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Abstract

Rosenburg, Marcus (2024). Living with a venous leg ulcer: Lived
experiences and the presence of self-care in daily life, Linnaeus
University Dissertations No 527/2024, ISBN: 978-91-8082-161-2 (print),
978-91-8082-162-9 (pdf).

Aim: The overall aim of this thesis was to describe the lived experiences
of patients with hard-to-heal venous leg ulcers before and after healing, as
well as the understanding of the role and presence of self-care activities in
ulcer management.

Methods: The thesis is based on four studies, with differing designs. In
Studies [ and II, a phenomenological approach was used. To describe lived
experiences of undergoing ulcer management, 16 persons were
interviewed (I), and to describe lived experiences of daily life after healing,
15 persons were interviewed (II). Study III was a registry-based,
quantitative study. In total, data from 699 patients with venous leg ulcers
(VLUs) were analyzed. Logistic regressions were performed to describe
associations between advice given on self-care and its impact on ulcer
healing. Study IV, which focused on patient experiences of the feasibility
of an intervention for self-care, was based on eleven interviews with six
patients with VLUs. The data from the interviews underwent qualitative
content analysis.

Results: Ulcer management aims at ulcer healing. In the protracted
process, patients often experience hopelessness. When healing is slow,
patients doubt the professionals’ knowledge. A patient’s trust in
professionals and the entire healthcare system may erode if treatment and
information vary between different professionals (Study I). Study II
revealed that daily life after healing was still strongly affected by the ulcer.
Memories from a lost period in life were ever-present. Life after healing
was changed — for some, life was not very eventful. The patients’ own
knowledge was often limited, and there was a struggle to do what was best
for the own body to prevent a new ulcer. Study III revealed that advice on
nutrition and physical activity had no impact on healing time. Only 44%
of the sample were advised on both nutrition and physical activity. It was
common to have an ulcer for a long time before seeking help; about half
of the sample had an ulcer for >84 days before registration. Other findings
were that the median age among the 699 patients was 77 years, the majority



were female, and comorbidity was common. The intervention tested in
Study IV offered welcomed information. However, even among those
experiencing some sense of recognition, the link to their own situation and
life was unclear. The technical solution with videos on a flash drive was
difficult for most people to use. The importance of close cooperation with
professionals was highlighted.

Conclusion: Venous leg ulcers have a profound impact on patients and
their life situations. Ulcer management can, in different ways, impose
suffering on patients. Not being listened to or seen as a person is an
experience that leaves its marks on a patient. When healing is slow, and
someone has to be blamed, relationships with professionals are damaged.
The role of self-care is unclear for most patients, which makes self-care
harder. Those who tried a video-based intervention for self-care showed
difficulties in relating it to their own life. Enabling a caring relationship
can enhance patients’ understanding of information and advice. Patients
must be invited to share their own experiences, to create a foundation for
self-care. The provision of advice alone is not the solution to the issues
related to self-care.

Keywords: caring relationship, intervention, lifeworld, lived experiences,
self-care, suffering, ulcer management, venous leg ulcer



To my loved ones,
Nathalie, Alma & Inga,
and those suffering

from leg ulcers






“...you re worth your weight in gold,
who want to do a little research into
leg ulcers, because I think it's a fairly
common ailment, at least for those of
us who are getting a little older, (...)
so it really needs to be highlighted,
because it's tougher than....it's not as
simple as just a few ulcers to dress,

>

it's terribly painful too.’

~Participant, Study I~
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Preface

Mitt forsta mote med vardande var varen 2003. Jag hade just sett en
dramatiserad TV-serie om dldrevarden, Solbacken avd. E, och kidnde att det
kunde vara vért att prova. Jag borjade jobba pé ett dldreboende, dér jag
stannade i flera ar. Dar sag jag manniskor leva, skratta, umgas, men ocksa
lida, tyna bort och do. Jag bestimde mig snart for att ldsa till underskoterska,
vilket jag gjorde vid sidan av heltidsarbetet. Det fanns ett nidra samarbete
med kommunsjukskoterskor, som verkade ha ett spdnnande arbete. Skulle
jag vaga soka till utbildningen...? Som sjukskoterska ldmnade jag
dldrevarden for akutsjukvarden. Erfarenheterna fran Kvarnlyckan i
hallandska Harplinge kommer jag alltid att biara med mig. Pa kardiologen i
Halmstad stannade jag i ndagra ar. Jag blev huvudhandledare for
avdelningens sjukskoterskestudenter. Hela tiden levde min kunskapstorst
och mitt intresse for fordjupning kvar. Jag liste flera kurser inom omvardnad
och vardvetenskap, och 2018 tog jag magisterexamen i omvardnad. Jag hade
da borjat en kombinationstjanst pA Hogskolan i Halmstad, som innebar att
jag kunde vara sjukskoterska pa sjukhuset, men ocksd ha en roll i
undervisningen i omvardnadstekniska moment pa hdgskolans kliniska
traningscenter. Efter ett antal ménader sdkte Hogskolan i Halmstad en
adjunkt i omvérdnad — jag ansokte och fick tjénsten. Vid sidan fortsatte jag
att ldasa kurser pa distans inom bland annat kirurgi, e-hélsa och
lakemedelsbiverkningar.

Kanske skulle jag gora ndgot annat &n att ldsa fristdende kurser? Kan jag
doktorera? Linnéuniversitetet sokte ett antal doktorander i vardvetenskap,
till projekt med dldre i fokus. Det passade utmérkt. Den 30 augusti 2019 var
jag pa campus i Kalmar och triaffade bland andra Cecilia och Hanna. Jag
tyckte motet var lyckat, vilket tydligen ocksé de andra gjorde. Aven om det
inte blev det projektet som jag ténkt fran borjan, vilkomnades jag till ett
projekt om svarldkta sar och egenvard. Den 20 januari 2020 blev jag antagen
som doktorand i vardvetenskap. Planseminarium f6ljde den 22 april 2020,
mittseminarium den 10 maj 2022, och kappaseminarium den 12 december
2023.

Den 14 juni 2024 avslutas min forskarutbildning — jag disputerar och blir,
forhoppningsvis, filosofie doktor. Jag har gjort en avhandling dér den dldre
minniskan star 1 fokus. En avhandling som jag hoppas kan bidra till att
stirka vardandet av patienterna och minska deras lidande.
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ABPI — ankle brachial pressure index
BMI - body mass index

CI - confidence interval

EWMA —European Wound Management Association
NRS — numerical rating scale

OR - odds ratio

RLR - reflective lifeworld research

RUT - Swedish registry of ulcer treatment
UCR — Uppsala Clinical Research Center
VAS — visual analogue scale

VLU - venous leg ulcer
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Introduction

This thesis is based on lived experiences of a medically low priority group
of patients, who often require care for a long period of time. A venous leg
ulcer (VLU) is a type of ulcer that is generally hard to heal. These ulcers
mainly affect older people (Gethin et al., 2021). In 2014, the Swedish
Council on Health Technology Assessment reported that this is the most
common type of ulcer on the legs. It is assumed that 2% of the Swedish
population has or has had a leg ulcer, and about half are believed to be
venous ulcers (SBU, 2014). The European Wound Management Association
(EWMA) states that 1% of the population, and 3% of those over 80 years
old, are affected by VLUs (Franks et al., 2016). In Sweden, it is estimated
that 30,000 persons suffer from VLUs. The consequences of a VLU can be
challenging at several levels, with effects including pain, sleeplessness, and
isolation (Hellstrom et al., 2016; O'Brien et al., 2014; Weir & Davies, 2023).

The most important factor in ulcer management is compression. The
inhibitory effect of swollen legs on healing is noticeable (Harding et al.,
2015). Furthermore, compression has the potential to halve the risk of
recurrences (Health Quality Ontario, 2019). Thus, self-care activities can
promote health and wellbeing (World Health Organization, 2021).
Regarding VLU, self-care can encompass diet (Barber et al., 2018; Renner
et al., 2019) and physical activity (Kulprachakarn et al., 2022; O’Brien et
al., 2012; Recek, 2013).

Lived experiences of patients might, together with data from the Swedish
Registry of Ulcer Treatment, elucidate the role and presence of self-care in
patients with VLUs. A further question could be how patients can learn
about self-care.

In this thesis, person is used to describe an individual with or without an
ulcer, at a more individual level. Each person is unique, with their own
circumstances and life. Patient is used to describe a person who is in ulcer
management, such as the study informants.



Background

This thesis is about ulcers of the venous type that affect the lower limbs.
Therefore, it is natural to start with a section on VLUs, related symptoms,
and how they can heal. I want to clarify how such ulcers affect the patients,
and what can be done to avoid them.

Venous leg ulcers

In 1868, Dr John Gay published his thorough work on leg anatomy and
physiology, which used autopsies as a knowledge base for varicose veins,
ulcers, and treatment. In his work, he highlighted the importance of
determining which type of ulcer a patient is suffering from (Gay, 2019). The
term venous ulcer was first used by Dr Gay and his contributions to the field
have been said to be underrated (Loudon, 1982).

Leg ulcers affect people worldwide, with a prevalence that varies with
study populations and inclusion criteria. One of the most recognized
epidemiological studies performed, internationally known as “the Skaraborg
study,” showed a point prevalence of 3.05/1,000 (Nelzén et al., 1991). The
study was repeated almost twenty years later and showed a lowered
prevalence at 2.4/1,000, which was explained by new management
strategies (Forssgren et al., 2008; Forssgren & Nelzén, 2015). It bears
mention that these numbers encompass all types of leg ulcers. When
focusing on VLUs, the prevalence is uncertain, as most studies were
performed decades ago. Furthermore, there are problems associated with
how studies are performed leading to risks of under- or overestimating
prevalence (Nelzén, 2008). However, a study aiming at examining
associations between risk factors and VLUs found that 12.7% of patients
with leg edema also had ulcers (Burian et al., 2022). The EWMA (Franks et
al., 2016) refers to a study where 1% of the population was considered to be
affected, with three times as many among those aged over 80 years (Posnett
etal., 2009). In Sweden, it is estimated that 30,000 persons have an open leg
ulcer of venous origin (Sweden's Regions in Collaboration, 2022b). A
Welsh study has reported that VLUs are costly and severely affect the
healthcare budget. Each patient is considered to cost more than GBP 7,700
annually, equivalent to GBP 2 billion for the entire United Kingdom
(Phillips et al., 2020). Swedish cost calculations are outdated. Structured



ulcer management has led to a decrease in costs, which in 2012 were
considered to be SEK 20,500 (approx. €1,800) per patient (Oien et al.,
2016). A full national implementation of structured management of hard-to-
heal ulcers could reduce costs by more than SEK 1,100 million (approx.
€100 million) annually (RiksSar, 2023).

Several international studies refer to the ulcers as chronic leg ulcers
(Bergqvist et al., 1999; Kelechi et al., 2021; Kim et al., 2023; Lee et al.,
2022; Meulendijks et al., 2020; Probst et al., 2021). However, chronic ulcers
encompass ulcers of any origin that do not heal within a month (Sen, 2019),
three months (Martin & Nunan, 2015), or six weeks (RiksSar, 2021). The
fact that there is no consensus on the concept has been addressed (Kyaw et
al., 2018).

The chronic nature relates to the underlying causes and mechanisms, and
the term has negative associations. In Sweden, the term hard-to-heal
(svarldkt) is widely used (RiksSér, 2021; SBU, 2014; Sweden's Regions in
Collaboration, 2022a, 2023a) and I prefer to refer to VLUs as hard-to-heal
ulcers.

Living with a venous leg ulcer

A VLU is in itself a symptom. Underlying factors can be revealed by the
fact that an ulcer occurs and does not heal (Lindholm, 2018). The
experienced symptoms are mainly associated with the underlying cause.
When circulation is inferior, a patient may notice a heaviness in their leg,
followed by edema, usually around the ankle. Initially, the edemas decrease
at night, but they gradually become more constant (Lindholm, 2018).
Changes in the skin, such as atrophie blanche can arise. Atrophie blanche is
a scar-like area of the skin, caused by reduced microcirculation.
Lipodermatosclerosis is another associated condition: an inflammation in
the fat of the skin, probably caused by increased pressure on the leg due to
venous insufficiency (Lindholm, 2018). The chronic type of
lipodermatosclerosis shows itself as hardened skin and increased
pigmentation, whereas the acute type is redder (Roberts, 2019). Dry skin can
occur and is associated with, for example, poor nutrient uptake (Lindholm,
2018). Many patients can suffer from eczema, a common inflammation,
resulting from tense skin due to edema (Harding et al., 2015). Some patients
experience skin atrophy, a characteristic thinning of the skin, which is
related to reduced circulation and the skin’s nutritional status (Lindholm,
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2018). Complications of VLUs include fungal infections between the toes
due to ulcer dressings and compression (Rabe et al., 2020) and various
infections in the ulcer itself (Lindholm, 2018; Sweden's Regions in
Collaboration, 2023a).

Patients have commonly pain in connection with ulcerations. In one
study, 74% of patients reported some level of pain (Edwards et al., 2014).
In another study, every third patient rated their pain as > 5 on a 10-point
scale (Hellstrom et al., 2016). The constant pain might have an association
with ulcer patients' decreased levels of activity (Siegling et al., 2023). Sleep
disturbances are common, occurring in 38% of VLU patients (Hellstrom et
al., 2016). Another study has shown that 60% of patients experienced
interrupted sleep due to nightly pain. The same study also showed that § of
10 patients felt tired in the daytime and that nightly pruritus afflicted 40%
(Siegling et al., 2023). Other researchers describe that some level of fatigue
affects two-thirds of patients (Edwards et al., 2014).

The psychological impact of having a VLU cannot be ignored. In one
study, researchers found that every second patient was affected by
depression (Edwards et al., 2014). Anxiety and depression can have such an
impact that a person’s entire existence is threatened (Green et al., 2013).
Furthermore, most patients are, to some extent, affected by exudate. Odor is
not uncommon and may lead to social isolation (Green et al., 2013; Weir &
Davies, 2023). Misgivings about the reactions of others is stated as a cause
of concern among patients (Green et al., 2013).

Decreased mobility and decreased possibilities of managing activities of
daily life such as personal hygiene, cooking and cleaning the home can
occur (Phillips et al., 2018). Among patients with VLUs, lower levels of
both indoor and outdoor activities have been observed, measured in terms
of number of steps (Siegling et al., 2023). For some, the limited range of
suitable clothing and footwear is experienced as hard to deal with (Green et
al., 2013).

In summary, there is vast suffering associated with VLUs.

Ulcer management

A Swedish government report published ten years ago concluded that
inequality prevails in several areas within ulcer management (SBU, 2014).
Recent documents (Sweden's Regions in Collaboration, 2022b, 2023b)
indicate that these inequalities have not been fully rectified, although
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improvement efforts have been initiated (Sweden's Regions in
Collaboration, 2023a, 2023b).

It is known that patients with hard-to-heal ulcers are a medically low
priority group, despite their long-term need for healthcare (Sweden's
Regions in Collaboration, 2022a). The term ulcer management suggests an
overall initiative, encompassing multiple aspects. However, a review of
existing guidelines in ulcer management (Franks et al., 2016) raises some
issues. The authors found that only one guideline (of eight) mentioned the
need for a physical examination of the patient. Furthermore, consideration
of well-known comorbidities such as deep vein thrombosis, hypertension,
diabetes, and obesity was not mentioned in most guidelines. The review also
indicated that a striking majority of current recommendations did not
recommend reassessment — only one did (Franks et al., 2016). According to
the same review, compression therapy was mentioned by little more than
half of the guidelines, and only one of eight guidelines recommended
hosiery after healing.

