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Till pappa!

“Here is a plea

From my heart to you

Nobody knows me

As well as you do

You know how hard it is for me
To shake the disease

It takes hold of my tongue

In situations like these

- Understand me....”

- Martin L. Gore
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Preface

PREFACE

Working as an outpatient nurse specialising in the care of persons with Par-
kinson’s disease (PD) for almost 15 years has given me ample experience of
the impact of this long-term condition on everyday life. PD affects not only
the lives of persons receiving the diagnosis, but also the persons around them
like spouses, other members of the family and friends. PD is a long-term
condition and symptoms progress over time involving constant adjustments
of the persons living with the condition. It is important to develop strategies
to handle new and changing symptoms to minimise the impact on, and dis-
ruption to everyday life. A vital part of my work as a specialised PD nurse is
to provide knowledge about the symptoms and treatments of PD, and to give
advice on how to handle both practical and emotional situations, which can
occur in everyday life because of the condition.

Meeting so many persons who live with PD, and the persons close to
them, has made me realise how unique each person is. Different persons react
to and handle the situation in different ways. Some seem to find constructive
ways to handle the situation while others seem to struggle considerably, with
accepting the changes PD brings about in their life. This sparked my interest.
How could I, in my work as a nurse, best support self-management and im-
prove satisfaction with life for the persons affected by PD that | meet in my
clinical encounters? I believe that persons with PD are capable of, and will-
ing to be active participants in their own care, and that they wish to find
strategies to enable them to continue living a fulfilling life. Specialised PD
nurses can provide the guidance and support which is often required during
this process.

When | was given the opportunity to become involved in this field of
research, my wish was to improve my understanding of how persons with
PD and their care partners experience living with and managing PD in their
everyday lives. My hypothesis is that a better understanding of the processes,
barriers and facilitators involved could also improve my ability, as a nurse,
to provide the support needed.

As | wanted my research to be of benefit to persons affected by PD in
clinical care, the findings of the thesis are also discussed and applied in rela-
tion to nursing theory and person-centred care. This was done to highlight
important features of nursing in relation to the findings of this thesis, and to
serve as guidance for nurses working in this field.

Carina Hellqvist
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Abstract

ABSTRACT

Background: Being diagnosed with Parkinson’s disease (PD) is a life-alter-
ing experience. The long-term condition requires continuous adjustments to
the everyday life not only of the person affected, but also for care partners.
There is still insufficient knowledge on how best to support this process of
acceptance and adjustment to encourage self-management.

Aims: The aim of this thesis is to enhance the knowledge and understanding
of self-management for persons with PD (PwPD) and their care partners.
Furthermore, to investigate whether the self-management intervention Swe-
dish National Parkinson School can be used as a tool to support self-man-
agement, and how nurses specialised in the care of persons with Parkinson’s
disease can tailor their support to encourage self-management in everyday
life.

Method and design: Both qualitative and quantitative designs and methods
were used in the three studies included in this thesis. Participants included a
total of 209 persons. Of these, 127 were persons with PD and 75 were care
partners. Participants with PD were largely in the middle stages of the dis-
ease. The time since diagnosis ranged from less than one year to over 20
years, and most participants had lived with the disease for around five years.
Participants were cared for at five separate outpatient clinics, both geriatric
and neurological, in three county and two university hospitals across Swe-
den. Data collection included observations, interviews, self-reported ques-
tionnaires and audio-recordings of the National Parkinson School in clinical
care. The overall results of this thesis were obtained using a qualitative ap-
proach, where the results of the three studies were analysed using qualitative
thematic analysis as described by Braun and Clarke (2006).

Results: In combining the results of the separate studies through thematic
analysis three distinct but interrelated themes were evident. These described
the processes and efforts of persons to accept, manage and adjust to everyday
life with PD. The theme “A changed reality” involves participants” descrip-
tions of how life changed after the diagnosis of PD. For many this was a
shock, and both the person affected and their care partners experienced a
variety of emotions such as anger, denial and hopelessness. It changed their
personal identities, their perception of themselves as individuals and as a
couple. They worried about what the future would hold, and the uncertainty
was hard to accept and handle. One strategy for processing and beginning to
acknowledge the new situation involved speaking openly about the diagno-
sis. The second theme “Finding a new path”, involves a description of how,
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after accepting or at least acknowledging, their new reality, participants
started to find ways of managing the impact of PD on everyday life, incor-
porating it into their current life and identity. Many felt new knowledge was
needed and turned to books and websites on PD. An intervention which was
appreciated in terms of providing tools for self-observation and self-
knowledge was the Swedish National Parkinson School. Participants later
used these techniques to communicate and observe symptoms and healthcare
needs. Being an active participant in life and performing activities such as
physical exercise or other activities they enjoyed were also used as a strategy
to feel satisfaction in life. Participants frequently worked out self-care and
compensatory strategies to handle everyday tasks. Another strategy they
found comforting and helpful involved retaining a positive mind-set and be-
lieving that a good future lay ahead. In the third category “The companions”,
the participants described self-management in everyday life as a task they
performed together. Management of PD was considered the shared respon-
sibility of the person affected and the care partner, but was also influenced
by others such as family members and close friends. The Swedish National
Parkinson School provided knowledge as a form of common ground for the
person affected and the care partner. During the Swedish National Parkinson
School, the social interaction involved in exchanging experiences and feel-
ing support from others in the same situation was considered helpful and was
much appreciated.

Conclusions: Management of PD in everyday life involves both the person
affected and the care partner. After the initial emotional reactions, alongside
feelings of lost identity and an altered life, persons started to look to the fu-
ture and were ready to find ways of handling the changed conditions of their
everyday lives. Persons with PD and their care partners were now willing to
learn more about PD and to find tools and strategies to help them manage its
impact on their everyday lives. During this phase, they appreciated the sup-
port of the Swedish National Parkinson School intervention. In the interven-
tion, they would meet others in the same situation to find support and ex-
change experiences. They also turn to healthcare for support in the process
of self-management in everyday life. Nurses working specifically to support
PwPD and their CP will need to tailor support taking into account the disease
trajectory as well as the psychological processes involved in accepting and
adjusting to PD to best fit the unique needs and wishes of every person with
PD and their care partner.

Keywords: Parkinson’s disease, self-management, everyday life, self-care
support, care partners, self-management intervention



Populdrvetenskaplig sammanfattning

POPULARVETENSKAPLIG
SAMMANFATTNING

Parkinsons sjukdom (PS) &r en kroniskt progressiv sjukdom som drabbar
centrala nervsystemet. | Sverige finns cirka 15000-20000 personer med PS.
Medelaldern for insjuknande ar omkring 65 ar. Symtomen innefattar rorel-
sesvarigheter, balansproblem och skakningar men dven psykologiska sym-
tom till exempel humdérférandringar, stresskanslighet samt sémnproblem,
smaérta och blodtrycksfall &r vanligt forekommande. Bra medicinsk behand-
ling finns for att lindra symtomen men behandlingen kan inte bromsa eller
bota sjukdomen. Med tiden kommer symtomen, trots en vél anpassad be-
handling, att paverka vardagslivet. Personen med PS kommer att beh6va mer
hjalp och stdd av sina narstaende, for att hantera sjukdomen i vardagen. Att
fa besked om PS &r omskakande. Att sa smaningom kunna acceptera sjuk-
domen och hitta strategier for att hantera dess praktiska och k&nsloméssiga
paverkan i vardagslivet ar avgorande for ett fortsatt gott liv med god livstill-
fredstéllelse.

Denna avhandling fordjupar kunskaperna om hur personer med Parkin-
sons sjukdom och deras narstdende hanterar sjukdomen i sitt vardagsliv. Av-
handlingen undersoker ocksa effekterna av patientutbildningen Nationella
Parkinsonskolan for de personer som varit deltagare i den. Tre vetenskapliga
artiklar ligger till grund for avhandlingen. I dessa har olika metoder anvénts
for att samla in och analysera information. Bland annat har sjélvskattnings-
skalor anvénts, intervjuer med personer med PS och deras partners samt
observationer av vardméten har genomforts.

Genom att analysera resultaten av de tre vetenskapliga artiklarna fram-
kom en beskrivning av personer med PS och de narstaendes vég fran diagnos
till att s3 smaningom att acceptera, hantera och anpassa vardagslivet. Denna
process beskrivs genom tre teman. Det forsta temat ”En férandrad verklig-
het” innehaller beskrivningar av hur hela livet fordandrades i samband med
beskedet om PS. For manga kom beskedet som en chock och foljdes av
starka kanslor som fornekelse, ilska, sorg och oro. Beskedet forandrade den
personliga sjalvbilden och relationen mellan personen som drabbats och
partnern. Att tala éppet om sjukdomen samt den oro fér framtiden som den
innebar var ett satt att forsoka forsta och acceptera den forandrade verklig-
heten med Parkinsons sjukdom. Efter den forsta omvélvande tiden borjade
de allra flesta hitta satt att hantera sin vardag och detta beskrivs i det andra
temat “Hitta en ny vig”. FOr att aterfa kanslan av kontroll och hanterbarhet
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sokte personen med PS och de narstaende medicinsk information om sjuk-
domen och behandlingar. Att hitta nya satt och losningar for att kunna fort-
satta att utfora aktiviteter i vardagslivet var ett satt att behalla sjalvstandig-
heten. Att &dgna sig at aktiviteter som ger valmaende och livsgladje var en
strategi for att kunna ha en positiv instéllning till livet nu och i framtiden.
Att vara deltagare i Nationella Parkinsonskolan upplevdes som ett bra stdd
bade for personer med Parkinson och deras narstaende. De strategier for
sjalv-observation och kommunikation som introducerades i Nationella
Parkinsonskolan var uppskattade och anvandes fortsatt i vardagslivet for att
registrera parkinsonsymtom och kommunicera dessa vidare till varden i sam-
band med bestk och uppféljningar. | det tredje temat ’Foljeslagarna” beskri-
ver deltagarna att det ar otroligt viktigt med stéd i form av familj, goda vén-
ner och aven stod fran hélso-och sjukvarden for att kunna hantera livet med
PS. Att hantera PS i vardagslivet ar en gemensam uppgift dar bade personen
som drabbats och den narstaende &r lika delaktiga. Nationella Parkinsonsko-
lan gav dem en gemensam grund for forstaelse av sjukdomen som de kan
referera till och bygga vidare pa tillsammans i vardagslivet. | Nationella
Parkinsonskolan fanns ocksa majligheten att traffa andra i liknande situation
for att utbyta tankar, erfarenheter och ge varandra stéd.

Sammanfattningsvis visar resultaten av denna avhandling att uppgiften
att hantera PS i vardagslivet ar nagot som involverar bade personen som
drabbats och dennes partner. Det ses som ett gemensamt uppdrag och ansvar
som engagerar dem bada. Sjukskéterskor som arbetar specifikt for personer
med PS behdver anpassa sitt arbete och stod utifran sjukdomens symtom
men ocksa med tanke pa vilket stod som behdvs for att kunna acceptera och
hantera vardagen. Sjukskoterskans arbete ska &ven inkludera stod till part-
ners och narstdende och utféras med hansyn till varje unik persons varde-
ringar, onskemal och livssituation.
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Introduction

1. INTRODUCTION

Changes in population demographics with a longer life expectancy in the
general population, will also impact the number of persons in the community
affected by long-term conditions. To be able to provide adequate care and
support with limited resources and changes in the way healthcare is organ-
ised, there is a need to focus on strategies which support self-care provided
in an outpatient setting (Rees & Williams, 2009; WHO, 2015).

Parkinson’s disease (PD) is a common neurodegenerative condition af-
fecting 1% of the population over the age of 60. A total of 6.1 million persons
are affected by PD worldwide, and this number is expected to double over
the coming decades, leading to increased costs and resource requirements
(Dorsey & Bloem, 2018). Although good medical treatments are available to
relieve the symptoms, PD is a long-term and progressing condition. As the
disease advances, life with PD involves physical, psychological and social
consequences for the person affected. It also impacts the lives of care part-
ners (CP) and family. Although persons with PD (PwPD) need regular con-
tact with healthcare to monitor symptoms and to adjust medical treatment,
PwPD undertake everyday management and care themselves, together with
their CP and family (Beaudet et al, 2015; Shin et al., 2013). Uncertainty
about the future and the progression of disease, as well as the constantly
changing symptoms of PD, require PwPD and CP to adjust and adapt con-
stantly. Self-management of PD is a constant struggle on both a physical and
psychological level (Haahr et al., 2011; Sjédahl-Hammarlund et al., 2018).

