live the lives they value. This notion is not new of
course, it has roots far back in history and in different cultures, with prominent
philosophers such as Kant and Aristoteles as well as leader Mahatma Ghandi
(Nussbaum, 2011). Nevertheless, it has modern-day applications and is very
much connected to the philosophy of PCC. The capability approach may be an
aid in both PCC research and PCC clinical practice, as it engages us to reflect
on the aspects that are important to patients, for example when implementing
use of digital health technologies in primary care (Alkir-Yurt et al., 2023). It
has also been used in questionnaire development in order to broaden the
evaluation of health interventions for persons with chronic pain (Kinghorn et
al., 2015). The approach can be of particular use in chronic conditions, as
capabilities regarded as important to persons with chronic pain have been
identified in research by Kinghorn et al. and include, among others, remaining
physically and mentally active, as well as social inclusion, independence and
autonomy, and societal and family roles (Kinghorn et al., 2015).

Working was important to the persons participating in study II, yet we saw that
the environment and contextual factors (the physical workplace, managerial
policies, social insurance regulations, etc) often hindered them from doing so
(Lundin et al., 2024). Lofgren et al. show that in the sick leave process, many
processes obstruct care and risk worsening the patient’s abilities and wellbeing.
Urgent steps need to be taken to improve person-centredness in the sick leave
and rehabilitation chain (Lofgren et al., 2024). Encouraging surrounding
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conditions can be beneficial, as seen in an example in the theme Being trusted
to take command (Figure 7). One participant described that a flexible work
schedule allowed her to arrange her work hours around pain fluctuations during
the day or week. This made it possible for her to work full hours, which was
important to her as it instilled confidence and a sense of value (Lundin et al.,
2024). Therefore, a health intervention alone may not be sufficient to prevent
or decrease sick leave; work-related interventions also are necessary and must
be part of a work reintegration programme (De Vries et al., 2018).

What was also seen in study II was the participants’ concerns about the future,
their work, and possible career. Findings from other qualitative research on
chronic pain show similar concerns about the future, often regarding finances,
relationships, and the persons’ ability to cope, especially knowing that their
condition is likely to worsen in the future (Kinghorn et al., 2015). In their book
Disadvantage, Wolff and De-Shalit further develop the concepts of the
capability theory through introducing what they call disadvantages and
insecure functioning, where a person’s functioning or achieved capability is at
risk of not being sustained over time. They give the example of someone who
has achieved shelter but then receives a threat of eviction. The disadvantage
lies within the risks of one’s functioning being or becoming insecure (Wolff &
De-Shalit, 2007). Therefore, it is important to sustain functioning (i.e.
capabilities that have been achieved) in the long run. For example, after
returning to work you need to know that you will have a job tomorrow. Often,
such insecurities tend to cluster or spread to other functionings. When you lose
your job you may also have difficulty buying food or keeping a roof over your
head (Wolff & De-Shalit, 2007) which are the very same insecurities and
worries that were expressed by the participants of study I and II.

The government plays a crucial role in this, and Sweden has a longstanding
and strong emphasis on ensuring secure functioning for its citizens, as there is
legal protection in place through labour laws as well as public health care and
sick leave benefits. However, we still have some way to go when it comes to
ensuring that persons experience secure functioning and that the voices and
experiences of those who are disadvantaged are included. This is important for
public policy, as another example regards cash compensation as a means of
addressing disadvantage (Wolff & De-Shalit, 2007). We saw this in study 11
where one participant was being pressured to resign and then was cash
compensated for leaving her employment, when she would have preferred to
stay at work (Lundin et al., 2024). The capability approach can aid our
understanding of disability, and we need this understanding to formulate our
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policies so they allow for accommodation of the workplace, and encourage
persons with disabilities to partake in the labour force (Mitra, 2006).

AIMING FOR A GOOD LIFE AND A SUSTAINABLE FUTURE

We continue to discuss the initial question of striving towards living a
flourishing life alongside chronic pain. Person-centred care may not enable us
to lower a patient’s pain — and that was not our aim. Instead, we need to equip
our patients to be resilient and to live with pain, work with pain. Not despite
the pain. Because the pain may be there for a long time, maybe forever, or
maybe it will go away. We do not always know and therefore we need our
patients to be able to adapt to this uncertainty.