Disease management has been defined in different ways over the years.
A screening of some definitions published over the years reveals a few
commonalities: coordination, continuum, and collaboration (Schrijvers,
2009). The EWMA has published “Management of venous leg ulcers.
Challenges and current best practice” (Franks et al., 2016), a document that
covers assessment, diagnosis, treatment, and prevention of VLUs.
Management of VLUs should therefore be understood as something that
includes all the essential actions related to VLUSs.

There are different types of ulcers that might appear in the leg and foot
area. Different ulcers are treated differently; therefore, examination is a
crucial part of a thorough workup to decide on the process going forward.
There is a chance to shorten healing time, but also to actively prevent
recurrences (Gillespie, 2010; Kirsner & Vivas, 2015; Raffetto et al., 2020;
Todhunter, 2019). Advances in surgery have lowered healing times and
numbers of recurrences (Forssgren et al., 2008; Forssgren & Nelzén, 2015).
Between 1986 and 2005, the number of undiagnosed ulcers decreased from
31% to 5%, a success that was associated with shortened healing time,
among other benefits (Oien & Ragnarson Tennvall, 2006). The structure of
ulcer management has also been highlighted in a study focusing on the
potential of national quality registries. The study showed shortened healing
time and reduced use of antibiotics (Oien & Forssell, 2013). This, in turn,
has resulted in reduced costs for ulcer management (Oien et al., 2016).
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Ulcer management starts with an assessment of the situation, including
the patient’s story about the ulcer’s origin (Agale, 2013; Sweden's Regions
in Collaboration, 2023a). Furthermore, assessment of body mass index
(BMI), nutrition status, and mobility should be included, and can affect both
treatment and recommendations (Sweden's Regions in Collaboration,
2023a). When the ulcer is examined, its location, size, appearance, and the
surrounding skin are some important parameters (Agale, 2013; Sweden's
Regions in Collaboration, 2023a). Possible necrosis, edema, fibrin, and
granulations are also inspected. Furthermore, the skin is checked for
varicose veins, atrophie blanche, and lipodermatosclerosis (Sweden's
Regions in Collaboration, 2023a).

Diabetes, hypertension, chronic pulmonary disease, rheumatoid arthritis,
and heart diseases are examples of medical conditions appearing as
comorbidities (Finlayson et al., 2018). Such conditions risk worsening if
ulcers occur, meaning that a particular focus on them is needed.

An analysis of the ankle brachial pressure index (ABPI) should be carried
out with a Doppler device in order to ensure that the arterial flow is sufficient
(Agale, 2013; Sweden's Regions in Collaboration, 2023a). The
measurement is done over the arteria dorsalis pedis and arteria tibialis
(Lindholm, 2018). The pain from a VLU can be torturous for the patient.
Furthermore, it is commonly undertreated (Leren, 2022). Pain in VLUs must
be addressed accordingly, through assessment and documentation, in order
to enable follow-up. Assessment should be made with either a visual
analogue scale (VAS) or a numerical rating scale (NRS) (Sweden's Regions
in Collaboration, 2023a).

The risk for recurrences of VLUs is well-known, and the proportion
affected may be up to 50% (Finlayson et al., 2011; Finlayson et al., 2018;
McDaniel et al.,, 2002). According to Finlayson et al. (2018), most
recurrences occur within 12 months after healing. Age, previous ulcer
duration, and earlier deep venous thrombosis are risk factors for ulcer
recurrence (Finlayson et al., 2015). After healing, measures to reduce the
risk that the ulcer returns are important. Such preventive measures include
the use of compression stockings and moisturizer. Absence of swelling is
associated with the absence of ulcers. Physical activity involving activation
of the calf muscle pumps and leg elevation both counteract recurrence
(Franks et al., 2016). An ignorance among patients of the mechanisms
behind the ulcer and these preventive measures influences the possibilities
to prevent ulcers (Probst et al., 2020). Increasing patient knowledge on
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ulcers should extend to providing information on what to expect after
healing. However, optimizing a patient’s future requires knowledge on
experiences of difficulties, symptoms, and concerns. The common
knowledge regarding recurrences should be that a new ulcer is a setback, not
only for the patient, but also for healthcare.

To facilitate ulcer care and healing, an investigation into factors that
potentially inhibit healing must be undertaken (Sweden's Regions in
Collaboration, 2023a). Professional continuity has been highlighted as
crucial in ulcer management (Edwards et al., 2013; Oien & Forssell, 2013;
Perry et al., 2022), and is now recommended in the Swedish guidelines for
hard-to-heal ulcers (Sweden's Regions in Collaboration, 2023a). Continuity
provides a chance to evaluate pain and ulcer appearance, as well as to
increase professionals’ possibilities to detect infections at an early stage
(Sweden's Regions in Collaboration, 2023a), and thereby decrease the
unnecessary use of antibiotics (Oien & Weller, 2014).

Ulcer treatment

Treatment of a VLU includes cleaning the ulcer and the surrounding skin.
Although special ulcer wipes are available, cleaning can be done with plain
water or saline (Harding et al., 2015). Tap water can be used if it is pure,
and showering is beneficial. Regardless of the choice of fluid, normal room
temperature is too cold — warming is necessary (Lindholm, 2018).
Debridement of the ulcer aims at eliminating slough and necrotic tissue
(Harding et al., 2015). Fibrine, microorganisms, and biofilms should also be
removed (Lindholm, 2018). Debriding of ulcers can be undertaken as an
autolytic, mechanical, or surgical procedure. Furthermore, hydro-surgical
debridement is an alternative, as well as ultrasound (Sweden's Regions in
Collaboration, 2023a). Another method that has shown positive results on
healing is skin shaving, where defective skin is removed layer by layer, until
healthy tissue is reached (Franks et al., 2016). Almost 80% of patients have
been seen to achieve healing after skin shaving (Franks et al., 2016;
Hermanns & Waldhausen, 2009). Biotherapy, such as maggot therapy, is an
alternative. In maggot therapy, maggots eliminate methicillin-resistant
Staphylococcus aureus and other antibiotic-resistant bacteria in the ulcer
(Lindholm, 2018).

Caring for, and protecting, the surrounding tissue, is important to reduce
the risk for excoriation or maceration (Sweden's Regions in Collaboration,
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2023a). It is known that exudate prevents healing. Furthermore, it can lead
to new ulcers. Special dressings have been developed for management of
exudate, such as superabsorbent foams, alginates, or similar. However,
compression is the single most important factor in controlling exudate
(Harding et al., 2015). This must be preceded by securing sufficient arterial
flow, as mentioned above (Wounds UK, 2019).

Odor stems from bacteria in the ulcer and can be very hard for patients to
deal with. Social isolation, physical distancing, and decreased appetite are
potential consequences, and among the reason that odor control is crucial
for patients. Antibiotics, charcoal dressings, acetic acid, manuka honey, and
perfume-free odor remover are examples of available help (Lindholm,
2018).

Pain entails unnecessary suffering for the patient (Sweden's Regions in
Collaboration, 2023a) and must be monitored regularly (Harding et al.,
2015). Prescribing pain relief may be necessary. In connection with
debridement, systemic and local pain relief may be required (Lindholm,
2018). Pharmacological treatment must be preceded by pain assessment and
review of the patient’s other diseases (Sweden's Regions in Collaboration,
2023a). Pain caused by VLUs can also be relieved through hydrocolloid
dressings (Sweden's Regions in Collaboration, 2023a).

Ulcer dressings that do not stick to the ulcer are preferred (Lindholm,
2018; Sweden's Regions in Collaboration, 2023a). The choice of ulcer
dressings is thus influenced by pain, exudate, and odor. However, one
criterion must be met when dressing VLUs, namely the ability to retain
moisture (Lindholm, 2018). A tight-fitting dressing helps keeping the ulcer
moist. Further, leakage must be prevented (Harding et al., 2015).
Hydrocolloid dressings are suitable for slightly exuding ulcers and ulcers
with necroses or fibrines. Alginates or gelling fiber dressings are
recommended in more exuding ulcers. Several other types of dressings,
suitable for different situations, are also available (Sweden's Regions in
Collaboration, 2023a).

Compression

At an early stage, compression should be introduced for the patient. If the
patient has sufficient arterial flow, and the ulcer is diagnosed as a VLU,
compression bandaging starts (Harding et al., 2015). There are different
compression systems, including low stiffness and high stiffness. The first is
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more elastic and is removed during the night. Bandages with high stiffness
are inelastic, and removed weekly, or in connection with ulcer dressing
changes. When using calf muscles, e.g., walking, a stiff bandage provides
greater pressure, and thus greater venous return (Harding et al., 2015;
Lindholm, 2018). A padding cast under the compression bandage will
protect the skin underneath, and thereby reduce the risk of chafing and
pressure ulcers. Some extra padding around the ankle will ensure
compression and counteract local edema (Sweden's Regions in
Collaboration, 2023a). A narrow bandage can be applied over the foot, and
a wider one over the leg (Lindholm, 2018). The compression will depend on
the leg circumference, the number of overlaps, and the bandage’s width,
elasticity, and stretchiness (Sweden's Regions in Collaboration, 2023a). To
protect the sensitive skin after healing, compression with bandages is
continued for 2—4 weeks, after which compression stockings are used (Coull
& Clark, 2005). Some types of compression are adjustable, meaning that the
patient can independently apply and remove them. Furthermore, Velcro
enables adjustment of compression when edema lessens (Sweden's Regions
in Collaboration, 2023a). Intermittent pneumatic compression is a
complement when the effect of other compression methods is insufficient.
The method allows increased venous return, and is used for 30—120 minutes,
1-2 times weekly (Sweden's Regions in Collaboration, 2023a).

In connection with healing, compression stockings should be
recommended to patients (Sweden's Regions in Collaboration, 2023a).
Stockings are available in different classes, with different pressures.
Therefore, careful measurement during a decongested moment should be
used to determine the necessary compression effect (Wounds UK, 2021).

Invasive treatment of veins

Compression is a life-long prevention measure (Franks et al., 2016;
Sweden's Regions in Collaboration, 2023a), which could halve the number
of recurrences (Health Quality Ontario, 2019). In some cases, venous
insufficiency can be successfully treated, after which compression therapy
is terminated postoperatively (Sweden's Regions in Collaboration, 2023a).
Venous leg ulcers can be prevented through treatment of the underlying
cause. Endovenous laser therapy has a potential to close perforating veins
and treat varicose veins (Franks et al., 2016). Foam can be used to expunge
small or perforating veins. The method has been proven to be safe and
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efficient in healing and avoiding recurrences (Grover et al.,, 2016).
Endovenous ablation of varicose veins, at an early stage, reduces healing
times when used as an adjuvant treatment to compression. Furthermore, it
reduces the incidence of recurrences (Gohel et al., 2020). Venous stripping
is a surgical method involving removal of either the great or small saphenous
vein in the leg. The goal of the procedure is to counteract venous
insufficiency (Franks et al., 2016).

Self-care

The World Health Organization refers to self-care as activities that people
perform to maintain and promote health, prevent disease, or cope with
illness and disability. Self-care activities can be performed independently,
although support from healthcare professionals might be required (World
Health Organization, 2021). The term self-care acknowledges that patients
can actively take part in their own health situation (Martinez et al., 2021).
Recently, healthcare professionals in Sweden came under a statutory duty to
assess whether a patient can perform certain activities independently. The
same law states that self-care refers to activities that prevent, examine, or
treat illness and injuries (SFS 2022:1250).

Several things can positively or negatively affect the use of self-care in a
patient’s life (Jaarsma et al., 2020; Martinez et al., 2021; Riegel, Dunbar, et
al., 2021; Riegel et al., 2012). For instance, it is necessary that self-care
activities are self-selected and understood as meaningful by the patient
(Butler et al., 2019). Past experiences, but also the perception of the future,
have been shown to influence decision-making in self-care (Lommi et al.,
2015).

A recent study showed the possibility to predict the risk of insufficient
self-care, and thus predict a patient’s outcome. This study distinguished
between behaviors of self-care management, self-care monitoring, and self-
care maintenance (Luciani et al., 2022). These behaviors have previously
been said to constitute self-care (Riegel et al., 2019; Riegel et al., 2012).
According to the authors, self-care maintenance can involve physical
activity or smoking cessation, to maintain health. The activities are based on
recommendations from professionals. Self-care monitoring is about noticing
signs of changes in one’s own health. Through experience, listening to one’s
own body becomes a natural part of the routine. The last concept in this
description of self-care, self-care management, includes taking action.

17



Noticing changes, exacerbations, or symptoms sometimes requires
professional support. Self-care management includes changing medication
or lifestyle behaviors. Evaluation of the situation and the actions taken is
essential for moving forward (Riegel et al., 2019; Riegel et al., 2012). Proper
self-care requires that a patient applies all three elements, which in turn
requires expertise on the part of the patient, which usually grows over time
(Riegel et al., 2019). Figure 1 below visualizes self-care as described by
Riegel et al. (2012).

Self-care
* improve well-being, monitoring « evaluation and action on
preserve health, maintain i ) changes
stability * observing signs and « consulting professionals
* recommendations from symptoms if needed
professionals * systematically and « continue or change an
routinely activity?
Self-care Self-care
maintenance management

Figure 1. Self-care as described by Riegel et al. (2012).

It is important to highlight that self-care is a continuous process that lasts
through illness and possibly throughout life (Matarese et al., 2021). A
conceptual analysis of self-care monitoring has also highlighted the process
and described self-care monitoring as awareness of one's own health
(Johnsson et al., 2023). A caring relationship between a patient and
professionals has been found to improve self-care and its outcomes
(Johnsson et al., 2023; Lundberg et al., 2020).

The World Health Organization states that self-care can be supported by
interventions, which are then to be regarded as tools (World Health
Organization, 2021). A scoping review of the characteristics of self-care
interventions for patients with a chronic condition (Riegel, Westland, et al.,
2021) found that the modes and frequencies varied. Use of digital support
for self-care has increased in recent years (Riegel, Westland, et al., 2021),
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and its opportunities will continue to increase, as the population’s digital
abilities grow worldwide (Narasimhan et al., 2023).

Self-care in venous leg ulcers

Through self-care, patients can influence healing. Smoking habits, alcohol
consumption, physical activity, and eating habits are examples of
components of self-care in VLUs (Sweden's Regions in Collaboration,
2023a). Moreover, self-care can imply daily application of a moisturizer to
normalize pH and prevent dry and irritated skin (Franks et al., 2016; Fukaya
et al., 2023). Patients could also benefit from daily monitoring of their legs
to recognize changes (Fukaya et al., 2023).

The effect of smoking on the blood's ability to transport oxygen is the
basis for the recommendation to stop smoking (Sweden's Regions in
Collaboration, 2023a). Aside from the recommendation on smoking
cessation, Wounds International also recommends weight loss (Harding et
al., 2015). Overweight, or even obesity, is common among patients with
VLUs (Barber et al., 2018; Renner et al., 2019). A lack of nutrients also has
an impact on healing. Protein, selenium, iron and vitamins are examples of
nutrients playing a role in the ulcer healing process (Lindholm, 2018).
Supporting patients with oral nutritional supplements has shown promising
results in healing (Moscicka et al., 2022).

The calf muscles help the blood to return from the legs to the heart
(Recek, 2013). Taking a walk activates the calf muscles, improving venous
return (O’Brien et al., 2012).

Evidence for the significance of physical activity in healing is growing,
although there are still knowledge gaps. A recent study showed improved
healing among those who performed a training program. Moreover, the ulcer
size was significantly smaller in the intervention group (Kulprachakarn et
al., 2022). The improved evidence should lead to a recommendation of
physical activity to patients (Jull et al., 2018; Marston et al., 2016; Sweden's
Regions in Collaboration, 2023a). A recent study (Qiu et al., 2023) found
that higher levels of physical activity shortened healing times. Knowledge
is fundamental to self-care in VLU, as illustrated below in Figure 2.
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—  Use of moisturizer =~ ——  Less sensitive skin

Strengthened calf
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venous return
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Elevated legs

Improved healing, less

— Optimal nutrition inflammation

Knowledge

Decreased edema, eased

L Weight loss mobility

Improved healing through
—  Smoking cessation =~ —— improved blood
oxygenation

Figure 2. Role of self-care in VLU.