There is still insufficient knowledge of the process of accepting and ad-
justing to life with PD in terms of the experiences of persons living in this
situation. Several studies have illustrated how emotional support and sup-
port for self-management are important for PwPD and CP in the clinical
encounters, but their needs and wishes remain largely unmet (Schipper et
al., 2014; Vlaanderen et al., 2019; Kleiner-Fisman et al., 2013). More pa-
tient-centred research is needed, along with better-designed studies, to help
understand how best to support PwPD and CP handle the impact of disease
on everyday life. PwPD themselves, and their families, suggest that re-
search areas could include topics like coping, stress management, social
support, nursing care interventions, communication, self-care and multi-
professional care (Shin & Habermann, 2017). Enhanced knowledge includ-
ing the factors facilitating or preventing persons to positive adaptation to
the new demands brought on by PD is vital to develop interventions in clin-
ical care to provide support in this process.
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This thesis focuses on improving knowledge of self-management of PD
by exploring the experiences of PwPD and CP. It also investigates the Swe-
dish self-management programme National Parkinson School (NPS) as a
tool for support in developing strategies to promote self-management and
satisfaction with life. The thesis further discusses the main results in relation
to nursing theory and person-centred care. It elaborates on how these find-
ings can be understood and introduced into clinical care, to guide nurses who
support PwPD and their CP throughout all stages of the disease, as described
by Hellgvist and Berterd (2015).
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2. BACKGROUND

2.1 Parkinson’s Disease

PD is a long-term progressive neurologic condition and the second most
common neurodegenerative condition after Alzheimer’s disease (Tysnes &
Storstein, 2017). It was first described in writing by an English apothecary
and surgeon, James Parkinson, in 1817 in his publication ”An essay of the
shaking palsy”, describing the cardinal signs of this condition (Parkinson,
1817).

2.1.1 Prevalence, incidence and risk factors

PD is diagnosed in about 1% of the population above the age of 60 making
it an endemic condition in this age group. In Sweden, prevalence is estimated
at 15000 — 20000 persons with around 2000 new cases diagnosed annually
(Swedish national board on health and welfare, 2016). The risk of developing
PD increases with advancing age and the average age of onset is between 65-
70 (Tysnes & Storstein, 2017). Worldwide, it is estimated that there are about
6.1 million persons with PD, of whom about 2.9 million (47.5%) are women
and 3.2 million (52.5%) are men (GBD, 2018). The number of PwPD world-
wide is expected to increase and almost double in the coming decades. Im-
proved medical treatment and a longer life expectancy in the general popu-
lation mean that there will be a greater number of persons living with PD for
many years of their lives (GBD, 2018). This will also lead to an increased
need for healthcare resources.

The cause of PD has not yet been identified, but it is most likely to in-
volve a combination of genetic as well as environmental factors. A number
of parkinsonian genes have been identified but most persons developing PD
have no such genetic variations (Kalia & Lang, 2015). Known environmental
risk factors include exposure to pesticides, prior head injury, living in the
countryside, drinking well water, use of B- blockers, consumption of dairy
products, substantial emotional stress and agricultural occupations. Environ-
mental factors which reduce risk include tobacco smoking, drinking coffee,
drinking alcohol and long-term use of anti-inflammatory drugs and calcium
channel blockers (Nag & Jelinek, 2019; Kalia & Lang, 2015). The risk of PD
is also lower for persons that practice intense physical activity (Xu et al.,
2010; Yang et al., 2015).

2.1.2 Pathophysiology

Previously, the pathology of PD was considered exclusively to involve the
death of dopaminergic neurons in a particular area in the mid-brain. This
area, consisting of several nuclei and called the basal ganglia, is involved in

3
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the coordination and performance of movements (Dickson et al., 2009). A
50% loss of the dopaminergic neurons in this area leads to tremors and dif-
ficulties with movements and these are the cardinal symptoms of PD. The
death of the dopaminergic neurons is caused by aggregates of misfolded al-
pha-synuclein proteins, forming so called Lewy-bodies in the body of the
cell. The pathology of Lewy-bodies is not specific to the brain, but can also
be found in the peripheral nervous system and in cardiac, gastric and skin
tissue. One hypothesis is that the sick neurons spread the misfolded proteins
to other neurons close to them leading to the progress of Lewy pathology
throughout the brain (Kalia & Lang, 2015).

A hypothesis on the spread of PD and Lewy pathology through the brain
has been described by Braak and colleagues (2003), based on the general
symptomatology seen throughout the disease trajectory. The Braak hypoth-
esis describes how PD progresses in six stages. Stages 1-2 are considered to
be prodromal disease with a variety of symptoms such as loss of smell, con-
stipation and REM sleep disorder. Stages 3-4 are considered to be the clinical
phase, where pathology in the mid-brain causes the distinct motor symptoms
of PD such as rigidity and tremors. Stages 5-6 represent the advanced disease
where Lewy pathology spreads to the cortex, with symptoms such as affected
cognition and apathy (Braak et al., 2003).

With advancing knowledge of PD pathology, it is now clear that it is not
just the dopaminergic neurons, which are affected. Cell loss also involves
other neurons, which use various neurotransmitters, as well as protein aggre-
gates other than Lewy-bodies. The complete pathology in PD is not yet fully
understood (Kalia & Lang, 2015).

2.1.3 Symptoms and diagnosis

The diagnosis of PD is still mainly based on the presence of clinical symp-
toms assessed by a neurologist specialising in movement disorders. No clin-
ical tests or biomarkers are available to determine diagnosis. However, in
clinical care dopaminergic imaging and lumbar puncture are often performed
in order to rule out other diseases (Kalia & Lang, 2015).

Parkinsonian symptoms include bradykinesia (slow movements), mus-
cular rigidity, rest tremor (often unilateral), and impaired gait and postural
control. Bradykinesia as an absolute criterion and either rest tremor or rigid-
ity or both must be present for diagnosis of probable PD. A positive response
to medical treatments will further strengthen the probability of idiopathic PD
(Postuma et al, 2015). The motor symptoms in PD can vary greatly between
individuals and two subtypes of PD have been suggested, tremor-dominant
and akinetic-rigid type (Kalia & Lang, 2015).
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Persons affected by PD will experience motor problems but non-motor
symptoms are also common. These include loss of smell, cognitive impair-
ment and dementia, psychiatric symptoms like anxiety and hallucinations,
sleep disorders and autonomic dysfunctions like orthostatic hypotension,
pain, and fatigue. All PwPD will experience at least a couple of non-motor
symptoms and these can often be the first presentations of disease in the pre-
clinical, prodromal phase (Schapira et al., 2017). Non-motor symptoms can
be pronounced in the more advanced stages of the disease and severely affect
the quality of life for PwPD, their CP and their families (Kadastik-Eerme et
al., 2015).

2.1.4 Disease progression and staging according to Hoehn &
Yahr

As a way of describing disease severity, the five stages of PD according to
Hoehn & Yahr (1967) are the gold standard, and are used in clinical care and
research (Goetz et al., 2004). The five stages are based on observations of
the natural progression of PD (Hoehn & Yahr, 1967) and describe the con-
dition from mild to very advanced:

Stage I: Unilateral involvement usually with only minimal or no functional
disability.

Stage I1: Bilateral involvement without impairment of balance.

Stage IlI: Bilateral disease: mild to moderate disability with impaired pos-
tural reflexes: physically independent.

Stage 1V: Severely disabling disease: still able to walk or stand unassisted.
Stage V: Confinement to bed or wheelchair unless aided (Hoehn & Yahr,
1967).

2.1.5 Treatment

Good medical treatments are available to reduce many symptoms of PD, but
all treatments are only symptomatic and will not cure or slow down progres-
sion of the disease. There are three long-term goals in terms of treating per-
sons with PD: to delay disease progression, to improve symptoms and to
maintain functional capacity (Shin & Hendrix, 2013). PwPD require close
and regular contacts with healthcare in order to adjust therapy as symptoms
worsen, or when new symptoms occur as PD progresses.

There are several types of drugs, often used in combination to achieve
the best possible control of PD symptoms. Most commonly used are drugs
targeting dopaminergic receptors like L-dopa and dopamine agonists. In ad-
dition, several types of enzyme inhibitors such as MAO-B and COMT inhib-
itors are used to prolong the effects of the dopaminergic drugs. During the
initial years following diagnosis medication often provides good symptom
control (Kalia & Lang, 2015). However, as the disease progresses, medica-
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tion often lead to side effects, including a fluctuating drug response, invol-
untary movements (dyskinesia), hallucinations and reduced impulse-control.
Furthermore, non-motor symptoms often increase as the disease progresses,
and these are usually less responsive to medication. For some PwPD oral
medications are ultimately insufficient to provide acceptable symptom con-
trol with symptoms occurring in patterns which are totally unpredictable and
fluctuate between parkinsonian symptoms and dyskinesias several times
every day (Armstrong & Okun, 2020; Ravenek et al., 2017). For these per-
sons alternative ways of administering anti-parkinsonian medication are
sometimes required. To control symptoms in an acceptable way for these
persons medication can be administered by using medical pumps, which en-
sure an even flow of medication over the day (Bhidayasiri et al., 2015; Peder-
sen et al., 2017). Some are also helped by implanting a deep brain stimulator
to block the abnormal brain activity in the basal ganglia, which causes the
difficulties of movement (Mansouri et al., 2018).

There are a number of non-pharmacological interventions available to
improve long-time prognosis and preserve function for PwPD (Radder et al.,
2017). Regular physiotherapy is a vital complement to medical treatment and
should be undertaken by all PwWPD. Regular physical activity can improve
motor performance like balance and gait, functional ability and non-motor
symptoms like pain, sleep, fatigue, mood and cognitive functions. It can also
reduce problems of constipation and apathy (Ramaswamy et al., 2018). In
addition there is growing evidence that physical activity can have neuropro-
tective effects, slowing down the progression of the disease (Paillard et al.,
2015), but more studies are required needed to distinguish the types of exer-
cise which are most beneficial and the amount and frequency of exercise
needed to achieve this effect (Ellis & Rochester, 2018). Another intervention
specifically targeting PwPD is the Lee Silverman voice treatment (LSVT).
This method aims to improve the volume and articulation of speech, which
are impaired in many patients (Mahler et al., 2015).

2.2 Living with Parkinson’s Disease

Most PwPD live in their own residence for the main part of their lives. Even
as the disease progresses over the years, and with a diagnosis of PD for 10
years or more, most PwPD still live in their own homes (Hassan et al., 2012).
They rarely need to be admitted to hospital, and are cared for in the outpatient
clinic. This usually involves visits to the treating physician and other mem-
bers of the multiprofessional team a couple of times a year, to evaluate health
status and adjust treatment (Lennaerts et al., 2017; Kalia & Lang, 2015).

Because PD is a progressive disease involving difficulties with move-
ments and balance, and frequently psychiatric symptoms and cognitive de-
cline, the impact on everyday life is inevitable (Sjodahl-Hammarlund et al.,
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2018). Persons everyday lives involve activities and tasks persons engage in
to look after themselves and use their mental, social, physical and spiritual
capabilities in ways, and to an extent that is satisfying and health promoting
to them (Hakansson et al., 2006). Everyday life include practical tasks com-
mon to most persons like eating, washing and walking but also involve social
aspects and interactions with other persons in society. Everyday life is what
we usually live and do and often take for granted until something prevents
us from performing them. Which activities and interactions are considered
included in everyday life is to a great extent variable to each unique person
(Milbourn et al., 2014; Kang & Ellis Hill, 2015).

For most persons work plays an important role in their everyday life.
Persons with PD often retire from work earlier, with the loss of income and
the social interaction of the workplace. Early retirement is often related to
an inability to meet demands of work due to the symptoms of PD (Murphy
et al., 2013). Communication barriers, such as blurred speech and impaired
facial expression due to rigidity of facial muscles can lead to communica-
tion difficulties and misunderstandings. This can affect personal relation-
ships with friends and family members, and can lead to disease stigma in
social activities. PwPD tend to have fewer close friends and visit them less
frequently than other persons in the same age. It has been demonstrated that
some PwPD lose friends when they are diagnosed with PD and they can
also lose friends if they try to hide the diagnosis instead of speaking openly
about it (Perepezko et al., 2019).