In study III we saw that at follow-up, sick leave was reduced to a larger extent
in the intervention group than in the control group. Overcoming sick leave and
re-entering the workplace is beneficial for a lot of people. There are many
health benefits of being employed, especially regarding mental health and
wellbeing. Work can even play a facilitating role in recovering from illness, if
workplace conditions are favourable (Modini et al., 2016). Being part of a
workplace is associated with a greater sense of autonomy and reduced anxiety
symptoms (Modini et al., 2016). It has a protective effect on depression (Van
der Noordt et al., 2014) and provides benefits such as social connections and a
sense of belonging among persons with mental health issues (Elliott & Reuter,
2022). Similar benefits are seen among persons with chronic pain, who find
that returning to or staying at work can help manage pain through having an
income, insurance, and other health benefits (Gulseren, 2022).

More importantly, however, persons with chronic pain who are employed
experience motivators such as role-fulfilling beliefs about themselves and
achieving meaningful, valued outcomes such as independence, lifestyle and
reputation (McKillop et al., 2020). Thus, for many people, employment is
something that adds meaning to daily life, and the participants in study I and
II expressed similar views saying that they took pride in their identity as
workers (Lundin et al., 2023). Additionally they often pushed themselves in
returning to the workplace as they saw it as a source of wellbeing and joy
(Lundin et al., 2024). Not to forget, having more people reintegrate into the
workplace is an important aspect regarding lessening the socioeconomic
impact of persons on sick leave as the majority of costs of sick leave due to
chronic pain are estimated to occur because of work absence (Stubhaug et al.,
2024). The direct costs of health care make up a smaller portion of the total
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costs regarding chronic pain. They still are noticeable as the difference in
health care costs for an individual with chronic pain versus an individual
without chronic pain has been estimated at €1,489 for 1 year (Stubhaug et al.,
2024). Therefore, talking about sustainability in health care is also talking
about costs.

Study IV in this thesis does not evaluate the financial cost; however, it gives
an indication of the amount of health care that was utilized by the sample
participating in the RCT. The findings show that there was a high frequency of
contacts with health care during a short time period and most of them occurred
at a primary care centre, where patients physically went to see a physician or a
physiotherapist. Not only study IV, but all studies comprising this thesis
directly or indirectly touch upon the sustainability of the health care system of
today. Our population is growing, we also live longer, and we live longer with
chronic health conditions (Suzman et al., 2015). To be able to continue to
provide safe and accessible health care for the future, with limited resources,
we stand in front of a great, possibly even unprecedented, challenge that will
require prompt actions.

One example of such an action is the promotion of more active self-
management in patients, especially those with chronic conditions. Self-
management is an important element in effective chronic pain management. It
can be used to a greater or lesser extent depending on a patient’s needs and
goals (Hutting et al., 2022) and may contribute to a meaningful difference in
the lives of people living with chronic pain (Hestmann et al., 2023).
Additionally, a well-informed and actively participating patient makes the
health care safer (National System for Knowledge-Driven Management within
Swedish Health Care, 2022). Research looking at the content of health plans
that were co-created between nurses and patients in a similar PCC intervention,
identified that the patients were well aware of their condition and their
symptoms, and capable of both setting goals and identifying important
resources to manage their lives. Furthermore, it demonstrated that patients
often use their own interventions and resources to achieve these goals, before
reaching out for health care support, implying the possibility of reduced need
of health care such as hospitalization (Ulin et al., 2023). Again, we see the
importance of recognizing and cultivating these capabilities in persons with
chronic pain, and recognizing that PCC and self-management go hand in hand.
An important idea along these lines has been discussed by Andersson et al.
(2022). They describe that returning to work after sick leave is challenging,
often involving a complex web of rights, responsibilities, obligations,
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opportunities, barriers and enablers. To gain the capability to make
knowledgeable decisions, patients may benefit from education that is focused
on the complexity of being on sick leave, not just education in coping strategies
in relation with specific symptoms or diagnoses (Andersson et al., 2022).