Caring for patients with venous leg ulcers

Decades ago, Katie Eriksson wrote about patients’ different sufferings
(Eriksson, 1994). Suffering from illness arises because of the illness itself
and its consequences. Suffering from illness can arise from treatment that in
many cases is necessary (Eriksson, 1994). Caring is about alleviating
suffering (Dahlberg et al., 2003), which can be understood as mitigating the
impact of an illness on the person affected.

Through a person-centered perspective, professionals have an
opportunity to enter the lifeworld of a patient. Then, the patients’ habits,
thoughts, and wishes can be explored as a breeding ground for support
(Dahlberg & Segesten, 2010). Patient experiences and understanding can be
seen as a foundation to support patients within the areas that concern them
(Jutterstrom et al., 2016; Aberg et al., 2021). Focusing on the whole
lifeworld, rather than a disease, promotes person-centering (Aberg et al.,
2021). Healthcare professionals have an important role in supporting
patients regarding self-care (Franks et al., 2016).

Self-care must be conducted voluntarily; the roles of professionals are
advisory and informing (Wounds UK, 2023). Knowing the benefits of self-
care and consequences of no self-care has been acknowledged as important
for patients with VLUs in their daily self-care routines (Weller et al., 2021).
Furthermore, professionals have a duty to determine individual patients’
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needs (SFS 2022:1250; Weller et al., 2021), especially as understanding and
knowledge are identified as important for self-care in VLUs (Baquerizo
Nole et al., 2015; Weller et al., 2021).

Although self-care is known to be important, various circumstances can
have an impact on it. Patients with VLUs highlight their insufficient
knowledge when asked about barriers to self-care (Finlayson et al., 2010;
Weller et al., 2021). Dissatisfaction with how professionals approach
patients might lead to controversies and dismissal of advice (Silva et al.,
2019). To achieve self-care, it is important that patients get education on
VLUs, as most patients have insufficient knowledge about them (Behairy &
Masry, 2022).

Another area that affects adherence is forgetfulness, which makes the
patient forget about an activity’s importance. Furthermore, compression
might be considered ugly, which affects its usage, especially in summertime.
The fact that compression stockings are warm is another factor (Weller et
al., 2021). Furthermore, some regions in Sweden do not cover the costs for
stockings, whereas others do (Sweden's Regions in Collaboration, 2023a).
This may contribute to an economic burden, causing some patients to stop
using them (Sweden's Regions in Collaboration, 2023a; Weller et al., 2021).

Inconsistencies in the information from healthcare professionals (Weller
et al., 2021) can lead to miscommunication between different levels of
healthcare (Perry et al., 2022). This can cause confusion for patients and
result in a lack of trust for healthcare in some patients (Weller et al., 2021).
According to the theory of Eriksson (1994), suffering at the hands of
healthcare may arise in the meeting with healthcare and professionals. This
may involve feeling sidelined as a human being — an unnecessary and
imposed suffering that is the opposite of caring (Dahlberg et al., 2003).

Caring for a patient with a VLU means, among other things, making sure
that the patient understands what the care entails (Dahlberg et al., 2003).
This can be illustrated by the example that only 67% of VLU patients could
describe the role of compression. Conversely, knowledge on its importance
was considered vital for patients’ adherence to compression (Weller et al.,
2021). The use of self-care is thus linked to an understanding of the
importance of such activities.

To increase knowledge and understanding, various interventions have
been developed for patients with VLUs (Zulec et al., 2022). Other
interventions have aimed at measuring patients’ confidence in self-care
activities (Brown et al., 2014) and increasing physical activity (McIntosh et
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al., 2023). The “Lively Legs” program has been developed to increase
performance of leg exercises and improve ulcer healing (Heinen et al., 2012)
and the “Lindsay Leg Club®” to prevent leg ulcers and recurrences, improve
wellbeing, and reduce costs (Edwards et al., 2009; Mclntyre et al., 2023).
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Theoretical framework

In this section, I will describe caring sciences as a scientific field. Further, I
will clarify my view on the lifeworld as essential for care.

Caring sciences

Caring sciences are part of human sciences (Dahlberg & Segesten, 2010).
Caring sciences have a holistic view on human beings, where biological,
social, psychological, and existential perspectives on the human being are
acknowledged (Arman, 2022). As a discipline, caring sciences have their
own ontology, their own perspectives, and their own concepts (Dahlberg et
al., 2003). All aspects of the patient must be met, and understood, as caring
takes place in the patient’s lifeworld — as do illnesses, happiness, sorrow,
concern, and so forth. If the caregiver does not succeed, the caring provided
is not a caring based on scientific grounds (Dahlberg & Segesten, 2010).

Caring sciences are not tied to only one profession. On the contrary,
nurses, physicians, dieticians, physiotherapists, and occupational therapists
are examples of professionals that can take advantage of caring science
theories (Dahlberg & Segesten, 2010; Dahlberg et al., 2003). In an
ontological view, a person can be understood as the central point in which
body, psyche, and soul gather (Dahlberg et al., 2003). Furthermore,
knowledge within caring sciences emanates from those concerned — the
experiences of patients and their whole lifeworld (Dahlberg et al., 2008).

Within medical sciences, anatomy, physiology, physics, and chemistry
are considered vital to explain bodily changes. Symptoms and diagnoses are
used to give explanations for bodily changes (Ekebergh, 2022). Within
caring sciences, it is emphasized that a medical perspective is not enough.
A person and their existence can never be fully understood without their
experiences of the situation (Dahlberg et al., 2008; Dahlberg & Ekman,
2017).

Caring sciences are strongly influenced by the view of the patient as an
expert on themself. A lifeworld perspective entails attention to, and interest
in, the patient’s everyday life and reality (Dahlberg et al., 2003).

A goal for me in the work with this thesis has been to constantly try to be
close to the person. Within caring sciences, it is absolutely essential that we
openly see, understand, and describe the events within wellbeing, illness,
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suffering, and care as they are experienced by those concerned (Dahlberg &
Segesten, 2010).

A concept with great significance for this thesis is the lifeworld, which is
described below.

Lifeworld

The origin of the lifeworld concept

Edmund Husserl dedicated his professional life to explaining the
possibilities of scientifically and systematically researching the lifeworld
(Bengtsson, 2001). The natural attitude, as a concept developed by Husserl,
refers to the immediate, unreflective understanding that we apply to the
world around us (Husserl, 1970/1936). The natural attitude provides an
opportunity to easily understand things. However, in science, this comes
with requirements, namely that we are aware of this underlying capacity to
understand things (Dahlberg et al., 2008) — more on this later in the thesis.

Referring to Husserl’s Logische Untersuchungen, Bengtsson (2001) and
Dahlberg et al. (2008) declare that phenomenological research is about
going to the things themselves. Here, a thing refers to a phenomenon. The
thing is thus understood as an object, experienced by a subject, such as a
patient (Dahlberg et al., 2008). The French philosopher Maurice Merleau-
Ponty deepened the Husserlian understanding of the lifeworld in the work
Phénoménologie de la perception, first published 1945, and in English 1962
(Merleau-Ponty, 1962). In this work, he declared that our bodies are our
opportunity to exist in the world. The body is a tool to experience, allowing
us to hear, see, and feel. When or if illness occurs, the body’s access to the
world — the ability to be who we are — is affected (Merleau-Ponty, 1962;
Merleau-Ponty, 2018).

Therefore, the lifeworld perspective allows researchers to describe the
impact that illness has on a person. Most importantly, it allows them to see
how the person describes illness as affecting them in life. This can be taken
advantage of by starting all research from the lifeworld of the person
concerned.

When caring for patients, the lifeworld perspective allows — and demands
— that care revolves around the whole person. The lifeworld is individual
and everyone has their lifeworld. At the same time, the lifeworld is shared
with others, as we live in the same physical world as social beings. Our
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existence gives us a chance to experience and thus find meaning in things
around us (Dahlberg & Dahlberg, 2019; Dahlberg et al., 2008). The
lifeworld encompasses the past, the present, and the future (Dahlberg et al.,
2008). This assumption is based on the thoughts of Merleau-Ponty, who
stated that time is not a line, but a network of intentionalities (Merleau-
Ponty, 1962), meaning that different events are interconnected.

Intentionality is about how we see things around us. An ulcer patient and
a healthcare professional see the same things in a treatment room. For the
nurse, the room is like home; for the patient, it might feel unsafe and
frightening (Dahlberg, 2014). Thus, the lifeworld perspective allows us to
acknowledge everyone’s experiences: what is seen, understood, and
important for each person (Dahlberg, 2014; Dahlberg & Segesten, 2010).
Furthermore, everything around us has a meaning, and when it is not
noticeable at first sight, we tend to relate to something else that we have
experienced (Dahlberg & Dahlberg, 2019). Thus, we all strive to understand
events and things around us.

The lifeworld in caring

A lifeworld perspective has a capacity to guide both research and care in a
practical way. In research, it is about openly gathering the experiences of
others (Dahlberg et al., 2008).

The lifeworld perspective involves capturing the patient’s perspective on
caring. Dahlberg and Segesten (2010) declare that professionals should have
a focus on each patient’s lifeworld, as a basis for supporting health despite
the presence of an illness. They also state that care without understanding of
the lifeworld cannot be seen as caring.

Phenomenological communication is a tool to embrace a patient and their
life situation. Bullington et al. (2019) describe four principles for
communicating. First, the professional must be aware of their own natural
attitude. Second, the professional puts aside all knowledge and pre-
understandings of the matter. Third, the professional embraces the patient's
understanding of the meaning. What is it like to have...? How does it
affect...? Lastly, the lifeworld opens up, for both the patient and the
professionals. Opening the lifeworld implies an opportunity to converse and
reflect and finally understand how life can go on despite the initial reason
for the care (Bullington et al., 2019). The lived body is affected by illness,
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and it is through this awareness that professionals can facilitate the inherent
vitality to go on (Dahlberg & Segesten, 2010).

Patients with ulcers experience a changed, perhaps limited, access to the
world. Pain affects mobility and the odor from the ulcer can lead to isolation
at home. Then, the lifeworld includes experiences of the limitations of a
wounded lived body. In care, the holistic perspective means care of the
patient as a person, beyond their diagnosis and appropriate treatment
(Dahlberg, 1992). Eriksson stated that every meeting with a patient is
unique. According to Eriksson, caring requires sensitivity, to perceive every
aspect of the patient (Eriksson, 2018a). Nowadays, this is often talked about
as person-centering, which is recognized for its focus on the patient’s
lifeworld. Dahlberg and Ekman (2017) define person-centering in
healthcare as planning, conducting, and structuring care with the overall aim
to understand the being of a patient, in sickness and in health, during
treatment and in care. Common to these approaches is listening to and
recognizing the patient, and attention to the patient as a person.

Relationships

The important role of the relationships between professionals and patients
has been pointed out in many contexts. Katie Eriksson (2018a) described the
caring relationship as the foundation for caring, and what must characterize
it. The caring relationship can be described as a space where the patient can
express their desires, needs, and problems. This cannot be taken for granted.
Furthermore, Eriksson pointed out that professional continuity offers a
chance to build a relationship with the patient, and thus create a care process
that is truly caring (Eriksson, 2018a).

A caring relationship is, according to Eriksson, a prerequisite for a
genuine process of caring. Without such a relationship, caring is reduced to
performance of separate tasks (Eriksson, 2018a, 2018b). Really being there
is an opportunity to approach the patient's world, which is crucial as a basis
for care (Arman, 2015). A caring relationship means that the attention is
directed at the patient (Arman, 2015), which is also highlighted within
person-centering (Dahlberg & Ekman, 2017). Moreover, the overall aim in
caring is to understand the patient’s being, in sickness and in health, during
treatment and in care. To constantly start from the patient's lifeworld entails
that care is planned, conducted, and structured with the person in focus
(Dahlberg & Ekman, 2017).
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According to Kéllerwald (2007), a person who feels unseen will also feel
objectified, and the potential vitality of a caring relationship will not appear.
She claims that this describes dehumanized care. If such a non-caring
relationship arises, it causes suffering (Eriksson, 1994). The essence of
suffering in care has been clarified based on concepts such as avoidance,
neglect, and uncaring, and such suffering has been likened to that from
severe illness (Arman et al., 2004). Kallerwald has found that professionals
sometimes only see their patients in the moment, unaware of the healthy
parts of the patient or various aspects of their day-to-day life. In such cases,
there is only a stripped-down person left, a being with neither history nor
future (Kéllerwald, 2007).

Therefore, to avoid or reduce the risk of unnecessary suffering, and to
nourish a caring relationship, professionals should consciously start from
the lifeworld perspective (Dahlberg & Segesten, 2010).

In a caring relationship, professionals can support patients to express their
lived experiences. This is particularly the case if patients are understood as
beings with desires, responsibilities, and abilities. Again, listening to what
is said is necessary to understand others (Dahlberg & Ekman, 2017), which
in turn opens up for a caring process aiming at health (Eriksson, 2018a).

The hope is that a caring relationship leads to a narrative arising from the
patient, which results in care on the patient's terms. In The wounded
storyteller (Frank, 2013), several examples are provided of how patients can
share stories, and how both patients and professionals can benefit from this.
Here, professionals are essential to help patients take advantage of health
factors and potential for health. A central component in caring is the aim to
help and support patients to live their lives despite illness and symptoms
(Dahlberg, 2020).

Acknowledging a patient’s abilities and needs

Caring starts in the lifeworld, and vitality must start from there (Dahlberg &
Segesten, 2010). Vitality (Swedish: livskraft) has been described as an inner
health resource (Fagerstrom, 2022; Soderbacka et al., 2017). This inner
resource might need support to build confidence for the future and to see
opportunities despite difficult aspects, such as a scarred lived body
(Fagerstrom, 2010). Dahlberg (2014) states that an existence that is
perceived as meaningful facilitates the fight against ill health.
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In relation to self-care, this means that patients have a capacity to take
care of themselves and strive for health. However, personal factors such as
cultural beliefs, habits, support, and cognitive abilities are important
individual circumstances to consider (Jaarsma et al., 2017). Although there
are additional factors influencing self-care, there is no doubt that patients
need certain knowledge to successfully improve their health (Dickson &
Riegel, 2009; Jaarsma et al., 2017). One example is understanding the role
of self-care. Each patient’s lifeworld is unique, and the circumstances of
each patient must therefore be acknowledged.
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Rationale

Having an ulcer that is hard-to-heal is demanding for the patient. For weeks,
months, or even years, the patient can suffer from pain, impaired activity,
depression, social isolation, and disturbed sleep. Additionally, the day-to-
day routine is affected by frequent appointments within healthcare, as
dressings must be changed regularly. Thus, having an ulcer severely impacts
the patient’s lifeworld. When, or if healing is achieved, recurrences are
common.

In many diseases, self-care is acknowledged as important for patients, to
improve health. Self-care has such potential also in VLUs. The importance
of compression has long been highlighted and is considered a cornerstone
of VLU management. Some foods are considered to impair healing, whereas
some nutrients are considered essential for healing. Additionally, high
weight has an impact on circulation, among other things. Even limited
overweight is considered harmful. Physical activity, in particular activation
of the calf muscles, is believed to improve venous return and circulation.
Patients need to be aware of the opportunities related to such self-care
activities and their potential impact. Professionals has an important role in
giving information — and patients need information on their condition to
make decisions regarding their health. Information on self-care for patients
with VLUs is available and to some extent used in Sweden. However, there
is no national consensus on self-care for this patient group. Despite this,
healthcare professionals have an obligation to customize and personalize
appropriate self-care activities for each patient. Even though self-care
activities in VLUs appear to be theoretically valuable, their role and
presence can be clarified further. Therefore, this thesis aims to contribute
with the patients’ experiences of the role and the presence of self-care in
ulcer management. Furthermore, this work aims to contribute with a
lifeworld perspective of patients, which together with the impact of the
advice on ulcer healing, will form the basis for an intervention that will be
tested.
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Aims

The overall aim of this thesis was to describe the lived experiences of
patients with hard-to-heal venous leg ulcers before and after healing, as well
as the understanding of the role and presence of self-care activities in ulcer
management.