The obvious symptoms of PD include difficulties with movement, such
as freezing of gait, dyskinesias, balance problems and tremors. These can
be embarrassing causing feelings of being exposed and of shame so that
PwPD and CP avoid social events (Fereshtenejad & Lokk, 2014; Thordar-
dottir et al., 2014). The unpredictability of PD, where symptoms often
change several times a day, makes PwPD unsure of how to handle situa-
tions, and this influences their social participation in a negative way (Rav-
enek et al., 2017; Thordardottir et al., 2014). PwPD tend to be less active in
leisure activities after they are diagnosed. Their leisure activities become
more solitary and less physically demanding then before diagnosis. Activi-
ties in a group format, arranged and tailored to PwPD and their specific
condition, have been shown to be helpful in improving both social interac-
tion and physical activity (Perepezko et al., 2019). These activities can in-
clude dancing, yoga and boxing. Strategies used by PwPD to help them
handle everyday life include planning ahead, using aids and compensatory
strategies to allow them to remain active, maintaining a positive attitude,
using upward and downward social comparison and accepting support from
family, friends and healthcare professionals (Sjodahl-Hammarlund et al.,
2018; Thordardottir et al., 2014).
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As the disease progresses motor symptoms and cognitive difficulties be-
come more pronounced. Ten years after diagnosis, approximately 50% of
PwPD have developed dementia, and already at the time of diagnosis around
30% experience mild cognitive impairment (Weil et al., 2018). As symp-
toms progress, PwWPD become less independent and need more support to
manage everyday life (Maffoni et al., 2019). The support of other persons is
crucial in maintaining health and satisfaction with life (Ambrosio et al.,
2019; Chenoweth et al., 2008), and PwPD living alone require certain atten-
tions and support from healthcare professionals (HCP).

Many PwPD live and share everyday life with a spouse. Because of the
known trajectory of PD, it is encouraged to involve and inform spouses and
other members of the family already at the time of diagnosis (Lennaerts et
al., 2017). In many cases, the spouse wants to be engaged, and often takes
on the role of care partner (CP). By definition, becoming a CP involves ac-
knowledging that handling of PD is a shared experience and responsibility
(Bennett et al., 2017). The CP dyad is built on a relationship of commitment,
trust and collaboration. Care is not simply something which CPs provide for
the spouse affected by PD. It includes the mutual involvement and engage-
ment of both (Bennett et al., 2017; Berg & Upchurch, 2007). Spouses are
often CP but the concept is not restricted to this constellation. Anyone close,
i.e. children, close friends or siblings, can become a CP. The CP dyad is an
interdependent relationship where the persons involved look after each other
in the best interests of them both (Bennett et al., 2017).

As PD progresses the roles within the CP dyad might change. More of
the everyday tasks like housework, driving the car and paying bills may need
to be undertaken by the person not affected by PD. In addition, in the more
advanced stages of PD, the PWPD requires help with personal tasks such as
dressing, walking, going to the bathroom and following medication regi-
mens. It has been shown that CP need to plan ahead to enable them to cope
with the situation, remain positive and maintain their own social and leisure
activities. They turn to formal healthcare support and the support of family
and friends in order to manage emotionally as well as physically. In the later
stages of disease caring for PwPD can be both physically and emotionally
demanding for CP. CP often try to find a balance in life, to care for both
themselves and for the spouse affected by PD (Berger et al., 2019). In order
to maintain mutuality in the relationship and to ensure that the CP dyad re-
mains positive HCP have to assess needs and provide support for the CP too,
to enable them to handle the situation and keep the feelings of self-efficacy
and a positive outlook in life (Lennaerts et al.,2017; Berger et al., 2019).
Symptoms in PwWPD closely connected to increased burden on CP include
frequent falls, cognitive problems and psychiatric symptoms like hallucina-
tions, anxiety and sleep problems (Mosely et al., 2017). Strategies used by
CP to cope can include accepting the situation, having patience, living in the
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present, being positive, looking for information and maintaining their own
leisure activities and social interaction with others (Navarta-Sanchez et al.,
2017).

The positive outcomes of a dyadic care partnership for handling life with
long-term conditions have been discussed extensively in the literature
(Helgeson & Zajdel, 2017; Martire & Helgeson, 2017; Eilers, 2013; Berg &
Upchurch, 2007). A well-functioning CP dyad not only has the potential to
lead to improved medical outcomes but can also strengthen the relationship
between the two partners and improve their satisfaction with life (Park &
Schumacher, 2014; Tanji et al., 2008; Young-Mason, 2015). On the other
hand, the relationship can become strained if the person closest to PwPD
does not have the ability or the will to adopt a mind-set of shared responsi-
bility, or take on the entire responsibility for care. This can lead to feelings
of burden for both, less satisfaction with life and less favourable medical
outcomes, especially for persons affected by neurodegenerative diseases
such as PD (Sjédahl-Hammarlund et al., 2018; Eilers, 2013; Theed et al.,
2017; Nilsson et al., 2015).

2.3 The concepts of self-care, self-management,

self-monitoring and self-efficacy

Self-care can be defined as “the practice of activities that individuals initiate
and perform on their own behalf in maintaining life, health and well-being”
(Orem, 1991: p 145). Self-care activities are conscious activities directed to-
wards universal needs and goals in life to promote and preserve health. A
person’s ability to engage in self-care is influenced by internal factors such
as motivation, belief in their own abilities, cognition, literacy and the ability
to make decisions and act accordingly. Self-care is also influenced by exter-
nal factors, such as culture, economy and religion and the availability of so-
cial support and resources (Matarese et al., 2018). In order to engage in self-
care, a person must first possess the knowledge required to make a conscious
decision about whether or not to engage in an act of self-care (Orem, 1991).
Self-care is a broad concept, which involves all humans of all ages. The con-
cept of self-care involves a number of related terms which are considered
components of self-care, and whose aim is situation-specific acts of self-care
(Richard & Shea, 2011).

Self-management is a concept involving the actions required for a person
to control or adjust to disease. Self-management is defined as “the ability of
the individual, in conjunction with family, community and HCP, to manage
symptoms, treatments, lifestyle changes and psychosocial, cultural and spir-
itual consequences of health conditions” (Richard & Shea, 2011: p 261). The
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concept of self- management is frequently used in literature concerning per-
sons living with long-term conditions (Richard & Shea, 2011). Self-manage-
ment actions can be proactive or reactive. Proactive actions include evaluat-
ing changes in health status, adhering to a medical regimen and living a
healthy lifestyle to prevent recurrence or worsening of symptoms. Reactive
actions involve activities undertaken as the result of an event i.e. worsening
of symptoms. Reactive activities might include a decision to take additional
medication or seek help and advice from HCP (Matarese et al., 2018; Blok,
2017). The effects of good self-management skills include improved symp-
tom and disease control, satisfaction with life, empowerment, a reduced need
for healthcare and less economic strain on the healthcare system.

Self-monitoring is a central skill in the ability to undertake self-manage-
ment. Self-monitoring includes observations, assessment and monitoring of
i.e. physical symptoms and activities of e.g. daily living, as well as cognitive
processes leading to self-awareness. In order to monitor themselves, persons
need knowledge about the symptoms and characteristics of disease, as well
as skills in detecting variations in health status. They also need the cognitive
ability to reflect on the factors which can impact these. Self-awareness
through self-monitoring can form the basis for self-management activities,
and improve communication of healthcare needs and disease related symp-
toms in consultations with HCP (Wilde & Garvin, 2007). Self-monitoring
and self-management should be seen as components of the broader concept
of self-care (Richard & Shea, 2011; Wilkinson &Whitehead, 2009).

The most influential factor in successful engagement in self-care, includ-
ing self-management of disease, is a person’s own beliefs and confidence in
the own ability to handle the current situation. This is referred to as self-
efficacy. Bandura defined self-efficacy as “people's beliefs about their capa-
bilities to produce designated levels of performance that exercise influence
over events that affect their lives” (Bandura, 1994: p 71). Self-efficacy is
connected to specific situations, and a person can have high self-efficacy in
one area of life but low self-efficacy in others. Persons believes in their own
self-efficacy is influenced by a number of factors. These include earlier ex-
periences of successfully mastering of similar situations, seeing other per-
sons successfully manage them (role-models), encouragement from parents,
teachers, coaches or other influential persons in their life, and the emotional
state of the person, i.e. major depression or loss will hamper perception of
self-efficacy (Bandura, 1997). Self-efficacy is considered both a mediator
and a moderator of self-care (Lorig & Holman, 2003; Richard & Shea, 2011;
Bandura, 1982). The term “self-care self-efficacy” has been used in the lit-
erature to describe a person’s belief in their own ability to care for them-
selves. High levels of self-care self-efficacy are positively associated with
better physical function, mental health and quality of life. In persons with
long-term condition, they also lead to less distress in terms of symptoms and
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a greater ability to adapt and manage the situation (Eller et al., 2018; Cheno-
weth et al., 2008).

2.4 Self-management support and interventions

A core aim of the nursing profession is to provide assistance, support and
advice to persons suffering from ill health. Nurses have the medical
knowledge and close enough contact with those affected by long-term con-
ditions to know how it impacts their everyday lives. They are therefore well
placed to provide self-management interventions and support (van Hooft et
al, 2016; Chenoweth et al, 2008). Limited resources, changes in the organi-
sation of healthcare and changes in population demographics involving a
growing number of persons in the community affected by long-term condi-
tions (Rees & Williams, 2009) have accentuated the need for nurses to facil-
itate and support self-care in outpatient care.

Self-management support (SMS) is considered one of the most important
activities in outpatient nursing care. The purpose of SMS has been concep-
tualised as “enabling people to live (and die) well with their long-term con-
dition(s)” (Morgan et al., 2017: p 53). “Living well” not only involves man-
aging disease, but is also recognising a broader perspective, i.e. supporting
the development of a persons’ autonomy and self-efficacy, and promoting
patient-led goal setting and shared decision-making between partners in clin-
ical care. This includes a person’s own views of what is important in life, in
the present and in the future (Morgan et al., 2017).

Self-management interventions (SMI) are complex educational interven-
tions designed to help persons with long-term conditions deal with the im-
pact of disease in everyday life. They involve factors such as symptom con-
trol, medication regimens and emotional reactions. To be considered a self-
management intervention the intervention should target cognitive processes
and inner motivation and not simply improve knowledge of the disease and
medication. Self-management interventions often include techniques for set-
ting goals, self-monitoring symptoms, problem solving and action planning
(Lorig & Holman, 2003; Jonkman et al., 2016).

SMls for persons with long-term conditions vary significantly in design,
length and style of provision. Interventions can be provided individually, in
a small group format or using a dyadic approach involving both the person
affected by the disease and a CP. A dyadic approach is often used in inter-
ventions targeting older persons, persons with neurodegenerative conditions,
cancer or, heart failure, and in pediatric care (Beaudet et al., 2015; Martire
& Helgeson, 2017). SMIs can be offered and carried out by HCP or lay-lead
instructors, or both. Although most interventions take place through personal
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meetings the advances of technology in healthcare has helped to introduce
app and web-based SMiIs targeting specific age or disease groups (van der
Eijk etal., 2013; Bashi et al., 2018). A number of generic SMI programmes
are available which have been developed to suit most persons with long-term
conditions regardless of medical diagnosis. Some programmes on the other
hand are tailored to specific persons with a certain diagnosis (Stenberg et al.,
2016). Recent research indicates a need to tailor SMI interventions to the
intended recipients, and suggests that these tailored interventions sometimes
have a more favourable outcome than generic programmes. The desired SMI
outcomes, as well as the tools and techniques used to assess the outcomes,
also vary significantly between studies investigating their effects (Warner et
al., 2019; Pappa et al., 2017; Kessler & Liddy, 2017).

The “Self and Family Management Framework™ developed by Grey and
colleagues (2006, 2015) is a general model which describes self-manage-
ment for persons living with long-term conditions. It emphasises that self-
management to a large extent is carried out in the social context of family.
Management of long-term conditions need family members to accept and
incorporate the condition into their regular family routines and their every-
day life. The model describes facilitators and barriers for self and family
management. It also describes the processes involved in managing disease
and the outcomes of successful self-management for the person, the family
and for healthcare. The “Self and Family Management Framework™ can be
used to guide research and development of SMIs for persons living with
long-term conditions (Grey et al, 2006, 2015).