Regarding shared decision making, in both clinical and research settings, I am
sometimes asked, “What if the patient does not want to be involved in their
care, decision making and goal setting?”” Well, when providing PCC this is an
important question and we need to pay attention to and respect the patient’s
wishes. Patient participation must always be voluntary, and the patient also
always has the right to abstain from participation or to refuse information,
according to the Swedish Patient Act (SFS, 2014:821). As we strive to
empower our patients, i.e. support them and enable them to be involved, we
cannot force things upon them. The Patient Empowerment and Centredness
Committee has an insightful definition of the empowered patient:

... people who have the capacity to become “‘co-managers” of their condition
in partnership with healthcare professionals, with the aim of managing their
condition when necessary and also to the extent they wish to do so, because
choosing to not be empowered is also considered as a form of patient
empowerment. (Bonsignore et al., 2015, p. 2)

Therefore, the choice not to take an active role is, in itself, a valid and
empowered decision, and something that may become apparent in the PCC
process of initiating and integrating a partnership.

Not to forget, PCC is related to precision health and precision medicine. Both
are popular terms today, where precision medicine aims to provide care and
treatment tailored to each patient’s unique circumstances, conditions and
needs. It takes into account a range of factors including both genetic and non-
genetic factors such as age, sex and lifestyle habits, etc (Swedish National
Council on Medical Ethics, n.d.). Precision health is usually defined as a
broader concept: it encompasses precision medicine but also extends beyond
clinical settings to include both prevention and health promotion activities
(Centers for Disease Control and Prevention, 2024). Thus, the approaches are
not solely about biomarkers and genetic composition where it has quickly
become widespread, but also about considering who the person is and in what
context they exist. Regarding pain, precision medicine is important in pain
assessment and may provide opportunities in the identification of persons at
risk of developing chronic pain. This is done through taking genetic and
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physiological factors, but also anxiety, pain catastrophizing, sleep disturbances
and the presence of social support into consideration (Chadwick et al., 2021).
Both psychosocial and cognitive aspects should be more fully integrated into
the precision medicine approach, remembering that both clinical examination
and patient dialogue are essential components of information gathering and
knowledge acquisition (Petrusson et al., 2025). In this way, precision health
and PCC are not as far apart as might seem at first. Instead, to achieve
comprehensive and sustainable health care the two need to co-exist and steps
should be taken to reduce the gap between them (Wolf et al., 2024).

To sum up this chapter, health and care science research revolves around the
experiences of disease, illness and suffering, addressing different perspectives
and looking at the encounters between HCPs and patients. As becomes evident
in this thesis, health and care science plays a pivotal role in today’s health care
as well as the health care of the future. It evaluates non-pharmacological ways
of treating chronic pain and reducing the suffering that comes with it. It views
the patient as a person with experiences, resources and the capability to take
an active part in their own life and health as well as to explore ways to promote
living a manageable life alongside the consequences of chronic pain. Person-
centred care seems to have a lot to offer when it comes to managing chronic
pain — and it is time to practise it now! In 2024 the European Pain Federation
(EFIC) developed a pain research strategy for Europe, in which they identified
five themes as top priorities. One of these themes involves new treatments and
mentions person-centred treatments, which were prioritized at the same level
as pharmacological therapies (Pickering et al., 2025).

Person-centred care has at times met with implementation difficulties at an
organizational level, often due to resource constraints, such as limited time for
staff to participate in training and develop partnerships (Moore et al., 2017).
Some studies have suggested that PCC is more expensive than usual care
(Metzelthin et al., 2015; Uittenbroek et al., 2018). But I still think the opposite:
Can we really afford a future health care system without it?
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8. METHODOLOGICAL CONSIDERATIONS

“Problems with recruitment and retention keep trialists awake at night.”
Shaun Treweek, Professor of Health Services Research,
University of Aberdeen

STUDY IAND I

Several methodological considerations, strengths and limitations have been
brought up in the published articles of study I and II. These include
transferability, adjustments due to COVID-19 pandemic restrictions, and
participant characteristics and distributions regarding gender, age and
education level, along with a discussion regarding adequacy of the sample size
interviewed. However, in this section I will elaborate a little bit about other
methodological considerations concerning the first two studies that have arisen
during the design, conduction and publication of the studies as well as during
the writing of this thesis.