Specific aims

L The aim was to describe patients’ lived experiences of
undergoing management for a venous leg ulcer.

IL. The aim of the study was to explore and describe patients’
experiences of daily life after healing of a hard-to-heal venous
leg ulcer.

1. The aim of the study was to investigate the associations between

given self-care advice and healing time in patients with venous
leg ulcers while controlling for demographic and ulcer-related
factors.

IV. The aim of the study was to describe patients’ experiences of the
feasibility of an intervention aiming at supporting self-care in
venous leg ulcers.
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Methods
Design

Given the different aims of the studies, different designs were applied. An
overview of the studies is given in Table 1, below.

Study  Design Participants Data collection Data analysis

I Descriptive  Persons with Individual Phenomenological
qualitative experiences of  interviews approach (RLR)

VLUs (n=16)

1T Descriptive ~ Persons with Individual Phenomenological

qualitative experiences of  interviews approach (RLR)
VLUs (n = 15)

11 Cross- Persons with Registrations Descriptive
sectional VLU, in the Swedish  statistics, logistic
quantitative  registered Registry of regression

during Ulcer
treatment (n =  Treatment
699)

v Descriptive  Persons with 11 individual Qualitative

qualitative active VLUs interviews content analysis
(n=6)

Table 1. Overview of study designs, participants, data collection, and data
analysis methods.
RLR = reflective lifeworld research; VLU = venous leg ulcer.

Studies I and 11

Reflective lifeworld research

Phenomenology offers opportunities to study phenomena as they are
experienced by people. In the phenomenological studies in this thesis, the
phenomena were experienced by patients with VLUs.

During his lifetime, Husserl underlined that there was a crisis in science.
The crisis was said to consist of the fact that meaning and meaninglessness
in people’s lives had for some time been forced to stand back for the benefit
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of positivistic values such as mathematics and exactness (Husserl,
1970/1936).

Phenomenology was presented as a response to what Husserl described
as a lack of interest in values that define true humanity (Husserl, 1970/1936).
To overcome the distance between people and science, Husserl advocated
for using the lifeworld as a foundation for scientific work (Dahlberg et al.,
2008). In phenomenology, phenomena are of interest for scientific
examinations. The phenomenological standard phrase “going to the things
themselves,” means that explanation through ready-made -categories,
theories, prejudices, or other pre-defined structures must be waived
(Dahlberg et al., 2008).

With an aim to describe phenomena as experienced by others, reflective
lifeworld research (RLR) provides philosophical explanations of concepts
such as body, knowledge, and being in the world (Dahlberg et al., 2008).
Phenomenology begins in philosophy, through its importance for
knowledge in people and their existence.

Husserl discussed intentionality — the immediate understanding of things
around us as something (Husserl, 1970/1936). In our daily lives,
intentionality is not a problem, but in research it poses a threat to scientific
knowledge. The intentional, immediate understanding must be bridled.
When letting an intentional understanding take command, there is a risk that
what we find is what we are looking for, or what we are prepared to find.
Therefore, bridling is necessary to see things openly, and twist and turn
things to see them from different angles (Dahlberg et al., 2008). However,
researchers are also part of the world, and therefore bridling all pre-
understanding is impossible, awareness of which is important in research
(Dahlberg et al., 2008; Dahlberg et al., 2010; van Wijngaarden et al., 2017).

As a research approach, RLR both offers and demands pliability. The
phenomenon under study is then allowed to show itself fully, with all its
variations. The natural understanding must be left behind and reflected
upon. An openness toward the phenomenon, together with reflection of
one’s own understanding, offers a scientificalness in phenomenology
(Dahlberg et al., 2008).

Setting

In Study I, the participants had active VLUs, whereas the participants of
Study II had all achieved ulcer healing. The participants had experiences of
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treatment at different levels of the Swedish healthcare system. Patients can
be managed for instance in primary care, home care, the surgical specialty,
or wound centers specialized in ulcer management. Although the initial
contacts regarding the ulcer were with primary healthcare, most of the
participants had had various encounters at different levels, including with
nurses, physicians, assistant nurses, district nurses, and specialists. The
participants were residents of any of four regions in southern Sweden.

Sample

In Study I, sixteen participants aged 58—86 years (mean age 71 years) were
included. The majority, nine, where women, and seven were men, which
reflects the incidence of VLUs in society. In Study II, six men and nine
women aged 58—86 years were included. All had mastery of the Swedish
language and sufficient cognitive ability to share their experiences. All lived
in their own home. All ulcers had been active for more than six weeks and
were therefore considered hard-to-heal. For inclusion, a diagnosis of VLU
was required. Given the difficulties in confirming a diagnosis, we settled for
knowing that compression was used, as this is not the case in other ulcer
types. No one refused participation. In line with methodological
recommendations (Dahlberg et al., 2008), a broad variance among
participants was sought. Some participants were included and interviewed
in both studies. However, the different aims (phenomena) required that the
interviews took place on different occasions.

Data collection

An information letter to the nursing professionals was developed and
delivered to the units via e-mail. Following reminders by phone or e-mail,
some contacts could be established. Then, further information on the studies
and the project was given by e-mail, phone, the e-meeting application Zoom,
PowerPoint presentations, or in personal meetings.

Information letters for patients were developed and forwarded to patients
by a healthcare professional at each unit, usually a nurse.

Patients who agreed to participate, or agreed to receive further
information from the researcher, gave permission to the nurse to share their
telephone number. Of the patients contacted, none chose not to be
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interviewed. In fact, most participants were overwhelmed by my interest in
them, and the opportunity to share.

An open-ended question was posed to open each interview, after which
follow-up questions allowed a deepened understanding of the phenomenon
of relevance in each respective study, as emphasized by Dahlberg et al.
(2008).

Interviews lasted between 17 and 60 minutes (Study I) and between 17
and 81 minutes (Study II). Due to the pandemic, interviews could not be
held face to face, but were conducted by phone. Some participants were
invited to use Zoom but declined.

Data analysis

During the analyses in Studies I and II, the aims were to describe the
phenomena’s essential structures (Dahlberg et al., 2008). First, the analysis
started with a meticulous review and reading of the texts. With the
phenomena in focus, meaning-bearing units were sought. Meaning-bearing
units are separate parts of the text linked by the meanings they consist of.
The understanding of the whole was facilitated by the division into smaller
parts. All meaning-bearing units were attributed a meaning, or rather their
meaning was clarified.

Next, the meanings were clustered together based on their affinity
(Dahlberg et al., 2008). Thus, the clusters consisted of meaning-bearing
units related to the same things. From Study I, an example of a cluster is
“trust,” consisting of different statements about trust, see Table 2.

A damaged trust (...) led to a fear (...)
Have always felt that healthcare cared

In the beginning, had faith in the healthcare center, that they knew how this
should be handled (...)
Table 2. Example of the cluster "trust."

Each cluster was further described through a summarizing text. This
description of the cluster was also a form of sub-description of the
phenomenon. These sub-descriptions together made up the essential
description of the phenomenon. Ultimately, the essences of both studies
were presented as constituents, i.e., different dimensions of the
phenomenon. As advocated, the analyses were not conducted linearly, but
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rather went back and forth (Dahlberg et al., 2008). This created an
opportunity to see things in the light of other things, i.e., the texts were seen
as a whole, beyond being constituent parts. Hence, a greater understanding
of the material was achieved.

Bridling

According to Dahlberg et al. (2008), the concept of bridling is crucial in
phenomenological studies. This means that the researcher should take
nothing for granted. The immediate understanding of a phenomenon must
be challenged and questioned. It must be subjected to reflection. During the
analysis, there was a willingness to linger before settling in understanding
and let things stay indefinite for as long as possible (Dahlberg et al., 2008).
Therefore, the immediate understanding was set aside, while questions were
asked to the text. One difficulty was to try to constantly see the phenomenon
in a new way, rather than in the same way as usual. Discussions within the
research team facilitated the challenging of pre-understandings.

Study 11

Setting

RiksSar, the Swedish Registry of Ulcer Treatment (RUT), strives for
structured and effective management of patients with hard-to-heal ulcers
(RiksSar, 2022, 2023, 2024a). Since its national introduction in 2009, the
median healing time for VLUs has decreased from 25 weeks to 12 weeks.
Furthermore, the use of antibiotics has significantly decreased as a result of
the registry, which has had a focus on problematic overprescription
(RiksSar, 2023).

About 1,390 units are currently treating patients with VLUs, of which
29% use the registry (RiksSér, 2023). The most common ulcer type in the
RUT is the VLU, making up 26% of the total, followed by the pressure ulcer,
encompassing 24% of the registered ulcers (RiksSar, 2023).

Ulcers are registered at the initiation of treatment and at healing, allowing
for collection of several variables.

When a patient begins ulcer management, their date of birth, sex, weight,
height, mobility, co-morbidity, smoking habits, and certain pharmacological
treatments are registered. In addition, various ulcer-related variables are
registered, such as location, duration in weeks, antibiotic treatment to date,
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ulcer size (cm?), ulcer pain, vascular status, including presence of varicose
veins, and information on ABPI. Lastly, the medical ulcer diagnosis is
registered, as well as information on previous ulcerations.

The next registration takes place in connection with ulcer healing or
termination due to other reasons (such as death, change of place of
treatment, amputation). At that time, the mean number of ulcer dressings,
mean number of professionals responsible per month (continuity of care),
antibiotic treatment, and examinations performed are registered. In addition,
compression therapy and levels used in management are registered, as well
as prescribed future compression and levels. Of particular relevance for this
study is any advice given on nutrition and physical activity.

Sample

Initially, the data extraction included 4,778 cases, corresponding to an
unknown number of patients. At this stage, all hard-to-heal ulcers were
included in the data, including diabetic ulcers, pressure ulcers, arterial
ulcers, and so forth. Due to the aim of the study, several cases were removed:
all non-VLUs, ulcers with a healing time that did not correspond to the term
hard-to-heal, and wulcers for which follow-up data were lacking.
Furthermore, only the first ulcer of each patient was included, due to double
registrations or registration of the same ulcer in different settings, among
other things.

The number of registered patients included in the study was ultimately
699. The process is visually described in Figure 3.
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Figure 3. Inclusion process, Study III.
RUT = the Swedish Registry of Ulcer Treatment; VLU = venous leg ulcer.

Data collection

The approval of the Swedish Ethical Review Authority and the study plan,
including its aims, were sent to the Uppsala Clinical Research Center, the
institution responsible for data disclosure. The data were delivered in
August 2020, and encompassed ulcers registered between October 2015 and
August 2020.
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Data analysis

The analyses had two aims: to describe the population and to identify
correlations between the variables. The analyses were performed with IBM
SPSS Statistics, version 28.

A frequently used method when looking at correlations is regression
(Bringsrud Fekjer, 2016). Accordingly, variables on advice given,
demographics and ulcer-related factors were used to investigate significant
associations. A univariate logistic regression was used to screen for
significance and to show the relation between each variable and the
dependent variable. Significantly associated variables in the univariate
logistic regression were entered into the multivariate logistic regression,
together with age and sex. A multivariate logistic regression allows
investigation of the relationships between several independent variables and
the dependent variable (Field, 2018; Polit & Beck, 2017). Variables in the
final model were age, sex, ulcer duration before first encounter, ulcer-related
pain, and self-care advice on nutrition given.

The skewness in ulcer duration lead to splitting of data into two groups:
more and less than the median of 84 days. In the logistic regressions, a
binary variable (Field, 2018) — healing that took more than 70 days — was
used. The dependent variable was thus slower healing.

Quartiles were developed to show the distribution in age, BMI, time
before first encounter, and duration of ulcer management. Quartiles split the
data in groups, starting at the median (Field, 2018).

To investigate the relationship between variables, chi-square (X?) tests
and Mann-Whitney’s U-tests were used. Categorical variables were tested
with the chi-square test, aiming to reject or accept a hypothesis and test for
randomness (Hellmer, 2022). The observed data were compared to the
expected data to determine differences (Polit & Beck, 2017).

Furthermore, continuous variables were analyzed with the Mann-
Whitney’s U-test. The method ranks data: high scores result in higher ranks,
whereas low scores result in lower ranks (Field, 2018). In our case, age,
BMI, ulcer duration, and duration of treatment, were compared with the
median time before registration < 84 or > 84 days, and then analyzed with
the Mann-Whitney U-test.

The results of the analyses include an odds ratio (OR), which shows the
odds for an outcome to occur. An OR of 1 means that the likelihood of the
outcome is 50/50 (Hellmer, 2022). Additionally, confidence intervals (Cls)
are presented in the results. Through a CI, we can report the limits within
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which 95% of a sample falls (Field, 2018). Analyses were tested for
multicollinearity (Polit & Beck, 2017); no unstable estimates were seen.

Study IV

In this study, the focus was on the patient experiences of an intervention.
The intervention was implemented in collaboration with another doctoral
student, whose focus was the experiences of healthcare professionals. We
worked together with recruitment, as patients and professionals were
recruited at the same units.

The intervention

An intervention, Personal self-care Planning Process (PePP), has been
developed to prepare patients for lifelong self-care. PePP is based on patient
experiences and well-known needs of patients. A group of stakeholders,
including patients, professionals, and researchers, was involved in
workshops and interviews to map different approaches. Thus, the
intervention was co-designed, and each participant could contribute with
their knowledge (Visser et al., 2005), a method previously used in
intervention development (Fylan et al., 2021; Goff et al., 2023; MclIntosh et
al., 2023).

The intervention consists of five short videos (approx. 2.5-7 minutes),
directed at patients. The themes are “My ulcer does not heal — what to do?,”
“Pain in venous leg ulcers,” “Compression therapy in venous leg ulcers,”
“How to take care of your leg after a venous leg ulcer,” and “What to do in
everyday life after a venous leg ulcer.” The evidence-based information in
the videos is presented by a physician and a nurse, two clinically active
women from Blekinge County, Sweden. Throughout the videos, key
messages such as “activation can improve circulation” and “compression is
the most important measure to prevent recurrences” are shown in writing.
Each video ends with written bullet points, presenting important messages
from the video. Some videos include cartoon images of patients and food or
descriptive patient citations, to visualize messages and reduce the focus on
professionals.

A book complements these videos, “My Self-care planning,” divided into
chapters that match the videos mentioned above. In the self-care planning
book, the patients can plan, reflect, prioritize, and select the self-care
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activities which they perceive as appropriate and possible for themselves.
The book should be seen as a means for the planning process, where the
patient can make notes and/or write questions for the next meeting with a
professional. The last chapter in the book is where the planning itself is done.
The patient is offered an opportunity to write about areas of change and
means of success. There is also space to evaluate the process. The final pages
are simply blank lines, enabling the patient to write notes.

Furthermore, PePP is also directed at healthcare professionals, with one
video describing examination with a Doppler device and the importance of
the ABPI. One video is about supporting professionals in taking a medical
history and examining leg ulcers. A cornerstone of PePP is developing the
professionals’ ability to actively listen to, support, and reflect with patients
regarding life with self-care activities suitable for VLUs. The intervention’s
place in ulcer management is shown in Figure 4.

The objectives of PePP are to facilitate healing, prevent recurrences,
improve ulcer management, and — above all — promote person-centeredness
in ulcer management.