2.5 The Swedish National Parkinson School

The Swedish National Parkinson School (Nationella Parkinsonskolan: NPS)
was developed in 2013 and is an SMI tailored to PwPD and their CP. The
NPS is an adaptation of ‘“Patient Education for Persons with PD and their
carers” (PEPP), developed by the European EduPark consortium in 2002
(Smith Pasqualini & Simons, 2006). The NPS was developed on the basis of
PEPP. It was translated and adapted as a collaboration between representa-
tives of healthcare, PwPD and CP and the pharmaceutical industry (Carlborg,
2013a, 2013b). The majority of the content of the NPS is similar to that of
PEPP, but it has been adapted and revised to suit delivery in the context of
the Swedish healthcare services. The NPS also places an even greater em-
phasis on the importance of shared resources to handle life, as it is delivered
entirely as a dyadic intervention.
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The NPS is based on the idea that if PwPD and CP are to be able to
undertake the required self-management activities, they first need knowledge
about PD and an understanding of how it can affect their lives. Knowledge
and self-awareness act as a platform for accepting and understanding chang-
ing life situations. Replacing negative thoughts with constructive ones helps
manage difficulties. This leads to a more positive perception of life and can
improve life satisfaction. Self-monitoring plays a central role in the NPS, and
is introduced as a tool to enhance self-awareness. The goal of the NPS is to
provide PwPD and their CP with the knowledge and cognitive strategies
needed to improve their ability to manage everyday life and thereby promote
life satisfaction. The main focus of the NPS is on how to continue living a
fulfilling and satisfying life in the presence of PD. This is done by enhancing
awareness own thoughts, feelings and actions in relation to the impact of PD
on their everyday lives. How PwPD and CP choose to relate to disease and
their changing life situation greatly affects their ability to maintain good sat-
isfaction with life, despite the difficulties. The introduction of techniques for
self-monitoring and self- awareness in the NPS gives participants the tools
needed to initiate life changes.

The NPS consists of seven two-hour sessions. During each session,
PwPD and CP meet in a small group with a certified educator. The certified
educator is an HCP with extensive experience of supporting PwPD and CP,
as well as medical knowledge of PD. Each session has a certain structure,
which begins with an introduction involving facts and information on a topic
related to everyday life with PD. This is followed by group discussions re-
lating to the information which has been presented. Group discussions focus
on participants” own experiences and thoughts, and provide an opportunity
for peer learning and support. The new knowledge presented during the ses-
sion is afterwards applied to the participants” own life situation through prac-
tical exercises and home assignments, which are discussed and followed up
during the next session. Each session of the NPS ends with a 15- minute
relaxation exercise.

The NPS has been operational in clinical practice in Sweden since 2014
(Carlborg, 2013a, 2013b). However, the effects and outcomes of the NPS
programme have never been tested thoroughly or in a structured scientific
manner.
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Figure 1: The seven themes of the Swedish NPS.

Introduction, Self-monitoring, Stress, Anxiety & depression, Communica-
tion, Enriching activities, My life with PD.

2.6 The Parkinson’s Disease Nurse Specialist

Nurses specialising in providing support and care to PwPD and CP are found
in all parts of the world. The role of the PD nurse specialist (PDNS) is rec-
ognised as a vital aspect of good quality care for PWPD in many countries.
Guidelines and frameworks which describe the PDNS service, the compe-
tencies needed, and the interventions included in the PDNS role are available
in Great Britain and the Netherlands (Lennaerts et al., 2017; Parkinson’s UK,
2016). The role and function of PDNS within the Swedish healthcare setting
have also been described in a previous study (Hellqvist & Berterd, 2015).
There are many similarities between countries in terms of PDNS work and
differences are often due to the organisation of healthcare in different coun-
tries.

In order to provide high-quality care and medical treatment to meet the
complex needs of PwPD, their CP and families, the Swedish healthcare au-
thorities recommend that PD care be organised in multi-professional teams
(MPT) (Swedish national board on health and welfare, 2016). MPTs involve
close collaboration between different HCPs with extensive knowledge and
experience of PD. The members of an MPT can vary in different healthcare
settings, but usually will include a physician, physiotherapist, occupational
therapist, dietician, speech therapist, nurse and psychologist. Members of the
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MPT work together to optimise and evaluate treatments, and to discuss the
treatment options available to ensure the best possible help and care for
PwPD. The MPT will customise care according to each person’s specific
needs (Pedersen et.al 2017). MPTs work in outpatient clinics at regional and
local hospitals throughout the country. They can be found in the fields of
neurology, rehabilitation and in geriatric medicine (Swedish national board
on health and welfare, 2016. Swedish Movement disorders society, 2019).

In many cases the PDNS is considered the coordinator of the MPT and
vital to the success of the teamwork. Close and regular contact with the other
experts in the MPT, as well as with PwPD themselves, enables them to col-
laborate actively in assessing and adjusting care plans (Hellgvist & Berterd,
2015). The PDNS supports PwWPD in implementing care plans and medical
regimens in their everyday lives. PDNS also follow up on care plans, in col-
laboration with PwPD and CP, and discussing them with the other members
of the MPT. The evaluation focus on outcomes and need of adjustments
(Hellgvist & Berterd, 2015; Bhidayasiri et al, 2015; Pedersen et al 2017).

A PDNS has extensive medical knowledge and often many years of ex-
perience in the field. For most PwPD, CP and family members, the PDNS is
the most accessible person and the contact person when they need guidance
or advice about issues concerning symptoms or treatment (Hellgvist &
Berterd, 2015). The PDNS role involves clinical, educational and profes-
sional areas (Hagell, 2007). Support from PDNS working in the Swedish
healthcare settings has been described by PwPD and CP themselves as
providing “Competent and professional practice, tailored for the individual”.
PDNS services includes providing emotional support, offering continuity of
contact, providing professional medical support and information and carry-
ing out nursing interventions (Hellgvist & Berterd, 2015). The holistic sup-
port offered by PDNS is valuable for PwPD, CP and their families from the
time of diagnosis and throughout the disease. Easy access to PDNS services
is vital, and should be available to all PwPD, CP and their families (Swedish
national board of health and welfare, 2016; Hellgvist & Bertero, 2015).

PDNS nursing interventions include monitoring physical and psycholog-
ical symptoms, and assessing the effects and side effects of treatments
(Reynolds et al., 2000; MacMahon et al., 1999). Recent studies highlight the
importance of PDNS support and accessibility for the success of, and adher-
ence to medical treatments for PwPD (Pedersen et al., 2017; Bhidayasiri et
al., 2015). A vital part of the PDNS support is to provide knowledge and give
advice to PwPD and CP in order to promote self-care and improve life satis-
faction. The educational role of a PDNS also includes providing advice and
knowledge to other HCPs who are not specialised in the area but who are
involved in supporting and caring for PwWPD, e.g. staff in nursing homes
(Chenoweth et al., 2008; Pedersen et al., 2017).
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3. THEORETICAL FRAMEWORK

3.1 Dorothea Orem’s self-care deficit nursing theory

A theory by nursing theorist and educator Dorothea Orem involves assump-
tions about the nature of nursing and the components involved in the nursing
process. Grand nursing theories can be used to understand the nature of nurs-
ing as well as serving as practical guidance for nurses in their clinical work.
Orem’s self-care deficit nursing theory (SCDNT) is an action theory with
clear specifications for nurse and patient roles. The grand theory includes
three minor and interrelated theories: the theory of self-care, the theory of
self-care deficit and the theory of nursing systems.

The theory of self-care involves three vital concepts; self-care, self-care
ability and self-care demands. Orem defines self-care as practicing activi-
ties which individuals initiate and perform on their own behalf in terms of
maintaining life, health and well-being (Orem, 2001). Self-care activities
are conscious actions which are goal-oriented and have a special focus. In
order to engage in self-care activities, a person must first possess the
knowledge needed to make an informed decision whether or not to carry
out a self-care action. Self-care ability involves a persons collected abili-
ties and power to carry out self-care actions. Self-care is a learned ability
which is influenced by environmental factors and develops during the
course of life. It can decrease as the individual grows older, or as a result of
disease or illness. Self-care ability includes all human abilities which are
necessary in terms of engaging in self-care actions. Self-care demands are
the activities required for a person to be able to maintain life, health and
well-being. Orem divides self-care demands into three areas: a) universal
demands, which all people need, for example adequate amounts of food,
sleep and rest; b) demands involved in preventing or coping with regular
life events such as role changes as a result of death or birth; and c) self-care
demands which arise for people with illness and disability who are under
medical care. A person must be conscious of the existing self-care demands
and needs, which have to be addressed in their current situation, if they are
to engage in appropriate self-care activities (Orem, 2001).

The theory of self-care deficits suggests that there is always a relation-
ship between a person’s self-care ability and self-care demands, and that
these can be in balance or insufficient in one or a number of ways. Self-care
deficits occur when this relationship is un-balanced and a person’s self-care
ability is insufficient to meet existing self-care demands. According to Orem,
the presence of a self-care deficit is the only legitimate reason for nursing.
There must be an existing self-care deficit or a potential self-care deficit in
the future (i.e. a progressive disease) for nursing actions to be required. If
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there is no self-care deficiency, there is also no need for nursing care. The
main goal of nursing action is to help persons regain a balance between self-
care demands and self-care abilities, and thereby become independent in
managing their own self-care.

Orem describes the role of nursing practice in the theory of nursing sys-
tems (Orem, 2001). This theory incorporates two important concepts; nurs-
ing agency and nursing systems. Nursing agency involves a nurse's accumu-
lated skills and abilities, defined by Orem as ”... a set of developed and de-
veloping capabilities that persons who are nurses exercise in the provision of
nursing for individuals or groups” (Orem, 2001: p 289). Nursing ability is a
complex acquired ability which is learned and practised consciously and for
a purpose. Nursing ability varies between nurses, and is dependent on edu-
cation, experience, and the ability to engage in intrapersonal relationships
and care for other persons.

Nursing systems are the conscious and goal-oriented actions designed
and performed by nurses to meet person’s self-care demands and improve
their self-care agency. Nursing actions can involve acting in the place of a
patient, guiding the patient to action, supporting the patient mentally or phys-
ically, providing education and knowledge, and adjusting the environment to
enhance a patient’s own ability to carry out self-care actions. Nursing sys-
tems incorporate all activities and interactions between nurses and patients
in the clinical encounter (Banfield, 2011). Nurses can provide nursing sup-
port on three different levels, depending on the magnitude and degree of the
self-care deficit of the patient.

Educational and supporting systems are nursing actions for patients who
have the ability to care for themselves but are in need of guidance, emotional
support or education in terms of managing the new demands brought on by
disease. This level of nursing intervention is found primarily in outpatient
care settings. The partially compensatory nursing systems are needed for per-
sons who can carry out self-care activities to meet some of the self-care de-
mands and participate in care, but who cannot meet all these demands by
themselves. Nursing actions are required in some areas related to disease in
order to compensate for this. Wholly compensatory nursing systems are
needed for persons who are not able to meet even the basic universal self-
care demands or participate in their own care. Nurses help patients meet all
existing self-care demands needed to keep them alive and promote well-be-
ing (Orem, 2001).
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3.2 Person-Centred Care - philosophical theory and

clinical practice

Person-centred care (PCC) acknowledges the human interactions which take
place in healthcare encounters primarily as encounters between human be-
ings, and not just clinical encounters between patients and healthcare provid-
ers (McCormack & McCance, 2010). Being a “patient” is a role, and a lim-
ited part of a whole person which only exists within the healthcare context.
The concept of a patient is traditionally focused on the objective body and ill
health in this body. Although for many nurses, the role of nurse is perceived
as an integrated and vital part of themselves, it is in fact a role primarily
evident and practiced in the healthcare context and in encounters with per-
sons in need of nursing care (Kristensson Uggla, 2014).

The concept of a person is much broader, and aims to see the person in
their entirety not just the body or the disease. The concept includes the values
and preferences of a person, as well as the life situation and everyday context
in which the person lives (Ekman et al., 2014; Britten et al, 2017). According
to the philosopher Paul Ricoeur, personal identity consists of two parts which
he calls Ipse and Idem. Ipse is the self, or personal identity and soul, and
Idem represents the more objective human body. These two are intercon-
nected and exist simultaneously. Ipse, or personal identity, is developed and
shaped and changes constantly as a result of interactions with other persons
(Ricoeur, 1992).