Firstly, the interview guide was developed in the early stages of designing
study I and II during the first year of my doctoral journey. The interview guide
was developed together with both main supervisors and co-supervisors as well
as a doctoral colleague and in workshops with other doctoral students.
However, in hindsight, I have noted and acknowledged that there should have
been PPI already at this stage of the research. Patient and public involvement
was used in study I and II for recruitment of participants, which proved
invaluable. These studies could not have been carried out without the
assistance of these organisations. However, the main thing I have learned by
working with research partners in this project and what I take with me into
future research is that “the earlier the better”” almost always applies.

Throughout health care research we should work with PPI more extensively
and, most importantly, early in our projects. Research partners should be
engaged from the very beginning, not thrown in at the end phase of a project.
Involving the public in research does not mean carrying out research about
them. Patients as providers of data have often been taken for granted or used
as tokenism. However, they are active partners, not data providers (Liabo et
al., 2018) and certainly not to be used as a symbolic effort to give the
impression of doing something one is not actually doing. Research partners are
invited to share their perspectives and experiences, to actively contribute to
decisions regarding research design, implementation, and reporting. In other
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words, they play an active role in shaping research outcomes (Liabo et al.,
2018). Therefore, if I would recreate study I and study II today, PPI would
have been engaged at an earlier point in time, and definitely in the process of
developing the interview guide for the qualitative studies of this thesis.

Secondly, being a qualitative researcher, I am aware that the concept of pre-
understanding and reflexivity is a fundamental prerequisite for scientific
knowledge (Malterud, 2014) and a key strategy for quality control in
qualitative studies (Berger, 2015). Reflexivity means turning the lens onto us
as researchers and attempting to understand how research may be impacted by
the experiences and characteristics of the researcher. These characteristics can
include social position, gender, age, sexual orientation, beliefs, preferences,
political stance and immigration status, etc (Berger, 2015). All these things,
and more, affect our pre-understanding or preconceptions of something. Our
pre-understanding can be metaphorically considered the backpack we are
carrying with us into the research process, and it constantly affects our way of
collecting and analysing data. On a good day it nourishes the project, but our
backpack of preconceptions can also become a burden and a bias (Malterud,
2014).

Reflexivity is also affected by whether the researcher shares the participants’
experiences or not, where the researcher is often referred to as “an insider” or
“an outsider” (Berger, 2015). Sharing the participants’ experiences often
provides a head start on the topic as well as a simpler entry into and facilitation
in recruiting participants and being sensitive to certain dimensions of the
collected data. However, it can also cloud or blur the boundaries or make us
overlook aspects of participants’ experiences. Being an outsider can, by
contrast, offer advantages including putting the participant in an expert
position (thus empowering them), as well as approaching the topic from a
different and innovative viewpoint. However, lacking direct experience of a
phenomenon might imply that a researcher cannot fully comprehend or
understand what it is like to be in particular situations, or may fall into traps
such as absence of language sensibility or inability to identify subtle
expressions (Berger, 2015). Both stances therefore bring advantages and
disadvantages.

Whether an insider or an outsider, can we completely free ourselves from
preconceptions? Probably not. Even if we are aware of our own beliefs, much
can still remain hidden (Schuster, 2006). However, keeping a mindful
relationship with one’s pre-understanding may serve as preventive measure
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(Malterud, 2014). Therefore, before embarking on the studies comprising this
thesis, I was encouraged by my supervisors to put down in writing my
thoughts, experiences, preconceptions and previous knowledge on the research
topic. I tried to identify my starting point as researcher and reflect upon what
determined my entry into knowledge and research (Malterud, 2014). This
necessitated an examination of myself along with putting my thoughts into
writing (Berger, 2015). In my documentation, written down ahead of starting
my work with the thesis and its studies, I put down reflections regarding my
preconceptions and pre-understanding of chronic pain and meeting persons
suffering from and/or being on sick leave due to chronic pain. I reflected on
my experiences, personal and clinical, and my knowledge up to that point as
well as my expectations on what lay ahead.