Ulcer management, supported by PePP

d

pue juafied uaamiag

TURETEY] =R

Ulcer occurs Ulcer healing

|euoissajoid

pue ugaed usamiag

U0N98|J81U0I1BSIBALOD
|euojssajoid

pue uafed usamiag

|PUOISS3JO.
uoaya.fionesianuoy

|euoissajold

pue jushed usamiag
193)32./ponesIanU0D

V\Eumssa}md

»-
>

4

» »
> >

A A
A &
Y

puejuafed usamiag
b

uonaaja.fponesianuo)

Follow-

First encounter E
up

uoy

~
=

[t
IS
w

video 1 video eo 3 video video

& < Ongoing process with personal self-care plan, including reflection > -

Figure 4. The intervention as a process throughout ulcer management.

Setting

The study involved different levels of care, namely home care and primary
care. VLU patients are managed throughout the healthcare system. The
healthcare professionals were contacted by one of the team members and
provided with information about the study and its aim.
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Sample

Different units that manage leg ulcers were contacted and informed about
the study. Professionals were asked to ask patients with VLUs about
participation in the study. Patients with an interest in participating got
additional written information. After giving initial consent to participate, the
potential participants were contacted by phone and provided with further
information regarding participation. Interviews were performed after
written consent had been returned by post or collected. For the evaluation,
six patients with active VLUs were included. Their mean age was 86 years,
and the sex distribution was even. Two participants were residents at nursing
homes, whereas four lived in their own home. Two had a significant other
in the same household, whereas four were widowed. Half of the sample had
no prior experience of ulcers. The other half had experienced ulcers for up
to several years.

Data collection

The data were collected through individual semi structured interviews. One
participant was interviewed by telephone. At other times, the interviews
were held in participants’ homes. We intended to interview each participant
three times: at diagnosis, after a few weeks, and in connection with healing.
Typically, such a process takes more than 6 weeks, which is the lower limit
for hard-to-heal ulcers. Study III showed that every second patient endures
a healing time of more than 70 days from registration. Healing proved to be
difficult to achieve during the study period and the initial idea to interview
the same patients over the course of healing had to be changed. Furthermore,
one participant was referred for amputation, meaning that no further
interviews were appropriate. Another participant felt that she had nothing
more to share and declined further interviews.

The main focus of interest in this study was the feasibility of the
intervention. A feasibility study can determine whether an intervention can
work, does work, or will work (Bowen et al., 2009), meaning that there are
different levels of feasibility studies. A feasibility study can enable
collection of the participants’ experiences of an intervention in terms of, for
example, barriers (Shahsavari et al., 2020), and whether the intervention is
accepted by patients (Bowen et al., 2009). In Table 3 below, areas of interest
in interviews are exemplified.
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Experiences of the videos and the book.

Is something missing in the videos?

Has it led to conversation with others? (family, friends, professionals)
Table 3. Examples of focus areas in the interviews.

Data analysis

The aim was to describe the phenomenon experiences of an intervention for
self-care. A conventional content analysis, which finds meanings close to
the material (Hsiech & Shannon, 2005), was performed. The material
consisted of eleven transcribed interviews. According to Hsieh and Shannon
(2005), content analysis is used to clarify a phenomenon through systematic
classification. As previous knowledge about the phenomenon was
nonexistent, the starting point was the material, not any pre-defined
categories (Elo & Kyngés, 2008; Hsieh & Shannon, 2005). As a result,
groupings were made, and named, based on the texts. First, curiosity
allowed a sense of the whole to emerge, when texts were read repeatedly
(Elo & Kyngis, 2008; Hsieh & Shannon, 2005). The aim was to become
completely familiar (Elo & Kyngés, 2008) with the texts. As advocated by
Elo and Kyngds (2008), coding was done openly, by highlighting
appropriate parts of the text. To ensure that the text would not be
misunderstood later, a larger piece of each text section was kept. The
systematic classification continued with categorization, which meant
grouping related parts together in a smaller number of categories. Thus, the
phenomenon could be described, increasing understanding (Elo & Kyngés,
2008). An abstracted main category was formed, based on subcategories and
categories (Elo & Kyngis, 2008; Hsich & Shannon, 2005). During the
analytical process, discussions and reflections were held within the research
team (Erlingsson & Brysiewicz, 2017), which contributed to new and
deepened perspectives.

Own pre-understanding was controlled, the importance of which has been
underlined previously (Erlingsson & Brysiewicz, 2017).
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Ethical considerations

The ethical principles of the Helsinki Declaration (World Medical
Association, 2013) have served as a guideline throughout this work. The
declaration provides guidance on parts of the research process, such as
informed consent, confidentiality, and voluntary participation. All four
studies were approved by the Swedish Ethical Review Authority (ref. no.
2020-00965). The Helsinki Declaration states that no harm may be imposed
to the participants. The exploration of the lifeworld in Studies I and II could
potentially create distress among participants. There was preparedness for
this, with contact information to psychological support provided to all
participants. All contact was over the phone, and no signs of discomfort
were noted. On the contrary, several participants in the first studies were
pleased to have been consulted and given the opportunity to share their
experiences. Some stated that no one had previously asked about their
experiences of VLUs.

The Helsinki Declaration (World Medical Association, 2013) underlines
the importance of autonomy. Autonomy can be ensured through requesting
written consent.

Studies I, II, and IV were conducted after thorough verbal and written
information had been provided. First, potential participants were briefly
informed by healthcare professionals. Those who said they were interested
were contacted by telephone with further information. Of those informed by
post, none refused participation. Written informed consent was collected
from all participants, either by post (with pre-paid envelopes provided) or
by healthcare professionals. As the participants in Studies I and II were
recruited by healthcare professionals, and the interviews held over the
phone, no member of the research team met the participants. However,
before the interviews, a telephone conversation was held with each
participant, aiming at describing the research and the standards of
interviewing. Then, written information, including a consent form was sent
to each participant, along with a pre-paid envelope. In some cases,
participants gave consent immediately in connection with the initial
telephone contact. In such cases, a date for the interview was immediately
planned. In other cases, the potential participant waited for written
information and then provided consent. In these cases, a second telephone
call was made to plan the interview.
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In Study IV, interviews were held after the pandemic, in the participants’
homes. Initial information was delivered by healthcare professionals, after
which contact was made by the researcher. Further information was
provided over the phone, complemented by information and consent forms
sent by e-mail. Written consent forms were collected in connection with
interviews, in all cases but one. The information letter stated the aim of the
study and gave a description of why the person was asked to participate. It
also stated that participation involved an interview, with the interview
procedure described. Moreover, it was communicated that participation
would be voluntary and that the participants had the possibility to withdraw
at any time without providing any explanation. The confidentiality and data
storage process were also described. The names of and contact information
for all team members, including the Data Protection Officer at the
university, were included.

In Studies I, II, and IV, we were dependent on healthcare professionals
as links to potential participants. There was a risk that participants felt
pressured to participate, to please the professionals. However, the agreement
on participation was between the researcher and each participant, meaning
that withdrawal would not be disclosed to the professionals. One participant
(Study IV) withdrew on the grounds that all the information had already
been shared.

The Helsinki Declaration (World Medical Association, 2013) also states
the rights of vulnerable groups and individuals. In this research, older people
were included, which can be justified by the potential benefit for older
people with VLUs. Older people are more often affected by this ulcer type
and must therefore be included in research. Another of the Helsinki
Declaration’s principles is confidentiality (World Medical Association,
2013), which was ensured by not using names in the data files. Citations and
statements in the manuscripts were written in a manner that was intended to
reduce the risk of identification.

The datafiles for Study IIl were delivered by the Uppsala Clinical
Research Center (UCR), which manages several national registries,
including the RUT. An application to the UCR was made after approval
from the Swedish Ethical Review Authority. Such an application should
contain clear research questions, aims, and precise requests for desired
variables. The application was reviewed at the UCR. Prior to this
application, discussions were held with those responsible for the registry, to
guide the work. All research materials were stored so that unauthorized
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persons could not gain access to them. Consent is not required from patients
prior to registration in the RUT. However, professionals are obliged to
inform patients, in an comprehensible manner, about the registry and its
purpose. Registered patients can request the deletion of registered data at
any time (RiksSér, 2024b). National and regional registries are governed by
Swedish legislation. The legal acts state that the registries shall form the
basis for continuous development of healthcare and ensure its quality.
Furthermore, the patients’ rights are stated and clarified, concerning the
right to know what is registered and the right to demand erasure of data,
among other things (SFS 2008:355). The legislation on privacy protects data
that include personal information, while it ensures that data needed for
research can be registered (SFS 2009:400). The data files did not contain
names or personal identification numbers. However, the month and year of
birth of each participant were provided, enabling age determination. No
additional information that could reveal any patient’s identity was provided.

The duty to minimize harm and maximize benefits can be described as
the beneficence of a study (Polit & Beck, 2017). I expect the studies and the
thesis to contribute to the wellbeing of future patients with VLUs. Through
Studies I and II, the life situations of patients have been described, which
has filled knowledge gaps. Study III clarifies how professionals manage
patients, among other things in terms of self-care advice. These studies can
now be used as a basis for the development of management of patients with
VLUs. A continuous work to improve the intervention, described in Study
IV, can now proceed. Hopefully, it can contribute to healing and fewer
recurrences among patients. Although the results of studies usually benefit
others than the participants (Polit & Beck, 2017), there is a potential that
some participants in Study IV could benefit from the information created
therein. Increased knowledge about one’s own condition has been labeled
as a major potential benefit (Polit & Beck, 2017). For the participants in the
first two studies, I perceived that there were immediate benefits from getting
the chance to share their own stories. On several occasions, I observed
participants delighting in the opportunity to help others in the same situation,
a scenario also described by Polit and Beck (2017). Research on patients
should aim to mirror the relevant patient groups. However, the qualitative
studies in this thesis excluded patients who did not master the Swedish
language. One participant (Study IV) was born in a neighboring European
country and had spent their entire adult life in Sweden. Additionally,
participants showing any signs of confusion or dementia were excluded.
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Having the ability to clearly present their stories was considered important
prior to data collection. Nevertheless, it must be stated that those
requirements have excluded some patient experiences. Those experiences
could therefore be covered in future studies. One can argue that the
presentation of the participants and the methods can form the basis for the
reader’s assessment of a study (Polit & Beck, 2017). This means that the
information provides tools for the reader to see who the results are derived
from, and thus whom it can be assumed to fit.
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Results

Below, the results of each study are presented.

Study [

The phenomena in focus for the study were experiences of ulcer
management. As recommended by Dahlberg et al. (2008), the results were
presented as an essential description of the phenomenon, further clarified by
its constituents. Here, the results are presented as a summary. For the
essential descriptions, please refer to the published article.

The phenomenon can be described as “being stuck,” as healing takes time,
often longer than expected. When the patients sought care, there was an
expectation of prompt healing. As time passed, patients often felt that
someone must be responsible for the delay. A hesitation regarding the
professionals’ knowledge arose when treatment was offered in different
ways. Things can be said in different ways and are sometimes contradictory,
which can also be the result when a patient asks questions. Who is to be
believed? Only one answer can be right — so the rest must be wrong. An
uncertainty arises. Do they even care about me?

A feeling of not being seen as a person, but only as an ulcer-bearer,
became obvious. What makes patients stay in ulcer management was an
awareness of dependency. There was an understanding that the only
possibility for healing was offered by the healthcare professionals.

Being stuck in ulcer treatment led to a kind of fighting spirit. Patients felt
that they had to stand up for their own body. There was a sense that sound
care had to be demanded. Some felt that they were nagging, which
sometimes resulted in silence. Some thoughts arose but were left unsaid.

Everything is noticed and interpreted during ulcer management; the
professional’s appearance, what appears to be an aimless search in cabinets,
and what is said. A good relationship with the professionals is desired and
can build hope and confidence. Thus, continuity created hope in ulcer
management: hope for healing, hope for a future without ulcer.
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Study II

The phenomenon in focus for this study were experiences of daily life after
healing. As above, where the results of Study I are presented, the results of
Study II are presented as a summary. The essential descriptions of the
phenomena can be found in the published article.

Daily life is a new version of what it was before the ulcer. It is seen as
normal — but a new normal. Life had become something else; it had been
stripped down to a minimum. Activities that used to mean something were
no longer part of life. The body was affected by age and ailments, which
hindered self-care — there was no place for such pursuits. Further,
knowledge of the importance of self-care was limited. Despite a strong
desire to avoid new ulcers, there was no clear path forward. Life after
healing was a balancing act, where new ulcers loomed although the hope for
maintained health remained. There was a sense of powerlessness in life,
characterized by uncertainty and created by a lack of knowledge regarding
ulcers. There was seldom knowledge of the cause of ulcers. Thus, life
became about minimizing risk in terms of harmful activities.

The lived body had been scarred, physically and mentally, and the
memories of a stressful time in life were always close by. The lifeworld after
healing was strongly shaped by previous experiences. Pain, smells, frequent
care visits, inhibited physical ability were near top of mind. The experience
of having an ulcer, and the suffering that it entailed, could be difficult even
after healing. A search for control over the situation could offer some safety.
Minimizing risk by using compression or a moisturizer could create a sense
of control — at least it was not considered to be harmful. However, it was
evident that an in-depth understanding of the meaning of self-care was
lacking.

Study 111

The results are based on data from 699 patients with VLUs, of which a
majority (63% or 440 patients) were women. The median age among the
patients was 77 years. More than half of the sample (51.2%) had one of the
predefined comorbidities (diabetes, heart disease, lung disease, vascular
disease, inflammatory disease, neurological disease, malignancies). More
than 25% of the sample had two or more comorbidities. Further
characteristics of the sample are shown in Table 4 below.
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Variable Number (r) %

Women 440 63
Age, median (years) 77

BMI > 27 kg/m? 278 39.7
Ulcer duration before first 341 48.7
registration, > 84 days

Length of management > 70 days 349 49.9
Regular exercise (self-assessed) 446 63.8
Pain 388 55.5
Compression therapy 660 94.4
High professional continuity 446 63.8
1.5-2 dressings /week 448 64.1

Table 4. Characteristics of the sample.

Written advice on both nutrition and physical activity was delivered to less
than half of patients in ulcer management (44.2%).

Most patients (94.4%) were treated with compression during ulcer
management. Interestingly, compression therapy was not significantly
associated with ulcer healing (p = 0.139).

Almost every second patient (n = 341) had an ulcer for more than 84 days
before their first healthcare encounter. Ulcer management takes time and is
affected by how long the ulcer has existed before management begins.
Patients with a duration of less than 84 days before registration had more
often healed within 70 days (56.4%). Among those with a duration longer
than 84 days before registration, 56.6% took more than 70 days to heal.
Thus, every second patient (n = 349) had to endure ulcer management for
over 70 days.

The results of the logistic regressions showed that pain was significantly
associated with longer healing time; the multivariate logistic regression
yielded an OR of 1.90 (CI 1.36-2.64). The duration before the first
encounter was significantly associated with longer healing time in both the
univariate and multivariate logistic regressions. A duration before
registration of < 56 days had an OR of 1.00. A duration before registration
of 56-84 days had an OR of 1.28, a duration of 84-168 days had an OR of
1.63, and a duration longer than 168 days before registration had an OR of
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2.09. Age did not have any significant association with healing time (p =
0.573).

The aim of the study was to investigate associations between ulcer healing
and advice given on self-care. For physical activity, we could not find any
significant association in the univariate logistic regression, and it was
therefore not included in the multivariate logistic regression. However,
advice on nutrition had a p value of 0.028 in the univariate analysis and was
therefore included in the multivariate analysis, where a significant
association was seen. Patients who received advice on nutrition were 55%
(CI 1.12-2.15) more likely to have prolonged healing (> 70 days).