One definition of PCC is that “individuals” values and preferences are
elicited and, when expressed, guide all aspects of their care and support their
realistic health and life goals” (American Geriatrics Society Expert Panel on
Person-Centred Care, 2016: p 16). PCC is carried out through a dynamic
relationship between the persons involved and engaged in care. This includes
the person in need of care as well as their family, friends or other persons
who are important to them. It also include all relevant providers of care and
support. This collaboration between persons informs decisions about care in
terms, and to the extent, of the wishes of the person in need of care. HCPs
are seen as active participants involved in the mutual interactions taking
place in healthcare encounters and not merely the providers of medical treat-
ments and care (McCormack & McCance, 2010).

PCC is not about making the patient a "customer” of care, giving the
patient all the rights to decide and choose medical tests and treatments. A
person-centred approach is based on a partnership and collaboration between
experts (Sharma et al., 2015). Persons in need of care are experts on their
own life situation, symptoms and the impact of the illness of their everyday
lives. They are also experts on their hopes and wishes for the future. HCPs
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are experts with knowledge about the organisation of care, medical infor-
mation on disease and specific treatments, and has the clinical experience of
having met many persons in similar situations (Ekman et al., 2014).

According to Ricoeur (1992) persons always interpret, and try to find
meaning in the world and the context in which they live. Their interpretation
of the world is developed in interaction with other persons and consists of
both explaining and understanding. The interpretation space is a dynamic
and changing place, where experiences gained in a situation are interpreted
by a person and form the basis for new understandings about the world (Kris-
tensson Uggla, 2014). In a PCC relationship, this can be the bridge between
the body of the natural sciences (explanation) and the soul of the human sci-
ences (understanding) (Ricoeur, 1992). In the intrapersonal meeting between
a nurse and a person with a disease, a partnership can form when their reali-
ties, knowledge and expectations are confronted and tested against each
other. This process in itself can lead to increased understanding, and change
the perception of reality in both the nurse and the person affected by disease
(Kristensson Uggla, 2014).

PCC is based on seeing human beings as relational, always involved in
interactions and relationships with other persons and always equal as hu-
mans. In PCC, patients are seen as capable partners with the ability and the
will to take responsibility for themselves and for their own life, but also with
an inherent vulnerability which is part of being human and which should not
be regarded only as a weakness (Ricoeur, 1992). A capable person will need
emotional as well as practical care and support from other persons in order
to manage vulnerability in times of hardships. In PCC practice, the aspects
of what constitutes a person and a human as described above, in terms of the
philosophical views, standpoints and characteristics should form the ethical,
moral and practical guidance for all care activities (Kristensson Uggla,
2011).

The foundation of PCC as practised in clinical care is the patient's own
perception of health and illness, and the impact on everyday life. In the clin-
ical encounter, the patient’s story or narrative is the basis for seeing the "per-
son" and not just the patient (Ekman et al., 2011). By listening to the patient’s
story, human resources and opportunities can be identified which can form
the basis of a mutual understanding and a therapeutic partnership. There are
important aspects to assess in the personal story in order to establish a ther-
apeutic relationship and these are the persons own experiences of illness and
health including their personal beliefs, goals, values and preferences for
treatment. Assessment of the person’s health literacy (in example the own
knowledge of how and when search medical advice from healthcare) and
language literacy. Also the knowledge of person’s preferences when it comes
to receiving information of their own health and care and to what extent there
is a social network of i.e. care partners or other persons close and to what
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extent the person wish them to be involved in care (Sharma et al., 2015). The
personal narrative is constantly shaping and changing over time and need to
be assessed and reassessed continuously in the clinical encounters (Sharma
et al., 2015; American Geriatrics Society Expert Panel on Person-Centred
Care, 2016).

The relationship between HCPs and patients is underpinned by central
values such as mutual respect and understanding of the patient's self-esteem
and will (Ekman et al., 2014; American Geriatrics Society Expert Panel on
Person-Centred Care, 2016). The partnership formed through the person-
centred meeting can lead to a joint understanding of how the present situation
is experienced and the needs and resources available. To improve patient
satisfaction with care and the results of interventions and treatments, shared
decision-making is one of the primary goals of PCC. Person’s capabilities
and wishes to engage in shared decision-making can vary but HCPs should
promote involvement in care whenever possible. To enhance the opportuni-
ties for involvement in care HCPs should openly share information about
available alternatives for treatment including risks and benefits in a style and
at a level appropriate to the person’s literacy level. To be easily accessible
for advice and discussion and to consciously work to empower patients to be
involved in decisions (Sharma et al., 2015).

The therapeutic relationship resulting from a patient-centred care ap-
proach can be the foundation for nursing interventions such as writing a per-
sonal care plan. In the care plan, the person's experience of their own life
situation, values and preferences are equally important as the nurses’ evi-
dence and experience-based knowledge of pathophysiology and treatment.
The care plan is documented in the patient file, and will include information
on what was agreed, the goals set and the interventions planned to reach
them. Documentation of the care plan makes it possible to evaluate progress
and revise it if necessary (Ekman, 2014).The provision of PCC nursing care
in clinical practice also include active coordination of care. This includes
education and information sharing to other sevice providers involved in the
person’s care. The care plan should therefore be easily available for the per-
sons themselves and for other HCPs involved in caring for the person. The
goal is to provide seamless support for the person over organisational and
professional borders (American Geriatrics Society Expert Panel on Person-
Centred Care, 2016).

Nine important themes explaining dimensions of PCC were identified in
a recent review of research studies published between 2000 and 2017. These
themes were empathy, respect, engagement, relationship, communication,
shared decision-making, holistic focus, individualised focus and coordinated
care (Hakansson Eklund et al., 2019). These dimensions were also present in
the descriptions of patient-centred care meetings, but the philosophical foun-
dations and goals of patient-centred and person-centred meetings differed.
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Person-centred care focuses on the human being primarily as a person, not a
patient, even in the context of care. The goal is to make life meaningful for
the person, taking into account the whole life situation and not just a func-
tional aspect of life in the context of managing disease (Hakansson Eklund
et al., 2019; Buetow et al., 2016).
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4. RATIONALE

PD is a long-term and degenerative condition which impacts everyday life
for PWPD, CP and their families. Self-management skills are essential in
reducing the impact of the disease, and in maintaining satisfaction with life
and physical and psychological well-being. There is a large knowledge gap
in terms of the importance and effects of non-pharmacological treatments
and interventions which focus on psychosocial strategies and education in
managing the impact of PD for PwPD and CP. Research is therefore
needed to provide a better understanding of the usefulness and outcomes of
these interventions. A better understanding of self-management and of the
factors which facilitate or hinder this process could also be of use in tailor-
ing nursing interventions to support PwPD and CP in their everyday life.

23



Rationale

24



Aims

5. AIMS

The overall purpose of this thesis is to enhance knowledge and understand-
ing of self-management as experienced by PwPD and CP. This includes
improving understanding of the usefulness of the self-management inter-
vention Swedish National Parkinson School (Nationella Parkinsonskolan,
NPS) when provided in clinical care. The thesis will examine its use in sup-
porting PwPD and CP in developing strategies to improve self-management
of disease. It will also explore how reasonable the suggested benefits of the
NPS are in terms of increasing participant’s satisfaction with life and their
ability to manage everyday life. This thesis also elaborate on how nurses
specialising in the care of PwPD and CP can support self-management
within the framework of nursing theory and a person-centred approach.

The specific aims of the studies are as follows:

Study I: To identify and describe experiences valuable for man-
aging daily life after participation in the NPS self-management
intervention.

Study I: To explore the applicability of the “Self- and family
management framework” by Grey and colleagues for PwPD and
their relatives.

Study I1: To assess outcomes of the NPS from the perspective
of the participants using self-reported questionnaires regarding,
e.g., life satisfaction, self-reported health status, emotional well-
being, health directed behaviours, social integration and support.

Study I11: To study whether PwPD and CP implemented the
strategies of self-monitoring included in the self-management in-
tervention NPS and use them in clinical encounters with
healthcare professionals.
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6. METHOD

6.1 Designs

A variety of designs and methods were used in this thesis. The individual
studies were conducted to explore, from different perspectives, the experi-
ences and effects of the NPS programme to support self-management in par-
ticipants (study I-111). An overview of the studies included in this thesis is
presented in Table 1 below.

Table 1:
Overview of the studies included in the thesis: designs, methods and analy-
sis
Study | Study 11 Study 111
Design Qualitative group | Quantitative quasi- | Qualitative observa-
discussion study | experimental tion study with fol-
case-control study | low up interviews
in clinical care
Sample 5 group discus- Intervention group: | 10 PwPD and 3 CP
sions involving 48 PWPD and 30
25PwPD and 17 | cp
CP
Control group: 44
PwPD and 25 CP
Data Audio recordings | Self -reported Observations of rou-
collection | of group- questionnaires ad- | tine clinical visits
discussions ministered before | with treating physi-
durina the final a_nd gfter participa- | cian. 3-15 r_non_ths_
g tion in the NPS (in- | after participation in
NPS session. .
tervention group) | the NPS.
or at 7 weeks
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standard care (con-

trol group)
Data Step I: Inductive | Descriptive Constant compara-
Analysis | thematic analysis | statistical analysis | tive analysis accord-

according to
Braun & Clarke
(2006)

Step I1: Deduc-
tive application of

within and between
groups, using
Mann-Whitney U,
Chi2 and Wilcoxon
signed-ranks tests.

ing to Glaser (1965,
1978)

findings using”
Self- and Family
Management
Framework”
(SFMF Grey,
2015).

The overall results of the thesis:

The results presented in this thesis combine findings of all the studies (I-111)
in order to illustrate the broader meaning and interpret the results as a whole.
The overall results were obtained using a qualitative design, which analysed
data using thematic analysis according to Braun & Clarke (2006). This is
described in detail in the data analysis section.

6.2 Participants and settings

The participants in the studies were PwPD and CP listed in outpatient clinics
at five county and university hospitals. Broad inclusion criteria were gener-
ally used for participants in all studies, so that the results would reflect clin-
ical reality rather than a restricted study selection. Table 2 presents an over-
view of the participants and settings for each separate study (I-111).
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Table 2 :

Overview of participants and study locations included in studies I-I1I

Study | Number of | Study location Age range Gender | Yearssince | Hoehn | Marital Educational
partici- in years (n) diagnosis & Yahr | status n level (n)
ants stage %
s (median) Male/fe | (median) (n)g )
(PwPD/CP) male
I 42 Five outpatient 68-73 PwPD: 3-7 years 1:3 M/LT: PS: 13
25/17 clinics in different - 11/14 as I 13 41 (98% HS: 12
( ) parts of Sweden. (71) op: (4.5) ' (98%) ’
(3 county and two 9/8 9 ub: 17
university hospi- IV: 0
tals)
V:0
147 Five outpatient 1G: 1:3
" clinics in different
(92/55) PwPD 2-7 years 1I: 20 M/LT: PS: 15
parts of Sweden. (5)
IG: 78 :19 |52 (88%) | HS:19
(3 county and two
(48/30) . . .
university hospi- 65-75 19/29 IV: 6 UD:25
CG: 69 tals) - -
(44/25) ) ’
CcP PS: 8
68-77 M/LT: HS: 18
(72) G | == == 34(97%) | UD:22
CG: 3-8 years
PWPD (7) M/LT: PS: 12
64-75 NC 41(85%) | HS:8
(68) 30/14 UD: 15
CcP PS: 5
67-74 M/LT: HS: 7
69
(69) 7/18 | - | - 28 (97%) | UD: 16
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I I I 13 One Swedish uni- 68-79 PwPD: 2-7 years I:2 M/LT: PS: 4
versity hospital 4/5 4.5
(10/3) yhosp (75.5) / 45) ;2 10 (77%) | HS: 6
cP: n: s uD:3
1/2 ’ ’
IvV: 1
V:0
Range is presented in quartiles (q1-q3)
PS = Primary School HS = High school UG = University Degree

IG = Intervention group CG = Control group

NC = Data Not Collected M/LT = Married or Living Together

Study I included participants involved in the NPS programme at five geriat-
ric and neurological outpatient clinics in central and southern Sweden. Both
county and university clinics were represented. There were no inclusion or
exclusion criteria for participation in the study. Participants were enrolled in
the NPS programme and had been selected by staff for participation in the
NPS on a solely clinical basis. The final session of the NPS was audio rec-
orded in its entirety. The session was not in any way modified for the purpose
of this research study, as the aim was to capture the clinical reality and value
of the NPS programme. All group discussions were recorded in a conference
room used for the NPS at the participating clinic. The groups consisted of
the NPS educator and 8-12 participants, involving both PwPD and CP. In
total 42 participants were included in the study. PwPD were mainly in mild
to moderate Hoehn and Yahr stages of the disease, and no one was in stages
IV or V, which designate severe disease (Table 2).