Schuster describes her approach to pre-understanding when pursuing interview
research: one insightful approach is to involve co-readers of the texts, who
might question the interpretations and require further information or
explanations, thus revealing assumed or hidden interpretations (Schuster,
2006). This approach is supported by Berger’s recommendation to seek peer
consultation (Berger, 2015), which has been applied throughout the current
interview process and the analyses of both study I and II. According to Berger,
reflexivity can also be demonstrated through providing detailed reporting of
research decisions and their rationale (Berger, 2015), which has been done
throughout the publications comprising this thesis but even more extensively
in this chapter.

Lastly regarding study I and II, the same participants, data collected and
qualitative method of analysis were used in both studies. However, the two
studies were analysed separately and diverged through their different aims. In
hindsight they both give important aspects of and perspectives from two
different viewpoints. The first study delves more into personal and family life,
and the experiences of integrity, identity and effects on the body in persons on
sick leave due to chronic pain (Lundin et al., 2023). On the other hand, the
second study placed more emphasis on external support systems and
stakeholders and their role and significance during the process of returning to
work (Lundin et al., 2024). Additionally, with the vast amount of data collected
and thick descriptions acquired it was deemed ethical and fair to both the
participants and collected material, and the research community to make as
much and as wise a use as possible of all of these data.
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As a research group we did discuss changing the method of analysis for the
second study. I had previously done qualitative research using content analysis
(Graneheim & Lundman, 2004) and we also discussed thematic analysis
(Braun & Clarke, 2006). However, with the interpretative focus of the aim, we
decided to employ phenomenological hermeneutics in study II as well. From a
research education perspective, it was beneficial for me to use the same method
and be able to delve deeper into learning a method. This also was beneficial in
terms of the in-depth knowledge it gave of the data itself.

STUDY llI

Having participant recruitment issues in an RCT is very common (Kasenda et
al., 2014). It is the most frequently reported reason for premature
discontinuation. Only about half of publicly funded RCTs achieve the
recruitment target within the trial timeline (Sully et al., 2013). Chronic pain
seems to be extra tricky with regard to successfully carrying out recruitment,
as the burden of participation in RCTs can be experienced to be especially
tough among those suffering from pain (Kennedy et al., 2022). In hindsight we
were optimists regarding the ease of recruitment to the RCT. Considering the
epidemiological fact that almost 20% of the population experience chronic
pain, we were hoping that there should not be an issue finding persons eligible
for participation in the study. However, during screening, a surprisingly low
number of possibly eligible patients was identified. This may have had to do
with the selection and inclusion of pain diagnoses, as a narrow pain diagnosis
criterion can impede recruitment; a wider inclusion of the pain population
could have mitigated this issue (Kennedy et al., 2022). Another way of
mitigating this issue might have included a larger number of primary health
care centres, or that screening could have been extended to a larger
geographical region. Even national screening could have been an option, as the
intervention was carried out completely remotely.

However, it is important to mention that although we had a smaller than
planned sample size, study III yielded significant findings, possibly because
the effect size may have been larger than anticipated and powered for. A priori
power calculations are useful in determining a sample size that is large enough
to detect a clinically meaningful difference with reasonable probability. Post
hoc power analysis, which calculates power after observing the study results,
can be done but is generally discouraged (Heckman et al., 2022), and
consequently was not performed. Discussions have been carried out with the
research group together with a statistician on multiple occasions, concluding
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that statistical significance of findings in an underpowered study can still be
valid, even if the sample size is smaller than initially planned. As with all
studies, caution and considerations need to be taken in the interpretation,
looking at parameters such as 95% confidence intervals (Cls) for effect sizes,
p-values, etc when attempting to derive conclusions from the results and value
the likelihood of false findings (Heckman et al., 2022).

Another important aspect of interest of the current work is the coming
translation and implementation of the ICD-11, as mentioned earlier. The ICD-
11 includes a code for chronic primary pain, which might facilitate and
improve pain research, especially in clinical trials, in the future (Treede et al.,
2019). An improved taxonomy and nomenclature might lessen the issue of
chronic pain diagnoses being registered under different, often arbitrary and
unsystematically chosen ICD codes. This may lead to more accurately carried
out pain research (Backryd, 2023).