Study IV

The experiences of the intervention were that it was interesting to watch the
videos and to learn about something so relevant for oneself. Previous
experiences of ulcer management included a fruitless search for information,
which the intervention could contribute to resolve. For some patients, it
became evident that the information would have been needed earlier in ulcer
management. The information lead to an awareness of the condition and
what could be done. Yet, an ambivalence often arose, as it was not obvious
how to proceed. Doubts could arise regarding whether the information in the
videos really related to the own situation. The appreciation at the
information gained from the intervention was always seen in the light of
previous care. Even if the lack of information had not always been seen as
significant in the past, knowledge gaps were sometimes uncovered during
the intervention. For some, it became clear that important information had
not been delivered during ulcer management.

For someone, pieces of information had contributed to a reasonably clear
picture during ulcer management. However, the intervention was seen to
provide professional, clear, and straightforward information on relevant
matters. It was considered important that professionals also viewed the
videos. Ulcer management have raised doubts about the ulcer-related
knowledge of the professionals. It was assumed among the participants that
the uncertainty they experienced in ulcer management could be alleviated
through increased knowledge also among professionals.

Most participants could not independently manage the technology
required. Access to computer with a flash drive port was often an obstacle.
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Discussion

Below, a discussion of the methods of the included studies is presented,
followed by a discussion of the results.

Discussion of methods

Studies I and 11

The lifeworld perspective of Studies I and II provided an opportunity to
describe the experiences of patients. The phenomena were illuminated
through their meaning structures, as advocated by Dahlberg et al. (2008).
The essences and constituents of both studies described actual phenomena:
the lived experiences of patients affected by VLUs. The essence is the
phenomenon, and the phenomenon is its essence (Dahlberg, 2006) — a fact
that provided the studies a certain level of generalizability (van Wijngaarden
etal., 2017).

There is an inseparability between a researcher and the phenomenon
studied. This is because we are all of the world, whether or not we are
researchers, and in research directed at something, the intentionality leads
us toward certain things — the meaning of which can be more or less clear in
advance (Dahlberg & Dahlberg, 2020). The inseparability between me as a
researcher and the phenomenon under study is not to be underestimated. An
awareness about this fact has been a guiding principle during this entire
work, not only the phenomenological studies.

I remember the words of Dahlberg (2019), stating that objectivity is a
delusion. Although this might be perceived as harsh, the underlying
explanation is logical. If we acknowledge the fact that we all live in a shared
world, with common frames, at least in part, we cannot deny the fact that we
are all part of that world. As said, being aware of this ontological fact is one
aspect of objectivity (Dahlberg, 2019). During the work with these two
phenomenological studies, I employed an ongoing questioning when trying
to understand the meaning of the phenomena. Furthermore, Dahlberg et al.
(2008) state that some pre-understanding is subconscious, which makes
bridling more difficult. However, being aware of that enables reflection on
the whole understanding — including a questioning of why I understand
things in a certain way. Moreover, Dahlberg et al. (2008) state that our pre-
understanding might be an obstacle when trying to understand.
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Dahlberg and Dahlberg (2020) suggest lingering when trying to gain
understanding, as an immediate comprehension might be too prompt and, as
such, a product of our intentionality. Bridling the own understanding is
about restraining the immediate understanding, sometimes described as not
making the indefinite definite (Dahlberg & Dahlberg, 2003, 2020; Dahlberg
et al., 2008). Research in the phenomenological landscape has entailed a
recognition that a phenomenon’s indefiniteness should be extended for as
long as possible before it is allowed to become definite. In discussions of
research data and the analytical process, the team’s senior researchers served
as a sounding board, allowing an understanding of the phenomena from
different angles.

In RLR, it is highlighted that the researcher should be open and sensitive
to the phenomenon under study (Dahlberg et al., 2008). In my thesis work,
this has involved a striving to openly see each phenomenon in its entirety.
Furthermore, a genuine interest in the phenomena has led to a readiness to
listen for, see, and understand them.

In summary, one obvious limitation with phenomenological approaches
is, or can be, the researcher him- or herself, as a person.

Some interviews were short (17 minutes). Exclusion of these interviews
was never an option, partly because of ethics toward the participants, and
partly because of the consensus that was seen with the other interviews.

Validity and RLR relate to meaning. This is not about what people say,
but about what they acknowledge as meaningful in their existence.
Furthermore, the context is decisive for which meaning a phenomenon is
attributed (van Wijngaarden et al., 2017). The generalizability of the first
two studies is associated with their essential meaning structure, which refers
to the variety of participants (van Wijngaarden et al., 2017). According to
Dahlberg et al. (2008), a diversity among participants is desirable.

The participants in Studies 1 and II were selected by healthcare
professionals, which could create bias. The professionals were not asked
about which patients were not invited to the study. On the other hand, they
did not justify their choices of participants. Regardless, a range in age,
number of ulcers, time with ulcer/s, marital status, and residence was
achieved. Thus, we could capture broad descriptions of the phenomena.
However, no participant was foreign-born, meaning that the perspective of
such Swedish citizens was lost.

As a result of the inclusion criterion that participants had to be either
diagnosed with a VLU or subject to compression therapy, it was assumed
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that all ulcers had a venous origin. Without access to patient records,
professionals’ statements and information guided the decision on inclusion.

Due to restrictions during the pandemic, all interviews were held by
telephone. Of course, I have nothing to compare with, but my feeling was
that broad and wide descriptions were obtained. Using the telephone as a
tool for data collection in qualitative research has been concluded to yield
extensive data (Drabble et al., 2016; Sturges & Hanrahan, 2004). The use of
the telephone is considered valid and trustworthy — a valid alternative to
traditional face-to-face interviews. Telephone interviewing reduces travel
costs (Rahman, 2015; Saarijarvi & Bratt, 2021) and opens for inclusion from
a larger area (Saarijarvi & Bratt, 2021). Participants have previously
reported satisfaction with the anonymity, comfort, and possibility of being
in a familiar environment during telephone interviews. Furthermore, there
may be less judgment when interviewer and interviewee cannot see each
other (Ward et al., 2015). Another argument for telephone interviewing is
that some research risks not being done if the telephone is not an option
(Farooq, 2015), which was the case during the pandemic. However, there
are limitations with telephone interviews. For example, some aspects of the
important interpersonal relationship (Dahlberg et al., 2008) may not arise.
Facial expressions pass unnoticed. Further, the opportunity to study the
participant’s physical surroundings, which are part of the lifeworld, is lost.

Dahlberg et al. (2008) state that an interview should result in a greater
understanding of the phenomenon within both the interviewer and the
interviewee. I am confident that the participants’ understanding also
increased, as I often heard that certain thoughts had not crossed their minds
before.

Study III

Some 1,390 units treat ulcers in Sweden, of which only 29% are actively
using the RUT (212 of 1,000 primary care units, 52 of 100 hospitals, 63 of
290 municipalities). It is estimated that 20% of patients are registered in the
nationwide registry (RiksSar, 2023). This means that only about one-fifth of
VLUs were included in the study. However, the registry provided a large
amount of data, ready for analysis. It is optional for units to join the RUT,
which may attract the most ulcer-interested units. On the other hand, it might
attract units that have identified a need for improvement of ulcer care.
Regardless, the results come from a relatively large sample of 699 patients.

53



According to the RUT, the registering units are geographically spread out
across Sweden (RiksSar, 2023). Given that different units (e.g., levels of
care) use the registry, I would argue that there is a certain level of
generalizability to the Swedish population. Generally, data from Swedish
national quality registries are generalizable (Johansson et al., 2021;
Wickstrom et al., 2018; Wickstrom et al., 2022). As regards international
generalizability, the structure of care should be taken into consideration.
Furthermore, it must be mentioned that healthcare in Sweden is regionally
operated, meaning that there are differences within the country.

All registrars are individuals who make assessments in their own way.
Thus, each professional might influence which data are registered and how.
Nevertheless, data from national quality registries are considered important
due to the size of the material, and the long period of collection, which could
be decades for some patients (Centre of Registers Viastra Gotaland, n.d.).
However, registrars are not obliged to perform registrations after healing,
even though reminders are sent (Wickstrom et al., 2022), which might have
led to some healed ulcers missing from the register. Registrars are healthcare
professionals, trained in using the RUT in accordance with a pre-defined
protocol (Hellstrom et al., 2016). The RUT is known to provide reliable data
from specialist, primary, and community care (Wickstrom et al., 2022).

A limitation of this study might be that the type of advice provided to
patients differs between regions, but also between units. Information is
provided in writing, but there is no brochure or form used nationwide.
Another limitation of this study is the fact that analyses were not controlled
for ulcer size. Ulcer size is a mandatory variable in RUT. Data extraction
only extended to digitally measured ulcer sizes. Most ulcers, 74%, were
measured manually, meaning that having ulcer size as a criterion for
inclusion would have reduced the sample. Ulcer size is a variable known to
prolong healing (Fife & Horn, 2020).

Logistic regressions are used to predict probable outcomes, and thus
particularly well-suited for studies within healthcare. The probability for a
scenario to occur or not is shown through odds (Polit & Beck, 2017). Like
all research, statistical studies come with bias. A skewness in the data was
dealt with using quartiles, splitting the data into four parts (Field, 2018).

Furthermore, in multivariate logistic regressions, it is possible that other
variables create a causal link between the independent variables and the
dependent variable, healing time (Thrane, 2021). As previously mentioned,
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ulcer size, which is linked to duration, for example, is known to delay
healing (Weller, Bouguettaya, et al., 2020).

Study IV

We aimed at interviewing each participant three times: throughout treatment
and after healing. However, for several reasons, the participants were
interviewed only one or two times, and not after healing. One phenomenon
— experiences of the feasibility of a video-based intervention — was our
focus. Content analysis has the potential to find underlying meanings in texts
(Hsieh & Shannon, 2005), but is still close to the data (Elo & Kyngés, 2008).
The study focused on the manifest (Elo & Kyngis, 2008) parts of the data,
to describe the patients’ experiences of the intervention.

Inductive content analysis was particularly suitable in this case, as the
phenomenon had not been described before. A deductive analysis would
entail a retesting of previous assumptions (Elo & Kyngis, 2008).

Validity is a description of the ability of a method to measure what it was
intended to measure (Polit & Beck, 2017). The validity of the study is
strengthened by the fact that two researchers were involved in the analyses.
Although not all the material was analyzed by both researchers, we ensured
that the content was reflected in the categories. Furthermore, the
trustworthiness of the result was increased by including citations from
participants (Elo & Kyngds, 2008). According to Polit & Beck (2017). A
study’s confirmability relates to whether more than one person was involved
in the analysis and a way to describe the relationship between the data and
the results. The results should not illustrate what the researchers want to see,
nor their pre-understandings (Polit & Beck, 2017).

The study’s credibility should be strengthened by our description of the
setting and the participants included. Dependability is linked to whether the
same findings would be made if the study were repeated (Polit & Beck,
2017). I acknowledge that learning is a process, which is also the case with
our intervention. The outcomes reflect the experiences up to the interviews.
If patients see the videos repeatedly, which is in fact our intention, their
experiences might be different. However, experiences such as recognizing
one's own responsibility for self-care or the belief that the intervention
should have been provided earlier are unlikely to change.

Transferability is about whether the results can be transferred to other
groups or settings (Polit & Beck, 2017). Some things can undoubtedly be
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transferred to other settings, especially as the need for information has been
shown to be widespread. However, including only six participants, with a
median age higher than the average among patients, must be seen as a
weakness in transferability, as well as in dependability. On the other hand,
it can be considered a strength to have included older patients, as they often
refuse to participate or are excluded.

The implementation of a feasibility study has a potential to provide
information on, among other things, the need for improving and modifying
the intervention before a larger scale test (O’Cathain et al., 2015). Study IV
provided some insight into experiences of the feasibility of the intervention.
According to the framework on evaluating interventions, the process
contains several steps (Shahsavari et al., 2020). This study focused largely
on patient experiences of its functionality and benefits (O’Cathain et al.,
2015). Evaluation of an intervention’s effectiveness, including calculating
costs (Shahsavari et al., 2020; Skivington et al., 2021), are examples of
possible future steps in the process.

Discussion of the results

The overall aim of the thesis was to describe lived experiences of patients
with hard-to-heal venous leg ulcers before and after healing, as well as the
understanding of the role and presence of self-care activities in ulcer
management. The results demonstrate how the hardships of ulcer
management were experienced by patients (I), and the ulcer’s impact on life
after healing (II). The presence of self-care in ulcer management and in daily
life after healing seemed to be limited (I and II). Furthermore, the role of
self-care advice in healing has been described — the advice was found to lack
significance (III). To ensure the role and presence of self-care in connection
with VLUs, an intervention was designed. The video-based intervention was
an appreciated medium for information, although its message was
experienced as difficult to apply to oneself (IV).

Below, the results are discussed based on the following areas: Suffering
from a VLU, Suffering from care, and The role and presence of self-care.

Suffering from a VLU

Pain, affected sleep, and reduced mobility are among the obvious, and well-
known, hardships in the lifeworld of patients with VLUs. Less known are
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the longer-term effects that ulcerations have for persons who have achieved
healing. It has turned out that memories are forever, meaning that hardships
become incorporated into the lived body and continue to be present in the
lifeworld even after healing. As stated in Study II — the ulcer is ever present.

Merleau-Ponty stated that the passage of time is the reason for the now,
which will result in the future (Merleau-Ponty, 1962). This
phenomenological understanding of the concept of time means that the past
has the greatest impact on the understanding of the now. The past, together
with the now, has great value for understanding of the future. The
importance of past human experiences can be described in terms of
memories (Kim, 2016). With this understanding of time, it is not remarkable
that patients are still impacted by an ulcer after healing. In a person’s
existence, the ulcer remains present. With this knowledge, we can create an
awareness among professionals that healing does not bring closure. Daily
life after healing is still affected by the ulcer (Study II). Pain and decreased
mobility remain, and the thythm of life continues as it did when the ulcer
was physically present.

Patients described life after healing as normal, which could have been a
major finding in Study II. However, through in-depth questions, it became
clear that normal was not normal in the same way as before. Normal was
something that had become normal over time. Striving for normality has
previously been reported in several studies focusing on other chronic
diseases, such as cancer (Dalhammar et al., 2023; Fauske et al., 2020),
Parkinson’s disease (Haahr et al., 2021), parents’ experiences of infant heart
disease (Elliott et al., 2021), myocardial infarction (Petri¢ek et al., 2017),
and stroke (Norlander et al., 2022). Accordingly, the striving for normality
is not bound to a specific condition, but rather to the human condition.
Although the experiences of these diseases differ considerably, there is a
common denominator: adapting to a new normality. Within caring sciences,
it is advocated that patients should be supported to “regain a balanced
existence,” despite illness (Dahlberg & Segesten, 2010). I would certainly
argue that a balanced existence can be assimilated to a normality. If a patient
does not characterize their life as balanced, it would not be considered
normal. When healed, normality is said to rule. Nevertheless, the journey
has likely been, and may remain, fraught with difficulties. One can argue
with Eriksson’s (1994) understanding of suffering. She states: “Having a
suffer means to be extraneous to oneself.” (p. 59). That would imply that
normality cannot be related to suffering. Here, the role of the suffering
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induced by the ulcer itself and the role of the suffering induced by care
remain unclear.