Study Il included participants from five geriatric and neurological outpatient
clinics across Sweden. PD related health, general health status, caregiver
burden, proximal outcomes of self-management education, satisfaction with
life and fatigue were assessed using self-reported questionnaires. A matched
control-group was recruited for comparing findings. Data were collected be-
fore and after participation in the NPS, or before and after seven weeks of
standard care for the control group. Data were compared between and within
groups. A total of 92 PwPD and 55 CP were included in the study (Figure
2). In the NPS group, there were 48 PwPD and 30 CP. The control group
consisted of 44 PwPD and 25 CP. PwPD in the intervention group were
largely in the middle stages of the disease, corresponding to Hoehn & Yahr
stages II-111 (Table 2).
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Intervention Group
70 Persons with PD

<

41 Care Partners

d and willing to participate in
National Parkinson School

Total 132 PwPD 75 Care Partners
asked to participate in study.

Method

Control Group
62 Persons with PD

34 Care Partners

\

Declined participation in study

11 PwPD 6 Care Partners

\

v

Declined participation in study

14 PwPD 5 Care Partners

Baseline assessment
59 PwPD

35 Care Partners

v

\

Baseline assessment
48 PwPD

29 Care Partners

7 weeks National Parkinson School

\

\

7 weeks "standard care”

Post NPS 7 weeks assessments
returned

48 PwPD 30 Care Partners

.

Post 7 weeks standard care
assessments returned

44 PwPD 25 Care Partners

Total number of PwPD and Care
Partners included in study

Analyzed pre and posttest data in
total:

92 PwPD 55 Care Partners

Figure 2: Flow of participants through study II
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Study 111 involved PwPD and CP who had previously been participants in
the NPS programme. Participants were recruited from one geriatric and one
neurological outpatient clinic connected to a university hospital in the south-
ern part of Sweden. In total, 10 PwPD and three CP participated in the study.
Purposeful and consecutive sampling was used. Two PwPD declined to par-
ticipate due to a heavy symptom burden. The length of time which had
passed from participation in the NPS to the time the data were collected var-
ied from three to 15 months. Three geriatricians and five neurologists granted
permission for observing routine patient visits. All PwPD had been familiar
with their physician for some time. Data were collected by observing a stand-
ard clinical consultation with the treating physician in the outpatient clinic.
The follow-up interview with PwPD and CP was conducted directly after the
visit in a separate room. The physician was not present during the follow-up
interview. Participants in this study were mainly in mild to moderate stages
of PD according to Hoehn & Yahr (Table 2).

6.3 Data collection

6.3.1 Group discussions

In study I, the last session of the NPS” My life with Parkinson’s Disease”
was audio-recorded in its entirety. This session is a standard part of the NPS
programme. Under the guidance of the NPS educator, who is also present,
the participants are asked to look back at the contents and techniques dis-
cussed in the previous NPS sessions. The session includes a reflection by
participants on the contents and value of the programme as a whole, and on
whether and how the knowledge and techniques acquired through NPS can
be of use in their everyday lives (table 3). The session was not in any way
modified for the purpose of the study, as the aim was to capture the clinical
reality and value of the NPS programme. Before the start of this session, the
researcher gave some brief information about the purpose and use of the re-
cording and placed a recording device in the room. The researcher then left
the room so that the dynamics and interactions of the group would not be
affected by the researcher being present. Each group discussion lasted about
two hours and generated between 25-40 pages of transcribed text. Data were
collected between August 2015 and June 2016.
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Table 3: Content of session 7 of the NPS “My Life with Parkinson’s Disease”

- Short summary of the contents of the previous six sessions:
1. Introduction to PD and reactions to diagnosis and long-term disease
2. Self-monitoring as a way of enhancing self-knowledge and promoting

change

Stress management

Addressing feelings of depression and anxiety

Communication

Enriching activities — how they can increase satisfaction with life

ook w

- NPS educator introduces questions and promotes discussion:
Which session was the most interesting for you and why?
What has been of most use to you in your everyday life?
Did you discover something new when you did the home assignments and
applied things we discussed in the NPS in your own life?
Have you been able to change anything for the better in your life using the
knowledge from the NPS?

6.3.2 Patient- reported questionnaires

In study I, patient-reported questionnaires were used to collect data, and
these data were then compared to those of a matched control group. The
questionnaires used were both generic and PD-specific. The PD question-
naire (PDQ-8) was only used for PwPD and the Zarit Burden Interview (ZBI)
was used exclusively for CP. To reduce the risk of confounding factors, all
participants were asked to fill in a short form to confirm whether there had
been any changes in their medication, or any outstanding events, which had
made them, feel particularly happy or sad recently. Disease staging accord-
ing Hoehn and Yahr, was also documented for the PwPD in the NPS group
at baseline. Sample size was calculated using G*Power version 3.1.9.4 (Faul
et al., 2007) and estimated from a previous study investigating the minimal
important difference in the PDQ-8 scores (Luo et al., 2009). To detect a sig-
nificant effect at least 35 were needed in each group. To compensate for at-
trition and uncertainties in the estimates, the aim was to include a sample
size twice that number.
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Seven self-reported questionnaires were used in this study.

The PDQ-8 is a PD-specific questionnaire, which assesses perceived PD
related health status (Jenkinson et al., 1997). It consists of eight items sum-
marised into a total score, which is transformed to a 0-100 range, where
higher scores indicate worse health status.

The EQ-5D is a generic instrument with five items, which describe and
assign values to states of health (EuroQoL Group, 1990). It yields a utility
value which represents how each combination of responses has been valued
by representatives of the general population, from 1 (perfect health) to 0
(dead), as well as negative values representing states of health considered
worse than death (Dolan 1995). This study used the experience-based scor-
ing algorithm proposed by Burstrém et al. (2014).

The ZBI (Zarit Burden interview) is a generic scale designed to evaluate
the burden of family caregivers (Zarit & Zarit, 1987). This study used the
12-item short-form of the ZBI (Bédard et al. 2001) previously tested with
caregivers of PwWPD (Hagell et al. 2017). A total score is calculated ranging
from O to 48, where higher scores indicate a greater burden.

The heiQ (Health Education Impact Questionnaire) is a generic instru-
ment designed to evaluate the efficacy of self-management education across
settings for persons with various long-term conditions (Osborne et al., 2007).
The heiQ consists of 40 items across eight domains. Items are scored from 1
(“strongly disagree™) to 4 (“strongly agree”), and total scores within each
domain are also expressed between 1 and 4. Higher scores indicate better
self-management, except for the area “emotional well-being”, where scoring
is reversed. A Swedish version of the heiQ has been evaluated but not spe-
cifically tested with PwPD (Kumlien, 2018). In addition, the heiQ-Program
evaluation questionnaire was used at follow-up. This questionnaire was de-
signed to evaluate participants’ perceived quality of program delivery (Os-
borne et al., 2007). In this study, the heiQ-Programme evaluation question-
naire was extended by adding two questions specific to the NPS. These asked
participants if their expectations of patient education had been fulfilled, and
if the education had improved their understanding of PD.

The LiSat-11 (11-item life satisfaction questionnaire) is a generic in-
strument regarding satisfaction with the current life situation as a whole as
well as within 10 specific areas (Fugl-Meyer et al., 2002). Higher scores in-
dicating greater satisfaction. The questionnaire has previously been used to
assess satisfaction with life in PwPD (Gustafsson et al. 2015; Rosqvist et al.
2017).

The PSF-16 (16-item Parkinson Fatigue Scale) is a PD specific rating
scale for assessing fatigue in PWPD, but it is also considered useful for per-
sons who do not have PD (Brown et al., 2005; Hagell et al., 2012; Nilsson et
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al., 2013). Items are summarised into a total score between 0 and 64, where
higher scores indicate greater fatigue.

Participants that had been invited by HCPs in clinical care to attend the NPS
programme were also contacted by the researcher over the phone with infor-
mation about the study and its purpose. If they were willing to participate
self-reported questionnaires and a background information sheet were sent
by post.

Participants in the intervention group received questionnaires and a
background information sheet, before the start of the NPS. Participants filled
in the questionnaires, which were collected in person by the researcher at the
participating site just before the first session of the NPS programme. Col-
lecting the questionnaires in person gave participants the opportunity to clar-
ify any uncertainties they might have had filling in questionnaires and ask
further questions about the study. After the last session of the NPS, the same
questionnaires were sent to participants as a post-intervention assessment.
Participants filled in the questionnaires in their own homes at a time they
found suitable, but no earlier than one week before the NPS for baseline and
two weeks after the NPS for post-test data.

The control group received written information about the study, and if
they were willing to participate, they filled in the same questionnaires, back-
ground information sheet and the form investigating confounding factors.
Questionnaires were sent to them by post at baseline, and again after 7 weeks
of standard care. Participants were provided with the researcher’s contact
information if they had further questions about the study or the self-reported
questionnaires. Data were collected between 2015 and 2017.

6.3.3 Observation and follow-up interviews

Non-participant observation is valuable as a way of collecting data, and as a
technique for understanding and observing actions, roles, processes and in-
teractions. It allows the researcher to witness these processes directly as they
occur in the intended setting. In interviews, participants can reason and dis-
cuss these things, but observations can study how something is actually done
in practice (Walshe et al., 2011). Observations can highlight disparities be-
tween reported practice and actual practice, and can deepen understanding
of what works in clinical care and what does not. It is of great value in im-
proving understanding of influences on structures and processes, and on the
actions of healthcare staff and patients. This can help evaluate the care de-
livered, which, in turn, can improve the outcomes of care for patients (Hand-
ley et al., 2019).
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The main focus of study Ill was to investigate whether the knowledge
and techniques of self-monitoring and communication introduced and prac-
tised in the NPS programme could be observed in clinical care. These are to
be considered the distal outcomes and benefits suggested by the NPS pro-
gramme to enhance the quality of healthcare. Non-participant observations
of clinical care were chosen as a suitable method for studying this. To com-
plement the researcher’s observations follow up interviews were added
which captured the participant’s experiences in their own words. Routine
standard clinical care encounters were observed between the treating physi-
cian, and PwPD and CP who had been participants in NPS. Participants were
informed observations would focus on the interaction in the clinical encoun-
ter. Participants were contacted by phone and also received written infor-
mation about the study.

A semi- structured observational guide was developed to cover the basic
elements of interaction and practice, as well as the topics of interest related
to the contents of the NPS programme (Table 5). The researcher was guided
by, but not restricted to this document during the observations (Guba & Lin-
coln, 1994). Data were collected through field notes and transcribed as close
to the time of collection as possible. Before the consultation started, partici-
pants were informed once again about the purpose of the study and the two-
part method of data collection. Each observed consultation lasted about 45-
60 minutes. The researcher collected observational data as a silent observer,
taking notes as the clinical encounter unfolded. To reduce the influence on
the interaction between physician and PwPD, the researcher sat in a corner
of the consultation room.

In study I, follow-up interviews were also used to enrich observational
data collected during the clinical encounter between PwPD, CP and the treat-
ing physician. This gave participants an opportunity to express their own
perceptions of the encounter and the feelings about it. A semi-structured in-
terview guide was developed for the purpose, influenced by Kvale (2009),
which contained five questions (Table 4). The interview guide was tested in
a pilot interview and found suitable for use. No revisions were made, and the
pilot interview was included in the study. The researcher asked probing ques-
tions if necessary, to encourage participants to explore their answers. In total,
10 interviews were conducted.

If the care partner was present, the interview was dyadic. Dyadic inter-
views involve interviewing both partners together. This style of interviewing
can be used if the partners have a close relationship to each other, and if the
interaction and collaboration between the partners are of interest to the re-
searcher. In these situations, dyadic interviews can result in richer data and
improved understanding of joint actions and processes. Dyadic interviewing
as a methodology recognises the social and interactional life world of hu-
mans (Caldwell, 2014). Persons constantly interact with others, which helps
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them form their perception of themselves and their life world. For persons
affected by long-term conditions, collaboration with friends and family and
CP is fundamental in coping and handling everyday life.