One way to improve inclusion in future studies is to aim to use wider measures
to include participants representing Swedish demographics. Including persons
born outside of Sweden may also benefit the transferability of the research
results. It is not uncommon to live in Sweden but not speak or feel comfortable
to speak Swedish in a research or medical context. A proportion of patients
invited during the screening process of the RCT to participate in the study
declined participation because of language barriers. We know that a large
portion of Gothenburg residents have a non-Swedish background. Almost 30%
are born outside of Sweden and 40% are either born in another country or have
parents who were both born in another country (City of Gothenburg, 2023).
Examples of strategies to include residents with a non-Swedish background
involve bridging language barriers (through the use of bilingual materials and
forms and also bilingual staff) or employing community-based assistance and
resources to expand the reach and facilitate participation (Anastasi et al.,
2024).

A consideration often brought up in intervention studies is “What did the
control group get?” What constitutes “usual treatment”? Drawing on the
guidelines at the time of the study, multimodal treatment was recommended;
so was seeing different professions and receiving interventions including
physiotherapy or physical exercise with educational or psychological
components (SBU, 2006; SBU et al., 2011). In study III, did everybody in both
groups have access to those interventions? We probably will not know for sure.
The dosage of interventions each participant received under the “usual care”
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umbrella probably differed and a spectrum of care may have been provided.
Interventions and treatments can diverge depending on the primary care centre
as well as the patient’s needs. In an attempt to mitigate this diversity, we
selected primary care centres within the same geographical region and
administrative area. By doing so, and with the expectation that randomization
would distribute participants evenly across groups, we aimed to minimize
variation, increasing the likelihood that all participants took part in comparable
“usual care”.

Regarding the eHealth platform, its development was initiated almost 10 years
ago. Not many changes have been made to the software or user interface since
2020, which both the HCPs and the participants commented on. However, we
are not evaluating the specific platform or software itself; instead our
evaluation regards the method of working with digital channels as a way of
facilitating PCC. The eHealth platform was the medium for co-creating health
plans and facilitating communication and self-management, etc. The eHealth
platform itself cannot be considered person-centred, so to speak.

Lastly, one important lesson I take forward as an aspiring researcher is that in
hindsight a pilot or feasibility study may have been an appropriate starting
point for the RCT. This strategy is emphasized in the MRC guidelines, i.e. that
the development, pilot and feasibility work should be given careful
consideration before moving on to a full-scale trial. This enables testing and
refinement of methodological components as well as testing of the
acceptability or adherence of the intervention itself, before proceeding further
(Skivington et al., 2021). By testing the study’s feasibility first, we may have
identified key uncertainties regarding data collection and recruitment.

STUDY IV
Carrying out register-based studies in Sweden is an opportunity not seen in
many other countries. Sweden is exceptional in offering reliable data sources
for register-based research through its many population-based registers
containing personal data. The unique personal identity numbers in Sweden
enable us to link data across different registers to specific individuals (Swedish
Research Council, 2021). However, although this gives a unique opportunity
to perform register-based studies this kind of study is of course hard work.
When working on Study IV it was the first time [ worked with this type of data.
This involved getting used to handling this number of variables — defining,
sorting and interpreting them was at times difficult. Where a register’s strength
lies in the large volume of systematized data available, limitations include
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variability in the quality of the data and consistency, as there may be
incomplete or missing data (Rubinger et al., 2023). Lastly, in study IV, the
health care resources were explored within the 6-month period comprising the
RCT. An interesting point of view would have been looking at data from the
time (up to 1 year) both before and after the study period. However, this
timeline was not specified in the ethical application, and because of time
constraints, it was not feasible to pursue at the time. Nonetheless, this remains
a possibility for future studies.
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9. CONCLUSIONS