For patients with VLUs, life was reduced to a minimum, meaning that
former activities and hobbies were no longer carried out. According to
Eriksson (1994), this corresponds to a life-suffering, where the whole
lifeworld is shaken. She argues that to suffer is to live — suffering is a battle
between good and bad. Eriksson describes a suffering in which a fight for
meaning and being a whole person is fought. Study I found that having an
ulcer meant living in an oscillation between hope and despair. An uncertain
future was described in both Studies I and II, which — according to Eriksson
(1994) —requires a search for a new context of meaning. Moreover, Eriksson
declares that suffering has three phases, starting with acknowledging
suffering, followed by the suffering itself, and ultimately, reconciliation.
Only after acknowledgement — which is dependent on kindness — and time
and space for suffering, can reconciliation be reached. Then, a new life,
where something is missing, can be created and meaningfulness can be
found (Eriksson, 1994). As a person’s previous experiences affect the
understanding of the present, this must imply that meaning has been
reached. Otherwise, the normality would have been seen as something
strange, especially compared with the previous normal.

Dahlberg et al. (2008) state that in-depth questions and openness provide
opportunities for an in-depth understanding of a phenomenon. This worked
well in this thesis’ context. Settling for the answer that life is normal would
have been unfair and flawed in this case. Further questioning provided an
understanding of daily life, seen in the light of the whole, presented for
example as an experience of not having been seen, concern about new
ulcers, and a changed life routine.

An example from the literature (Dahlberg, 2020) is that a question can be
answered shortly and directly, maybe sometimes with a “yes” or “no.”
Further questioning, guided by interest, openness, and presence, can provide
something more and deeper, hopefully for both the questioner and the person
being asked. After healing, the physical body and the lived body live on,
scarred by the experiences of ulcer and ulcer management. The lived body
is considered an opportunity to be in the world (Merleau-Ponty, 2018), and
illness always affects the opportunity to live as before; the entire existence
is affected (Dahlberg & Segesten, 2010). The experience of life after healing
can be scarred, regardless of any joy that healing brings. The lived body
collects, and stores, experiences for life (Dahlberg & Segesten, 2010).
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We showed that comorbidity is common, as is advanced age. The ulcer
itself and the difficulties that it entails must be added to this. In ulcer
management, professionals have medical responsibility for patients. It is
crucial that they have knowledge about these factors, for several reasons.
This includes an understanding of each patient's whole life situation. Based
on current knowledge, it is important for the patient's experience that they
be met with interest and understanding.

This thesis had the objective to focus on self-care for patients with VLUs.
The studies provided knowledge about who lives with such ulcers and what
daily life is like for them. Through these studies, the understanding of the
possibilities of self-care can be seen in a new light. Patients lack — and want
— information about their condition. However, the presence of self-care in
daily life, is impeded by an aged body, affected by illness and suffering,
which must be considered in ulcer management.

Suffering from care

Patients with VLUs are living in a vulnerable position, which was seen in
Studies I and II. The whole situation and course of events with such a
tangible impact on life risks imposing a suffering from care. Not being seen
as a person was found to be damaging for trust and hope. In ulcer
management, the patients felt unseen at a personal level, especially as the
professionals were perceived to be completely focused on the ulcer.
Throughout ulcer management, a caring relationship was missed. The
lifeworld perspective in healthcare acknowledges the patient as a unique
person. Several publications (Dahlberg et al., 2008; Dahlberg & Segesten,
2010; Dahlberg et al., 2003; Ekebergh, 2015; Galvin & Todres, 2013) affirm
and confirm the importance of this. Furthermore, in research, the lifeworld
perspective offers a foundation for research and for healthcare development
(Bengtsson, 2001; Dahlberg et al., 2008).

One of the ambitions within caring sciences is to reduce suffering
(Dahlberg et al., 2003). Patients with VLUs can be helped by reducing
physical pain or reducing shame associated with for example odor and
leaking. Studies I and II revealed suffering within these areas that was not
alleviated. Furthermore, the illness places the patient at a disadvantage,
where information must be requested to be obtained. Imposing an additional
suffering is seen as unnecessary and a failure (Eriksson, 1994). Eriksson
(1994) states that suffering from care is usually unintended and is allowed
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due to a lack of reflection and knowledge in human suffering. Alleviating
suffering, related to a disease or condition, would be easier. Nevertheless,
professionals need to be aware of the suffering that can be imposed by
comments, violated dignity, failed care, or exercise of power. By increasing
or establishing such awareness, reflection upon one’s own care could be
eased. Eriksson (1994) argues that lack of care constitutes a violation of
patient dignity. A patient who enters ulcer management, with an expectation
to heal promptly, experiences a lack of care when healing is slow (Study I).
The experience is that not everything is done, or that it is not done in a proper
manner — otherwise healing would be imminent.

This thesis repeatedly underlines the importance of care that is caring,
i.e., based on each patient. The objective with ulcer management is, and
should be, to heal ulcers. Nevertheless, caring in a professional way is first
and foremost about seeing and understanding the patient (Dahlberg &
Segesten, 2010). When caring for patients, the professionals must possess
an openness toward the patient, an openness that can lead to awareness of
the patient’s situation (Dahlberg & Ekman, 2017; Dahlberg & Segesten,
2010). Being present is about finding out and knowing how VLUs affect a
patient. Several of the interviewed patients provided descriptions of
situations where they were not seen or where their narratives were not
requested.

Within caring sciences, it is considered that supporting the patient to
health is a goal for care. Furthermore, it has been established that health is
unique for each person and is individually assessed on the basis of each
individual (Eriksson, 2018a). Health is assumed to be achievable despite
illness. Therefore, care needs to include an awareness of what matters to the
patient. The professional has to consult the patient on their view of health,
illness, suffering, and care (Dahlberg, 2014). The first two studies of this
thesis clearly showed that ulcer care was not experienced in that way.
Instead, concerns regarding whether the care was right, and the
professionals’ knowledge was sufficient characterized the patients’
existence.

Professionals are essential to limit the impact that an illness has on life
(Dahlberg & Segesten, 2010). Some patients described an uneventful life
(Study II) or ulcer management in which pain was not treated (Study I). As
described above, experiences are our constant companions. The best thing
would have been that no one ever got a VLU, though this is hard to achieve.
Nor should we think that setbacks make us stronger. Rather, I want to
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emphasize the human vitality (Swedish: livskraft), which has been described
as a human ability to manage life in the face of illness and ill health. This
thesis is not about vitality in patients with VLUs, but rather about presence
in care. A professional who is present, with their ears, eyes, and mind, is
open to taking in the lifeworld of the patient (Dahlberg & Segesten, 2010).
Thus, the professional has a chance to strengthen the patient’s health
process.

Interhumanity must characterize the relationship between patient and
professional. Through an interhuman relationship, support for health can
grow (Dahlberg & Segesten, 2010). Caring for patients in a caring way has
been described as “being more of a human” (p. 44) (Dahlberg, 2020).
Caring for a patient with an ulcer means caring for the person, with genuine
concern.

It repeatedly became clear that a relationship with professionals was
missed among patients (Studies I, II, and IV). This was particularly evident
when a patient did not sense a genuine interest in the own person during
ulcer management (Study I). A relationship is characterized for example by
presence, listening, and seeing — concepts that are part of the caring sciences
(Dahlberg & Ekman, 2017). The opposite has been shown to torment
patients (Alharbi et al., 2014; Kauppi et al., 2023; Kéllerwald, 2007). In
caring sciences, the importance of interhumanity is highlighted.
Professionals have an important role in establishing a caring relationship
based on knowledge and the patient’s needs (Dahlberg & Segesten, 2010).

The studies indicated that patients did not always experience the advice
given as such. Information had not been received, which led to uncertainty
in everyday life. Advising a patient means advising someone who is
disadvantaged. The balance of power between patient and professional will
always be in the professional’s favor (Arman & Rhensfeldt, 2006; Eriksson,
2018a).

A study focusing on health literacy among individuals with knee pain
highlighted the importance of trust and a trusting relationship, where one of
the key findings was that incomplete information damaged trust in
professionals (Sylwander et al., 2023). Furthermore, it was seen that trust,
together with not being listened to, affected acceptance of advice.

The results (Study 1) illustrated that trust was not experienced by patients
with VLUs. Although we did not aim at explaining mechanisms behind
receiving and understanding advice, several causes may have led to patients
saying they had not been informed or advised. Sylwander et al. (2023) argue
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that some patients instinctively either dismiss or accept information from
professionals. They also put forward that the professionals sometimes make
it difficult for a patient to evaluate and understand information, which risks
resulting in dismissal of advice. Examples of such aggravating
circumstances may include conflicting information from professionals
(Sylwander et al., 2023).

The role and presence of self-care

The results have shown that the presence of self-care is limited in ulcer
management (Study I). Patients have not assimilated knowledge to
recognize the role of self-care (Studies I, I, and IV). Although some actions
are taken after healing, some inadequacy was seen, for example regarding
the level of pressure in the compression stockings used. Also, it was
common to wear compression stockings only infrequently. Self-care
activities were conducted erroneously, and understanding of this was
lacking (Studies II and IV). We know little about the underlying causes, but
as the patients’ experiences were such, it is a key finding. Professionals’
specific and in-depth knowledge of VLUs and ulcer management must be
acknowledged as important. It has been conveyed that nursing education
could improve in this field (Ylonen et al., 2014). Ylonen concluded that
nurses were not aware of their knowledge gaps and shortcomings in VLU
care (Ylonen, 2020). One study referred to professionals’ under-confidence
and overconfidence, and their possible consequences for patient safety and
accuracy in ulcer management (Adderley & Thompson, 2017). An
Australian study found that professionals were commonly unaware of the
guidelines available (Weller, Richards, et al., 2020). Physicians in primary
care have reported limited knowledge of ulcer management (Ebbeskog et
al., 2020). This indicates that some professionals are unreflective in their
work with patients with VLUs. The people around a patient have been
described as important to facilitate the patient’s learning. Without these
people, the patient is left alone with information and risks succumbing to
the illness (Berglund, 2011). Furthermore, Berglund describes how
insufficient information prevents learning and how information can easily
be dismissed when it seems distant from oneself. On the other hand, learning
can be a turning point, where the patient can see something in a new way
(Berglund, 2011).
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Motivating patients to be responsible for self-care can be described as a
balancing act. The individual’s needs and wishes must be considered. At the
same time, there is an agenda guided by evidence and facts. Professionals
have knowledge they want to share, with the best intentions. Balancing
professional requirements with the patients’ individual needs and abilities
can be challenging for professionals. A caring relationship may help
facilitate this process (Patel et al., 2021).

Study III showed that most patients, 56%, did not receive advice both on
nutrition and physical activity in connection with ulcer management. This
was the case despite the fact that patients might benefit from self-care, in
preventing disease development or progression, or being able to live a life
without a negative impact from symptoms. In connection with VLUs, self-
care could be physical activity to activate calf muscles (Kulprachakarn et
al., 2022; O’Brien et al., 2012), nutrition (Harding et al., 2015; Lindholm,
2018; Moscicka et al., 2022), leg elevation (Franks et al., 2016), or the use
of compression (Coull & Clark, 2005; Harding et al., 2015; Wounds UK,
2021). Physical activity has previously been seen to significantly shorten
healing time (Qiu et al., 2023). In Study III, we did not investigate the
presence of self-care, but rather the presence of self-care advice and its role
for healing. In the multivariate logistic regression, advice on nutrition was
found to be associated with longer healing time, OR 1.55 (CI 1.12-2.15).
Consequently, it was 55% more likely that advice on nutrition was given to
a patient with longer healing time (> 70 days). Physical activity was not
associated with healing in the univariate logistic regression (p = 0.597).

That advice is given does not always mean it is understood. The patient
may need support from professionals to see the meaning of self-care for
themself. Self-care must not be experienced as a burden in life. Rather, self-
care activities must be incorporated into daily life. Riegel et al., (2012)
emphasize the link between reflection and knowledge. In turn, knowledge
is linked to self-care and how it is performed. Thereby, there is a need for
rigorous work with patient information, education, and reflection to achieve
knowledge among patents with VLUs.

Furthermore, it has been shown that patients understand self-care in
different ways (Hughes et al., 2020). This varying understanding should be
met by healthcare professionals. Listening to the patient and openly
including their perspective should be fundamental in clinical practice
(Ekman et al., 2021). Self-care must be done of one’s own free will. Patients
have previously expressed that they have felt forced to perform self-care and
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described being informed in a threatening way, resulting in non-adherence
(Hughes et al., 2020).

In patients with cardiac conditions, a high level of self-care is clearly
associated with fewer rehospitalizations. Moreover, continuity of care
strengthens perceived control and thereby impacts the frequency of self-care
(Séfstrom et al., 2023). The study also linked self-care activities to higher
rates of perceived health, due to reduced burden of symptoms. Such
understanding of the role of self-care activities was found to be lacking
among patients in Studies I, I, and IV. When interviewing participants for
Study IV, it was found that despite the perceived clarity of the videos, their
message disappeared. A crucial question is why advice on self-care seems
not to reach patients. Learning, or understanding new things, is a personal
process (Friberg, 2005). Each person experiences and understands things in
a unique way, with previous experiences as a frame (Horberg et al., 2014).

Patients appreciate visual, measurable, signs that things are working
properly (Study II). Positive consequences give a sense of control in a fight
against possible new ulcers. This could be a part of self-care, particularly
self-care monitoring (Riegel et al., 2019; Riegel et al., 2012). In Riegel’s
self-care theory, self-care monitoring is essential to patients and in
successful self-care.

Significant associations have previously been reported between patient
satisfaction in communication with professionals and self-care. Good
communication meant, among other things, genuine interest, involvement,
openness, respect, and comfortability (Swiatoniowska-Lonc et al., 2020).
This, too, highlights the importance of a communication that includes the
patient’s perspectives, i.e., the lifeworld.

Learning about a condition that might be tormenting can be described as
reaching insight, which can in turn bring joy (Berglund, 2011).

Nurses and others at all levels of healthcare have an informing role.
Additionally, seeing the patient as a collaborator rather than a recipient of
care should be a reasonable part of care. The understanding of people,
whether they are patients or not, must be governed by the fact that they are
individuals — people with feelings, senses, wishes, suffering, and everything
else that is part of life. Thus, consideration of the whole person in ulcer
management must include all those parts.

However, as professionals are essential for patient information, they must
address the possible feeling of being overwhelmed that the need for self-
care can create. Advice for self-care and self-care activities must be
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tailored to the unique patient. Through the long-term and ongoing contact
between patients and professionals during ulcer management, there is time
for reflection and discussions about the patient’s experiences during that
process.
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Conclusions

Venous leg ulcers have a profound impact on patients and their life situation.
Healing takes time and recurrences are common. Being in ulcer
management can, in different ways, impose a suffering on patients. Not
being listened to or seen as a person is an experience that leaves its marks.
The same applies when healing is delayed, and someone must be blamed.
Then, professionals are presumed to be ignorant, and the care is considered
to be deficient, which creates a suffering from care.

This research has shown that patients do not know how ulcers originate
or how they can be alleviated. Consequently, ulcer management is
experienced as uncertain, and the own role is unclear. The same is true for
self-care — its presence is limited because its role is unclear. Most patients
are not advised on self-care. The written information provided to patients
with VLUs has not been shown to have a significant impact on healing. An
intervention for self-care, which included information via video, was
appreciated by patients. However, even though the information was
experienced as suitable and important, it was considered hard to relate to
one’s own life.

This work highlights the importance of a caring relationship, where the
patient is invited to share their own experiences. Further, a caring
relationship can ensure a patient’s understanding of information. Self-care
must be considered as a cooperation between patient and professionals,
aiming for healing and a lowered risk of new ulcers.