Dyadic interviews can give participants an opportunity to help each other
in the interview situation, filling in gaps in information of what is told. This
contributes to a joint narrative, which gives the researcher a better under-
standing of the information considered important for the couple, and gives a
better sense of the meaning of what is told (Polak & Green, 2016). The pres-
ence of the other partner can also contribute to a more equal power relation-
ship for participants, making them feel more comfortable in the interview
situation. PwPD can experience problems communicating both verbally and
non-verbally, as rigid muscles can make articulation difficult and can lower
the volume of the voice. In addition, changes in cognition due to PD can
sometimes make it difficult for PwPD to find the words and maintain the
flow of a conversation.

Data were collected through observations and interviews between April
2016 and January 2018. Ten PwPD and three CP were included in this study,
and 10 clinical encounters were observed in total. The length of interviews
ranged from three to 22 minutes, and the majority were about 15 minutes
long. Data were collected three to 15 months after the participation in the
NPS.
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Table 4. Interview guide for study I11

Follow- up interview with PwPD and CP (if present) after ob-

servation of a clinical care encounter.

Interview questions

“Can you please tell me how you experienced the meeting
with the physician? “

- “Did the meeting turn out as you had expected?”

- “Did you prepare yourself in any way before the meeting
with the physician?”

- “What are your feelings now just after the meeting?”’

- “Did you have an opportunity to talk to the physician about
things that are important to you?”

During the interviews the researcher would use probing questions such as:
How do you mean when you say...? Can you please tell me more about...?
Can you give an example? These questions aimed to encourage participants
to go deeper into something they had said. All interviews included in the
study (111) were audio-recorded and then transcribed verbatim before analy-
sis.
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Table 5: Observational guide study 111

Observational guide for clinical consultation with physician

The consultation is observed as a whole —with focus on certain aspects, as
follows:

- Is the PWPD accompanied by a care partner?

- Does the physician invite the PwPD/care partner into the conversa-
tion?

- Are PwPD /care partners actively involved in discussion with the
physician about medical treatment and rehabilitation?

- How long (estimated) do the physician and PwPD/ care partner each
speak?

- Have the PwWPD /care partners brought notes / documentation on
what they wish to discuss with the physician?

- Do PwPD / care partners address non-motor symptoms during the
consultation?

- Is there any evidence that PwPD/care partners have been using self-
monitoring techniques (i.e. registering symptoms or medicine in-
take) prior to the consultation?

- Do PwPD/ care partners mention strategies for relieving stress / anx-
iety and worsening PD symptoms?

- Do the care partners ask for support?

- Are physical activity and rehabilitation discussed?

- Is the future discussed, including strategies for dealing with prob-
lems that may arise?

- How much of the time is spent looking at the medication list /med-
ical record?

- How do the physicians / PwPD / care partners place themselves in
the room?

- Does the physician summarise the conclusions of the consultation,
i.e. what has been decided or adjusted?

- Does the physician invite further questions / discussion from the
PwPD/ care partners?
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6.4 Data analysis and summary of findings (I-11)

6.4.1 Qualitative methods

A variety of qualitative methods were used to analyse data included in this
thesis. Some qualitative methods are mainly used as means of organising
data, finding patterns and describing what is present in data, while others can
also be used to interpret data at a more abstracted and latent level, to discover
underlying meanings and themes. The choice of method is dependent on the
focus and aim of the research question. In this thesis, thematic analysis (study
I and overall analysis of studies), and constant comparative analysis (study
I11) were used. Study | combines inductive and deductive perspectives ap-
plying the findings from the analysis to an existing generic model of self-
management in long-term conditions (Grey, 2006, 2015). Study Il takes an
inductive approach, with no underlying theory to guide analysis.

6.4.1.1 Thematic analysis according to Braun & Clarke

In study I, data were analysed in two steps. First, the transcribed material
was analysed inductively using thematic analysis and following the steps de-
scribed by Braun and Clarke (2006). Thematic analysis is a flexible method
of identifying and analysing patterns within a dataset, but it also allows find-
ings to be interpreted and conclusions to be drawn at a more abstracted level.
The second part of the analysis involved a deductive process, which applied
the inductive findings from step one to the “Self and Family Management
Framework” developed by Grey and colleagues (2006, 2015). This frame-
work identifies the facilitators, barriers and processes involved in self-man-
agement as well as the proximal and distal outcomes of self-management for
individuals, families and society. Thematic analysis was suitable with the
ability to compare findings, and to interpret them further for exploring the
applicability and usefulness of a general model of self-management for
PwPD and their CP.

In the first step of inductive analysis, the transcribed group discussions
were read several times and initial ideas and thoughts were noted. A more
thorough reading of each transcribed group discussion generated initial
codes, which were grouped into tentative themes (Table 6). Throughout the
analysis, the contents of each identified theme were clarified further. The
initial steps of the analysis and the creation of thematic maps were under-
taken by three researchers separately. The results of the individual analysis
were then discussed among the researchers, and this informed the develop-
ment of an initial thematic map with six themes (Figure 3). The initial the-
matic map was then further analysed and the themes were refined. Themes
which described the same phenomenon but from different angles were com-
bined. Three final themes of interest to the research question were identified.
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The three themes are “Exchanging experiences and feeling support”, “Ad-
justment and acceptance of PD for managing daily life” and “Promoting life
satisfaction”. These themes are the final result of the inductive analysis
(study 1). The contents and meanings of the final themes were then verified
and confirmed once again in the body of raw data by actively re-reading the
five transcribed group discussions several times.
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Figure 3:
Initial thematic map with six themes developed during analysis according to
Braun & Clarke (study I)
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Example of data processing from text to theme using thematic analysis ac-
cording to Braun & Clarke 2006 (study I)

Data extract: Coded for: Codes merging to form
themes:
” There was a lot that was con- 1: Knowledge Adjustment and acceptance
firmed and I suddenly realised of PD for managing daily life
. . 2: Symptoms
that... well this has been going on
for quite a while without me 3 : Learning
knowing about it. It was a mo-
4 : Making meaning

ment of clarity for me.”

" | took notice of what you said 1: Cognitive strategy Adjustment and acceptance
last time. That you should put . of PD for managing daily life
. . 2: Sharing
your energy into things that you
are able to achieve and not the 3 : Positive thoughts
things that you cannot do. That’s o Exchanging experiences and
” 4 : Adjusting .
a good strategy! feeling support
5 : Psychosocial re-
sources
" I'm a golf player and I really en- | 1: Activity to promote Adjustment and acceptance
joy it. But then | wonder how long | well-being of PD for managing daily life
| can continue playing. I’'m not as . o
M 2: Physical activity
good anymore
3: Fear of future Promoting life satisfaction
4: Adjusting
5: Emotions
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The second step of analysis was undertaken in a deductive manner. The three
themes retrieved from analysis were then applied deductively to the “Self
and Family Management Framework” by Grey and colleagues (2006, 2015).
This deductive approach was used to test the applicability of the general
framework specifically for PwPD and CP, as this had not been done before.
The themes and descriptions of the contents derived from the inductive anal-
ysis were compared to the model, searching for similarities and differences
to ascertain whether the framework fit the experiences of self-management
and self-management interventions in terms of PwPD and CP attending the
NPS. If applicable, the framework of Grey and colleagues could also be used
to guide research, and to design and improve self-management interventions
such as the NPS for PwPD in the future.

6.4.1.2 Constant comparative analysis according to Glaser

In study, Il transcribed observations and follow-up interviews were ana-
lysed using the constant comparative method as described by Glaser (1965).
Constant comparative analysis (CCA) can be used when the purpose is to
study general social and interactional processes and behaviours rather than
the experiences of individuals. In CCA, researchers take an inductive ap-
proach, and the results develop from evidence contained in the raw data.
CCA is often used as a part of the process of formulating a new theory, fol-
lowing the procedures of Grounded Theory studies, but it can also be applied
separately as a systematic method of gathering and interpreting qualitative
data (Fram, 2013). In study 11l CCA is used in the latter way.

The data were transcribed shortly after they had been collected. They
consisted of field notes on observations of the clinical encounter and the fol-
low up interviews. All data involving the same participant, whether from
observation or interview, were considered as one dataset and analysed as
such. After the transcriptions had been checked for accuracy against the orig-
inal recordings and field notes the transcribed material was distributed con-
tinuously to the other two researchers involved in the analysis. The process
of analysis was continuous, and data were collected and analysed side by
side (Glaser 1978).

Through open-coding procedure, each dataset was read thoroughly to
identify words or phrases relevant to the research question. Relevant parts of
the text were marked and given substantive codes describing the process or
behaviour which was found or expressed (see figure 4 for an example of
substantive coding of field notes).The substantive codes from each dataset
were then compared to the substantive codes of every other dataset. Com-
paring substantive codes clarified patterns and similarities between codes,
enabling categories to be formed and labelled at a more abstracted level (Gla-
ser, 1965).
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The contents of each category were described and the categories were
then compared and checked against each other, against the substantive codes
and back to raw transcriptions of data. This ensured that they were meaning-
ful and fit properly, and that they could be traced back to the raw material
(Glaser, 1965). Three researchers performed these steps in the analysis inde-
pendently.

In the final steps of the analysis, the researchers met to discuss their find-
ings and compare results. By comparing all the categories found by each
researcher using the theoretical coding procedure, the relations between the
categories were clarified and described. This process also resulted in the
identification of an overarching core category.

The overarching core category “Awareness of own abilities strengthens
mutual understanding and communication in the healthcare encounter” is the
essence and meaning of all data analysed and brought together in study Il1.
The core category comprise three subcategories representing important fea-
tures included. These are “Self-observation in everyday life”, “ Self-care ac-
tivities to promote health” and “Managing the emotional impact of PD (study

11).
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The patient replies that she has been feeling well for quite some time now. It is a
good feeling because...

Emotional impact Description of health status

Tt makes me feel like I am myself again!” | have had a mild PD for many years.
Self-image and identity Own perception of the illness

But now | have more trouble with the scoliosis.

Description of progress

“It looks kind of like I have buttoned up my shirt with the fly of my trousers!”
Using humour to describe symptoms/handle situation

Says that she is grateful that at least her back doesn’t cause her pain.

Focusing on what is positive

| try to exercise in some form every day. On the waiting list for back surgery and

want to be in as good a shape as possible before this.

Self-care action Future/goal

Figure 4: Example of open substantial coding in an extract of field notes.
Substantive codes in red text (study I11)

6.4.2 Quantitative Methods

6.4.2.2 Methods of statistical testing for outcomes in and be-
tween groups

In study Il, data from self-assessment questionnaires were analysed using
IBM SPSS version 23 (IBM Corp., Armonk, NY, USA). Because of the or-
dinal nature of the questionnaire data as well as a non-normal distribution
non-parametric tests were used to analyse data (Fowler et al., 2013). Four
separate groups were analysed altogether, PwPD and CP in the NPS inter-
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vention group and PwPD and CP in the control group. Background charac-
teristics in the four groups were presented using descriptive statistics such as
frequencies, percentages, medians and quartile ranges (Petrie & Sabin,
2013).

For the self-reported questionnaires, baseline and follow-up data were
compared and tested for all four groups. The Mann-Whitney U test and Chi?
tests were used to test between-group differences at baseline and follow-up.
To test for within-group changes over time between baseline and follow-up
scores, the Wilcoxon signed-ranks test was used (Petrie & Sabin, 2013). The
level of statistical significance was set at P < 0.05 in all analyses (Kirkwood
& Sterne, 2003). Results show that after participation in the NPS PwPD re-
ported improved self-reported health status on both PDQ-8 and EQ5D. There
were also improvements in two domains of the heiQ; “Constructive Attitudes
and approaches” and “Skill and Technique acquisition”. A trend towards im-
proved scores in the other questionnaires following participation in the NPS
was found, but these failed to reach statistical significance. No improvements
were found in the CP group. The control group, including both PwPD and
CP, exhibited a pattern of deterioration over seven weeks of standard care
with some of the scores reaching significance (study I1).

6.4.3 Overall analysis of studies included in the thesis

The main results in this thesis are the combined findings of all the studies (I-
[11), brought together to form a new whole. The focus of the analysis was to
gain an understanding of the experiences of PwPD and CP in terms of self-
management in everyday life. Analysis adopted a realist semantic approach
to highlight the experiences and meanings of the reality of life as described
by participants. Qualitative thematic analysis, as described by Braun &
Clarke (2006), was found to be a suitable approach. Thematic analysis is
flexible and not tied to a specific theory or philosophy. It can also be applied
to several types of data and combinations of data sources. It is well suited for
applied research carried out in the practical reality of healthcare settings
(Braun & Clarke, 2014).