This thesis provides a nuanced and layered understanding of the profound
personal impact of chronic pain and the pervasive stigma associated with it.
For persons on sick leave due to chronic pain, life is marked by numerous
challenges and negative repercussions resulting in a disruption of identity,
integrity, bodily familiarity, social belonging, and participation in working life.
Their situation is further complicated by the invisibility of chronic pain, both
in terms of the condition itself, which is not outwardly visible, and the patients’
own experiences of feeling unseen, mistrusted, and unacknowledged. While
being able to work was highly valued by the participants, the RTW process
was often perceived as a lonely and fragmented journey, marked by
insufficient and fragmented support. It seems that trustful stakeholder
involvement and collaboration is necessary in facilitating RTW and restoring
aperson’s sense of value and capability. A person-centred intervention appears
to play a protective role, mitigating a decline regarding self-efficacy and sick
leave among individuals living with chronic pain. This thesis also highlights
the levels of health care utilization, thus enhancing the understanding and
knowledge of care-seeking behaviours and provider involvement among
persons with chronic pain.

Important clinical implications of this thesis include the integration of PCC
approaches to support persons on sick leave due to chronic pain, where creating
and building on partnerships and recognizing and validating the experiences,
preferences and resources of these persons is crucial. Understanding the
frequency of health care utilization may aid identification of individuals at risk
of long-term sick leave or high health care utilization, thus enabling timely,
tailored interventions that meet their substantial care needs. Lastly, health care
providers and organizational and occupational stakeholders are in need of
improved collaboration to provide coordinated, supportive environments for
persons with chronic pain navigating the RTW trajectory.
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10. FUTURE PERSPECTIVES

Alice: “Would you tell me, please, which way I ought to go from here?”

The Cheshire Cat: “That depends a good deal on where you want to get
to.”

Alice: “I don’t much care where.”

]

The Cheshire Cat: “Then it doesn’t much matter which way you go.’

Lewis Carroll, Alice’s Adventures in Wonderland, 1869 (p.89)

ON CHRONIC PAIN AND PERSON-CENTRED CARE

I do think it matters where we go from here. There is a lot to be done and
explored in the field of pain and especially in continuing to investigate the role
of PCC interventions in pain management in today’s and tomorrow’s health
care. First off, the RCT (study III) shows interesting results that would benefit
from additional investigation, especially as time passes and the possibility of
doing 1-year and 2-year follow-ups presents itself. Additionally, further
research may provide important insights into what specific mechanisms or
components of PCC play a role in the results and which components carry
meaning for persons with chronic pain. Are these mechanisms different or the
same as in management of other health conditions?

This thesis evaluates the efficacy of an intervention. It was carried out under
what could be considered ideal conditions in a research environment. The next
step, bringing the intervention into clinical practice and evaluating its
effectiveness, is important yet can be difficult. Implementing pain
interventions and research in the clinic can be challenging as it requires
consistent interpretation and adaptation by diverse health care professionals
and across varied settings, and the gap can be further widened by
organizational and contextual barriers that may hinder implementation
(Rivano-Fischer et al., 2025). Hence, there is a need to explore and evaluate
the implementation of this PCC intervention in everyday chronic pain
management in primary health care centres and clinical organizations.

In the ethical application for this project we were granted approval for carrying
out dropout analyses, which is another area for further research. Although no
participants dropped out after allocation to the groups in the RCT, the approval
also included analysis to examine whether those who declined to participate in
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the study differed from those who agreed to take part, for example in
characteristics such as age, sex and the health care centre where they were
registered. Conducting dropout analyses may be ethically complex because
these analyses involve data from individuals who have not consented to
participate in the study, and they also do not directly benefit from the study.
However, such analyses are important and can offer valuable insights into who
enters the trial and who does not, which may inform the development and
improvement of future research.

I also see a possibility of jumping on the train of quickly developing
technology. With the eHealth platform itself starting to grow old, but still
suggesting promising results, an update of the platform towards today’s
various possibilities of health apps with more interactive features is, I believe,
an exciting path to explore. This could also include integration of PCC with
already existing platforms and apps in place in regional or nationally carried
out care, and an evaluation of such an integration.