Within caring sciences, caring is considered to be about preventing
suffering and supporting wellbeing. The vitality to live life is, to some
extent, within us. However, professionals have an important role in helping
each patient live a meaningful life. Patients request information about their
condition, its treatment, and how to manage life with it. Striving for health
and wellbeing includes performing self-care activities. Self-care and advice
on how to perform self-care activities must be adapted for each patient.
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Clinical implications

One of the aims behind the thesis was to describe patients’ experiences of
ulcer management and daily life after healing. Supporting patients with
VLUs in self-care must be a prioritized matter for healthcare professionals.
I would like to emphasize the following points in particular:

e Professionals need to be familiar with each patient’s lifeworld.
The life situation with an ulcer, in ulcer management and after
healing, is sometimes daunting. Care must be based on the
patient’s situation.

e Patients request a caring relationship — professionals must be
open, listen to, and see each patient.

e Handing over written information on self-care is not enough.
Activities and advice must be based on each patient and their
understanding.

e In ulcer management, professionals can make the most of their
time and continuously inform about the benefits of self-care.
Based on each unique patient’s life situation, advice can be given
to make self-care achievable, understandable, and manageable.

e RUT is a valuable database for research on ulcer and ulcer
management. Implementing it nationally, would ease research
and influence and improve care.
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Further research

During this work, it has emerged that there is a need for further research.
Here are some examples of areas that require further elucidation:

e As healing is a measurable outcome of self-care, a study of the
outcomes of the full intervention should be done to clarify its
effect.

e An inquiry of professionals’ knowledge and skills in ulcer
management should be done to reveal their needs for further
knowledge. Only then can they receive appropriate support.

e Healthcare professionals’ lived experiences of caring for patients
with VLUs should be described.

e A review of the nursing education’s focus on ulcer care could
result in possible refinements and additions.

e Associations between different self-care activities and recurrence
should be clarified.

e Patients’ lived experiences of self-care activities should be
explored.

e The mechanisms behind the shift toward a new normality should
be explored, for instance to describe why there is no return to the
life that was before the ulcer.

o The recent Swedish guidelines on ulcer care, the care pathway
(Sweden's Regions in Collaboration, 2023b), and the national
program for management of hard-to-heal ulcers (Sweden's
Regions in Collaboration, 2023a) recommend self-care to
patients. However, there are no robust recommendations to
healthcare professionals on exactly what to recommend and how
to recommend it to patients with VLUs. The current guidelines
leave professionals alone when it comes to self-care. This could
be improved.

e The role of caring didactics in relation to patients with VLUs
should be explored.
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Svensk sammanfattning

Avhandlingen har skrivits pa engelska, da det dr uppenbart att ytterligare
forskning om de mest svérlékta vendsa bensaren behdvs over hela vérlden.
Nedan foljer en svensk sammanfattning av arbetet.

Bakgrund

Vendsa bensar dr den vanligaste typen av sar ovan fotleden. I de flesta fall,
omkring 70 %, dr det vends insufficiens, fororsakad av forhojt vendst
ventryck, som ligger bakom saren. Eftersom vendsa bensar ar ett symptom
pa bakomliggande vends sjukdom, bor denna behandlas. Odembehandling
med bland annat kompression underlattar ldkning. Darutover ar regelbunden
saromldggning, med fokus pd exempelvis eksem, sarkanter, vitskning,
fibrinbeldggning och nekrosbildning nddvindig for optimerad lékning.

Att ha sar kan vara smartsamt och pafrestande pa flera sitt, bland annat
kan somnen paverkas. Sjilva saret dr ofta vitskande och kan vara
illaluktande.

Sarldakningen kan vara tidskrdvande, och recidiv ar vanligt. Manga sér &r
svarldkta, vilket innebér att lakningen overstiger sex veckor.

Egenvardsradgivning tillhor den professionella vérdpersonalens
ansvarsomraden. Bland annat 6vervikt kan péverka forekomsten av 6dem.
Viss kost kan 6ka risken for inflammation, medan brist pa bland annat
vitaminer och jarn himmar ldkningsprocessen. Kostens roll bor dérfor lyftas
fram i samtal med patienter, med malet att optimera néringsintag. Fysisk
aktivitet, som inkluderar aktivering av den sa kallade vadmuskulaturen, bor
tas upp som en viktig egenvardsatgiard. Rokning och intag av alkohol bor
reduceras.

Vardvetenskapen ska forstds som en professionsneutral vetenskap, med
patienten i fokus. Ett vardvetenskapligt vardande handlar bland annat om att
lindra lidande och forbéttra hilsa. Dessutom innebér det vardvetenskapliga
vardandet en Oppenhet infor, och ett sokande efter, patientens perspektiv pa
sitt liv, sin hélsa, sitt lidande och sin situation. Inom livsvarldsteorin forstas
patienten som expert pa sig sjadlv och de levda erfarenheter som patienter har
ses som en utgangspunkt for vérdandet. Genom att tillvarata patienters
erfarenheter av venosa bensér kan vi utveckla vardandet.
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Syfte

Avhandlingens dvergripande syfte var att beskriva levda erfarenheter hos
patienter med svérlikta vendsa bensar fore och efter ldkning, samt
forstaelsen for egenvérd och dess roll och forekomst i sdrbehandlingen.

Delsyften
L Att beskriva patienters levda erfarenheter av att genomga
behandling for ett vendst bensar.
IL. Att undersoka och beskriva patienters erfarenheter av det dagliga
livet efter ldkningen av ett svarlakt venost bensar.
III. Att undersoka sambandet mellan givna egenvardsrdd och

lakningstid hos patienter med vendsa bensér, kontrollerat for
demografiska och sarrelaterade faktorer.

V. Att beskriva patienters erfarenheter av genomforbarheten av en
intervention som syftade till att stodja egenvard vid vendsa
bensar.

Metod

Studie I innefattade intervjuer med 16 personer som var under behandling
for venosa benséar. Studie II bestod av intervjuer med 15 personer.
Deltagarna hade erfarenheter av svarldkta bensar, men dessa hade lékt vid
tiden for intervju. Av hénsyn till deltagarnas hélsa och de
pandemirestriktioner som radde, genomfordes intervjuerna via telefon.

Inspelningar gjordes och lades till grund for en ordagrann transkription.
Analyserna i studie I och II genomfordes utifran RLR, en ansats som har
beskrivits av Dahlberg et al. (2008). Ansatsen préaglas bland annat av en
Oppenhet infor det fenomen som star i fokus. Fenomenet beskrivs genom en
abstraherad essens, som fortydligas av konstituenter.

Ansatsen utgar fran filosofiska begrepp sasom livsvarld, levd kropp och
intentionalitet. Livsvidrlden &r det sammanhang vari ménniskan befinner sig
och alla dess omgivningar (Dahlberg et al., 2008).

Delstudie III byggde pé data frdn RiksSér, ett kvalitetsregister for
svarldkta sar. De inkluderade personerna (n = 699) hade haft svarldkta
vendsa bensédr som avslutats som lékta. Registreringar frén oktober 2015 till
augusti 2020 inkluderades.
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I RiksSar registreras bland annat langd, vikt, samsjuklighet, sardiagnos,
smérta och behandlingsmetod. Dessutom registreras huruvida patienten har
erhallit skriftliga rdd kring nutrition och fysisk aktivitet, vilka var centrala
variabler for denna studie. Initialt visade vi, genom beskrivande statistik,
grundldggande information om patienterna. Sambandet mellan givna rad
och lakningstid analyserades genom logistiska regressioner.

I delstudie IV deltog sex personer med vendsa bensar. De erbjdds att ta
del av en intervention for att 6ka kunskapen kring bland annat vendsa sér,
kompression och mdjligheter till egenvard. Deltagarna intervjuades med
fokus pa erfarenheter av att se de korta videor som, tillsammans med
reflektion, var en del av interventionen. Deltagarna fick sarvard pa
vardcentral, i hemsjukvard eller pé sérskilt boende.

Analyserna  av  de transkriberade intervjuerna gjordes som
innehéllsanalys. Genom innehallsanalysen fangades fenomenets manifesta
inneborder (Elo & Kyngis, 2008; Hsieh & Shannon, 2005).

Resultat
Studie I

Resultatet i delstudie I visade att sarbehandling pd manga sétt var utmanande
for patienter. Vid behandlingens borjan finns en forhoppning om att snart
bli 1dkt. Snart blir det dock uppenbart att saret inte kommer léka direkt, utan
kanske till och med forvérras. I det laget uppkommer en kénsla av att ha
fastnat. Den initiala kénslan &r att man har kommit rétt, att hjélpen ar pa vég.
Snart dvergar den kénslan i bristande tillit. Nar lakning uteblir méste nagon
klandras och tvivel pa vardpersonalens kunskap uppkommer.

Erfarenheten av att fa sdrbehandling ér att det inte verkar finnas nagot slut
i sikte. Standigt nya, tillfalliga vardrelationer skapar forvirring, forvérrad av
att informationen som ges varierar fran person till person. Sarbehandlingen
upplevs varken hoppingivande eller ldkande. Det upplevs inte finnas ndgon
mojlighet att paverka négot av det som sker runt om en sjélv. Kénslan av att
ha fastnat spés pa av insikten att den enda mojligheten att léka &r att stanna
kvar i véarden.

Under behandlingen ér vardpersonalens fokus uppenbart riktad mot saret
och ett gorande, dar patienten upplever sig forbisedd. Denna kénsla av att
inte bli sedd som person skapar en hoppldshet, som i sin tur slicker den inre
viljan att kimpa som tidigare funnits. Att bli sedd och fa hela vardagen sedd
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uppskattas och en vardande relation vixer fram. Med grund i relationen
upplevs varden som fungerande. En fortroendefull relation ges mojlighet att
vixa fram ndr vardpersonalen visar ett genuint intresse for patienten. Tur ses
som forknippad med den vard som ges och resultatet av den. Nar lakning
vél intréffar ersitts den regelbundenheten som vérden inneburit av en kénsla
av tomhet.

Studie 11

Studien visade att patienten lever med saret stindigt nérvarande, trots
lakning. De umbéranden som har varit paverkar det dagliga livet pa flera
satt. Dels har det lidande som saret gett i form av symptom varit patagligt
och minnena av detta finns kvar. Dels har den langa lakningsprocessen, och
den hoppldshet som den medfort, satt sina spar. Dessutom krivde tiden med
sar en vardagsanpassning som har normaliserats. Livet dr inte som innan
saret, men pa nagot sétt &ndad som vanligt. Nér tid har gétt har kroppen
aldrats och hélsan fordndrats. Kroppen har blivit ett hinder, vilket fatt till
foljd att vardagens aktiviteter minimerats.

Sérets stindiga nirvaro visar sig ocksd genom en medvetenhet om att
dven om saret dr borta kan det plotsligt dyka upp igen. En ridsla, eller oro,
for ett nytt sér finns hela tiden — sér &r inget man vill tillbaka till.

En ansvarskénsla infor framtiden kan medfora en upplevelse av att vara
utlimnad i kampen mot nya sar. [ vardagen efter likning efterstrivas
kontroll, vilket visar sig genom étgérder som tros minska risken for nya sér.
Samtidigt ses framtiden som svér att padverka — antingen kommer det ett sar
eller inte.

Studie 111

Studien bekréftade den befintliga kunskapen om en hog medianélder (77 ar)
samt att en majoritet av de drabbade dr kvinnor (63 %). Bland de 699
registrerade patienterna, sigs ett kroppsmasseindex (BMI) om <24 kg/m?
hos nira en femtedel, medan 40 % hade ett BMI pa over 27 kg/m?.
Samsjuklighet var vanligt i patientgruppen: Over hilften hade négot av
tillstdinden diabetes, hjért-kérlsjukdom, lungsjukdom, inflammatorisk
sjukdom, neurologisk sjukdom eller malignitet. Néstan en fjardedel av
patienterna hade tva eller fler ytterligare sjukdomar registrerade i RiksSar.
De patienter som haft sér langre &n 84 dagar innan forsta registreringen hade
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lagre personalkontinuitet och fler omldggningar per vecka. Dessutom var
lakningstiden lédngre bland dem som haft séret ldngre innan professionell
behandling paborjades.

Av samtliga 699 patienter i urvalet fick knappt 56 % rad kring fysisk
aktivitet, medan omkring 48 % fick nutritionsradd. I urvalet fick 309,
motsvarande 44 %, rdd om bade nutrition och fysisk aktivitet.

Genom den multivariata logistiska regressionen framkom att rddgivning
om fysisk aktivitet och nutrition inte forkortar sarlikningen. Géllande
nutritionsradd sdgs en langre lédkningstid bland dem som fatt sédana rad.
Patienter med en langre tid (> 84 dagar) innan forsta registreringen kriavde
en signifikant lingre behandlingstid innan sarlikning. Aven sarsmérta var
signifikant associerad med léngre lakningstid.

Vendsa sar som varit obehandlade en léngre tid dr storre, mer svarldkta
och mer smértsamma.

Studie IV

Studien, som genomfordes for att inhdmta patienters erfarenheter av den
videobaserade interventionen, visade att patienterna vélkomnade
information, som ansags traffande for den egna situationen. Den bok som
var en del av interventionen anvindes inte av de flesta av deltagarna. Det
upplevdes svart att anvdnda boken utan stéd fran vardpersonal.
Interventionen sags kunna fylla kunskapsluckor, d&ven om den egna
erfarenheten hade bidragit med viss kunskap. Flera hade velat se videorna
tidigare 1 sitt sjukdomsforlopp.

Aven om innehéllet ansags triffande och relevant, upplevdes ett tydligt
glapp mellan det som sades i videorna och den egna situationen.

Dock noterades att de flesta behdvde savil utrustning (dator) som teknisk
hjalp for att kunna se videorna. Vad géller formatet var uppfattningen att
rosterna var tydliga, ljudet var bra och bilderna tydliga.

Slutsats

Vendsa bensar har en stor inverkan pa patienter och deras livssituation.
Dessutom ér det vanligt att sdren aterkommer. Att & sdrbehandling kan pa
olika sitt innebéra ett lidande for patienterna. Att inte bli lyssnad pa eller
sedd som en person satter spar. Nar sarlakning dréjer far vardpersonalen
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skulden. Vardpersonalen antas vara okunniga, och véarden anses vara
bristfillig, vilket medfor ett vardlidande.

Avhandlingsarbetet har visat att patienter inte vet vad vendsa bensar beror
pa eller hur de kan lindras. Behandlingen ses som osdker; dessutom ar den
egna rollen oklar. Samma sak giller for egenvard, vars forekomst &ar
begrénsad eftersom dess roll upplevs som oklar.

Detta arbete belyser vikten av en vardande relation dér patienten bjuds in
att dela med sig av sina levda erfarenheter. Dessutom kan en vardande
relation underlétta patienternas forstaelse av information. Egenvérd ska ses
som ett samarbete mellan patient och vardpersonal, som syftar till 1dkning
och minskad risk for nya sar.

Enligt vardvetenskapen handlar vardande om att forebygga lidande och
stodja vilbefinnande. Patienter efterfragar information om vendsa bensar,
deras behandling och hur man hanterar ett liv med sadana sar. Strévan efter
hdlsa och vilbefinnande kan inkludera egenvardsaktiviteter. For att
egenvard ska kunna anpassas till varje unik patient dr personalens stod
avgorande.

Implikationer

Avhandlingsarbetet har foljande implikationer for vardandet:

e Professionella méste vara bekanta med sina patienters livsvérld.
Livssituationen med bensar, vid sarbehandling och efter 1akning,
kan vara pafrestande. Varden maste utgd fran varje patients
situation.

e Patienter efterfrdgar en vardande relation — virdpersonalen maste
vara oppen, lyssna pa och se patienten.

e Det ricker inte att ldmna ut skriftlig information om egenvérd.
Val av egenvard och rddgivning maste utga fran varje patient.

e Genom att tillvarata tiden i sarbehandling kan vardpersonal
kontinuerligt forespréka fordelarna med egenvard. Genom att
utgd fran patientens unika livssituation kan raden goras
uppnaeliga, begripliga och hanterbara.

e RiksSar ar en virdefull kélla vid forskning om séar och
sarbehandling. En 6kad nationell tickningsgrad skulle vara viktig
for vidare forskning, och didrmed for fOrbattringar inom
sarvérden.
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