ON MERGING WITH SUICIDE RESEARCH

Before entering the research field of pain, my focus had been on mental health
and suicide prevention. Unfortunately, suicide and chronic pain go hand in
hand. A recent epidemiological study of over 6,000 suicides showed an
increased risk of suicide of 144% among persons with chronic pain and
pharmacotherapy-treated pain (National Board of Health and Welfare, 2024).
The same study showed that medications prescribed for pain are common in
drug- and narcotic-related poisonings and deaths, where the opioid oxycodone
was found to be one of the most common substances associated with suicide.
Suicide is one of the leading causes of death worldwide, with more than
700,000 deaths by suicide globally every year (WHO, 2021). The death toll
exceeds mortality due to HIV/AIDS, malaria and breast cancer as well as war
and homicide (WHO, 2021). Suicide therefore is a serious global public health
issue.

I have a personal, professional, societal and clinical interest in suicide
prevention. During my PhD I concurrently finished research — reported in a
study published in 2020 (not part of this thesis) — exploring physiotherapists’
experiences of encountering patients expressing suicidality (Lundin &
Bergenheim, 2020). Throughout this journey the link between chronic pain and
mental health issues has become even more evident to me — they share stigma,
they share suffering, and they share invisibility. It appears difficult to have
chronic pain without comorbidity with mental health issues, and vice versa —
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the relationship is most likely bidirectional. The many complex factors
preceding a suicide, including fragile work structures and routines as well as
lack of relevant competence, suggest that health care providers can improve
suicide prevention by taking active measures but also through awareness. Here,
cancelled or declined appointments can be a warning sign (Rex et al., 2022).
For this reason, a collaboration between primary care, psychiatric care and
somatic care is imperative in order to coordinate efforts and reduce the risk of
suicide in the long term (National Board of Health and Welfare, 2024).

My ambition is to merge the fields of chronic pain, suicide prevention and PCC
in future research. Some people are surprised when I mention that I have a
background in physiotherapy but also have great interest in suicide prevention
— how can this possibly be relevant for physiotherapists? Well,
physiotherapists often encounter patients unveiling suicidal thoughts; in one
study nearly all (93.8%) of the physiotherapists working in pain management
reported having received such a disclosure (McGrath et al., 2024). However,
all clinicians involved in the care of persons with pain conditions should be
aware that these individuals face an elevated risk of suicide, as pain holds the
potential to initiate a cascade of events and processes that are linked to an
increased suicide risk (Hooley et al., 2014).

Can PCC be one part of the puzzle towards saving lives? With the narrative as
a foundation of PCC, and the partnership being a bedrock of the therapeutic
alliance, this is certainly an interesting path to explore.
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EPILOGUE

This thesis is illustrated by a picture portraying ants and before I finish this
thesis I would like to shortly elucidate why. Although I did not become a
biologist, my interest in that field is still extensive. While writing this thesis I
encountered an article in Nature regarding the collective skills and social
behaviour of ants and I realized that ants are great at both partnering up and
staying at work. When injured, ants ask their comrades for help through the
use of pheromones. Surrounding ants respond to this request and carry their
injured friend back to their nest and immediately start multifaceted treatment.
Injured ants left on their own die, while 90% of ants that receive care from
their nest mates survive (Frank et al., 2018). Ants are also famous for working
together. Through coordination and collaboration they solve problems that
exceed their individual abilities (Alma et al., 2020). Consensus decisions are
common and cooperation in the decision process is often the norm in ant
colonies (Conradt & Roper, 2005).

This constantly reminds me of the pillars of PCC. Ants are considered one of
the best creatures on the planet when it comes to working together towards

shared goals and providing care to benefit both the individual and their society
at the same time. I believe we can learn a lot from them.

Ase Lundin
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TACK

Det dr sa manga jag vill tacka - utan er hade jag inte statt hiir idag och
denna bok hade aldrig blivit skriven.

Forst vill jag rikta ett varmt tack till alla deltagare i de studier som ligger till
grund for denna avhandling. Ni har delat med er av era innersta tankar och
kénslor, era morkaste stunder och era framgéngar. Det har varit en hel del térar,
och oro —men ocksa hopp. Era berittelser har format bade innehall och mening
i detta arbete. Fran djupet av mitt hjérta, tack. Jag vill ocksa tacka alla de
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