The author of the thesis personally analysed and interpreted the findings
by following the six steps of thematic analysis and thel5-point checklist of
criteria for good thematic analysis (Braun & Clarke, 2006). An inductive
approach was taken with no pre-existing framework or hypothesis guiding
the analysis, so that analysis remained close to, and reflected the actual words
and experiences the participants expressed in the studies.

During the analysis, the findings of all three studies were first read sev-
eral times, and notes were taken of initial thoughts about the contents of the
body of data as a whole. The next step involved coding data of interest in
each study, to explore the specific focus of analysis, i.e. self-management of
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PwPD and CP. The codes were then compared and related codes were sorted
into broader themes. Initially six themes (see figure 5) were identified but
after these were refined, some themes were combined, as they were found to
describe different angles of the same phenomenon. The final themes were
named, and the contents of each theme were described in a short text to sum-
marise them. Naming and conceptualising themes helps to interpret and un-
derstand their meanings as well as their relationships to one other. The final
themes were checked against the initial codes and the original text of the full
dataset, to confirm that they fit and could be identified in the initial data. The
final thematic map consisted of three related but separate themes describing
self-management in everyday life from the perspective of PwPD and CP
(Figure 6). This final thematic map, illustrated by figure 6, is the combined
result of all studies included in this thesis, and is presented and further ex-
plained in the results section.

Strategies to handle
everyday activites

Strategies to communicate

Gaining knowledge
needs asymptoms

Patient education NPS

Being diagnosed with PD
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Figure 5:
Initial thematic map which forms part of the analysis of the overall findings
of study I-I1I in the thesis
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7. ETHICAL CONSIDERATIONS

All studies included in this thesis were conducted according to the ethical
guidelines established by the World Medical Association in the Declaration
of Helsinki (WMA, 2013). Permission to conduct the studies was also ob-
tained from the regional ethical review board (EPN) in Linkdping (Reg. no.
2014/497-31, 2015/458-32, 2016/166-32, 2017/264-32). As a nurse and re-
searcher designing the studies included in this thesis, the author constantly
reflected on the three ethical principles, autonomy, (which involves respect
for persons), beneficence and justice, as stated in the Belmont report (US
department of health and human services, 1979). These ethical principles
guided the research work throughout the studies (Judkins-Cohn et al.,
2014).

Before data were collected, written permission was obtained from the
heads of the participating clinics. All participants in the studies was pro-
vided with oral as well as written information about the study, except for
the control group in study Il who only received written information about
the study. Written information used ordinary language, with no complex
medical or research terminology to promote understanding (Tamariz,
2013). This followed the guidelines for this type of information stated in
the Swedish law of research ethics concerning humans (Lag 2003:460).

All participants (studies I-111) were informed that participation was
completely voluntary, and could be cancelled at any time without having to
state reasons for doing so (WMA, 2013). They were also provided with
contact information including a phone number for the researcher and were
encouraged to contact the researcher if they had any questions or concerns
about the purpose or design of the study, or if they wished to withdraw
their consent to participate .

For studies Il and 111, oral and written consent were obtained from all
participants, with the exception of the control group in study II, where only
written consent was obtained. For study I, only oral consent was obtained
from the participants for collecting data through audio-recorded group dis-
cussions. They were informed that results would be presented at a group
level and that no individuals would be able to be identified in the transcrip-
tion of data or in the presentation of results. They were also offered the op-
portunity to decline to participate in the study.

In study I, participants in the control group received a 50 SEK voucher
for a convenience store for taking the time to participate. This was consid-
ered to be an appropriate amount as an incentive to participate without be-
ing considered unethical coercion (Resnik, 2019). No other incentive for
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participation was offered for the intervention group in study Il or the other
studies (I, 11).

Many PwPD experience cognitive as well as communicative challenges
as the disease progresses. This makes them a particularly vulnerable group,
and this was taken into account when asked to participate in the studies
(Levine et al., 2004; WMA, 2013). Dyadic interviews and collecting data in
the presence of a CP can strengthen personal integrity, as the CP can sup-
port and help in these situations if necessary. Another strategy for reducing
stress and easing strain for both PwPD and CP involves giving participants
the opportunity to take part in data collection in their home environment
when possible.

Participants can find data collection through self-reported question-
naires a burden if questionnaires are too lengthy or if the same study issues
several questionnaires (Andresen, 2000). Participants often have to fill in
guestionnaires twice to provide baseline and follow-up data. This was
borne in mind in designing study Il and questionnaires were chosen care-
fully to limit the burden of the package as a whole.

All collected data were coded, and transcriptions contained no personal
information. The encoding lists and raw data were only accessible to the
author, and were stored in separate locked cabinets. All findings are pre-
sented in a way, which makes it impossible to trace the information back to
the individual participants. All personal data were processed according to
the General Data Protection Regulation (EU) 2016/679.
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8. RESULTS

8.1 Persons’ efforts and struggles to accept, manage
and adjust to everyday life with PD

The results of this thesis are the overall findings from studies I-111 and de-
scribe the efforts of persons in terms of accepting, managing and adjusting
to everyday life with PD, as well as the process they followed to do so. This
includes their experiences as participants in the NPS programme, offered in
clinical care as a way of supporting them in this process. The findings are
summarised in three separate, but related themes: A changed reality, Finding
a new path and The companions. The contents of each theme is described
with examples from the original studies.

8.1.1 A changed reality

Being diagnosed with PD is a life-altering experience. For many, receiving
notice of a progressive neurological disease comes as a shock. It changes the
basic conditions, foundations and expectations of life and the future for
PwPD, CP and their family. Accepting PD as a part of life is a gradual pro-
cess. Both PwPD and CP describe experiencing all kinds of emotions rang-
ing from denial and anger to sadness and hopelessness in the time following
diagnosis (study ).

As PD is a progressive disease, and medical treatment is only sympto-
matic, PwPD and CP know that over time the burden of symptoms will in-
crease. The worries and fears concerning how rapidly symptoms will pro-
gress and whether they will affect mental and cognitive abilities are a burden
(studies I, I1). For PwPD who have already been living with the diagnosis
for several years, the impact of the disease has already forced them to adjust
their lives and the activities they used to enjoy. Participants in the studies
worried that they would eventually have to give up these activities altogether
(study I11). They also noted that PD had taken over their life completely. All
that was left was to try to handle and cope with the disease throughout the
day and night, and this left no room for anything else (study I11). The uncer-
tainty of what life would be like in the future was difficult for PwPD to ac-
cept and handle (studies I, I11). PwPD also shared how new or progressing
symptoms would sometimes throw them back into a new crisis, involving
feelings of not being in control. This reaction to new symptoms affecting
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their everyday life was experienced as similar to the initial shock at diagno-
sis, but in most cases was not as articulated or lengthy (study I).

Some participants felt that PD had changed their feelings about them-
selves, their personal identity, and how they viewed themselves. Many had
noticed these changes not just on a psychological level but also on a more
distinct level. They found they were less tolerant of stressful situations which
occurred in everyday life, and that their thoughts and actions were noticeably
less flexible. This reduced flexibility was a result of PwPD now having to
focus on one thing at a time, and being less capable of doing several activities
simultaneously. They also found it challenging to be in environments with
lots of stimuli (study I11).

Speaking openly about the disease was one way in which PwPD started
to process the new situation in terms of accepting the disease as a part of
their life. Participants noted that the information they shared was depended
on the situation and who was asking. They had both good and bad experi-
ences of how speaking openly about PD affected the way other persons in
society viewed them. In some cases, other persons were more tolerant and
helpful when they knew about the disease. In other cases, they pitied the
person with PD or were uncertain about how to act around them. It was ex-
perienced as a stigma of “being ill” (study I).

To make life more comfortable, and to ease the strain of their own life
situation both PwPD and CP used upward and downward social compari-
sons. Downward comparisons included expressions like, “there is always
someone worse off than me”. Upward social comparisons included mention-
ing the good medical treatments available nowadays to ease the symptoms
of the disease and how these have been developed and improved in recent
years. Participants also expressed how grateful they were that, although PD
is a long-term condition, it is not fatal, and there are other diseases with a
much worse prognosis. Meeting and talking to other PwPD who had already
lived with the disease for many years and were still living good and fulfilling
lives, was encouraging and helpful in the process of handling difficult emo-
tions (studies I, I11).

8.1.2 Finding a new path

After the initial shock, most PWPD and CP slowly started to find a more
balanced way to handle life under the new circumstances. They started to
look to the future and plan for it, moving forward in life with a new outlook
on their reality (study ). The ability of PwPD to handle disease involves a
number of interlocking inner personal factors, such as motivation and belief.
However, it is also greatly dependent on, and influenced by environmental
factors, including social support, attitudes in society and healthcare re-
sources. Environmental conditions can either support or hinder self-care, and
are closely linked to the ability to manage disease (studies I-111).
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When PwPD and CP began to accept, or at least acknowledge, the new
life situation they were also ready and willing to find ways of handling it and
reducing the impact and disruption PD had brought to their everyday life
(studies I-111). Many felt the need to acquire new knowledge about Parkin-
son's disease and its symptoms in order to relate to the new life situation
(studies I-111). Improved knowledge of PD included the treatments available
and also keeping updated on the latest research made them feel more in con-
trol of their lives. Information was gathered from books and a number of
internet sources such as patient organisations, internet discussion forums and
information provided by HCPs (studies I, I11).

In this thesis, data were collected from PwPD and CP who were, or had
previously been, participants in the NPS self-management programme. The
NPS is an intervention which provides PwPD and CP with knowledge and
techniques they might find useful in the process of finding a new path in life
(studies I - 111). Through analysis of the data, a number of strategies used by
participants to handle everyday life with PD were revealed. The NPS pro-
vides support in introducing and practising techniques of self-monitoring, as
a way improving self-awareness and evaluation of symptoms and medica-
tion. Learning these techniques was particularly valuable for PwPD and CP
who had been diagnosed fairly recently, and who where seeking a construc-
tive way of dealing with PD in everyday life (studies I-111). One strategy used
by participants in the NPS was to think through situations known to cause
stress and worry, and to make a plan of action on how to handle this situation
the next time it occurred, so that they felt more prepared and in control of the
situation (study ).

After taking part in the NPS, PwPD and CP continued to use strategies
of self-observation and symptom registration in their everyday lives. Study
111 showed that PwPD and CP had adopted strategies of self-monitoring and
self-observation, and had incorporated the use of these techniques into their
everyday routines to improve their self-awareness (study I11). PwPD and CP
also used self-observation as a way of explaining and describing their health
status and needs in clinical encounters with treating physicians (study IlI).
For more experienced PwPD, the self-monitoring strategies introduced in the
NPS were not new. As a part of their experience of living many years with
PD, they had already developed strategies similar to self-monitoring such as
keeping a journal to improve their understanding of their symptoms and the
effects of PD treatment (study I).

Being an active participant in one’s own life is considered crucial to
maintaining a balance of both body and mind, and is discussed in the NPS.
Participants’ activities towards maintaining this balance included physical,
mental, cultural or spiritual pursuits. Focusing on activities that were enjoy-
able to them promoted feelings of happiness, and prevented them from wor-
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rying or feeling hopeless and sad (studies I, I11). What is considered enjoya-
ble differs considerably between persons, but participants in the NPS noted
that they often enjoyed spending time with family and friends, being out in
a natural environment, walking in the woods or gardening. Creative activities
were enjoyed by many and included painting, cooking and singing (studies
[, ).

Physical activities were undertaken partly because they were enjoyable,
but also because they were heavily promoted by HCPs as a way of maintain-
ing muscular strength, balance and motor functions. This was discussed ex-
tensively by participants in the NPS (study 1), and was also recognised as a
strategy they maintained after the programme to promote health and well-
being (study I11). PwPD themselves recognised that engaging in physical ac-
tivity was a way of improving their long-term prognosis, and they prioritised
it as a way to handle PD and not letting the disease control their life (studies
I-111). Both PWPD and CP noticed the clearly positive effects of physical
training and exercise for both body and mind. Regular appointments with a
physiotherapist were common, as were other physical activities such as cy-
cling, walking and swimming (studies I, I11). Activities undertaken in a group
were motivating, and had the added benefit of social interaction with other
persons (study I). Barriers to engaging in physical activities included lack of
motivation, but also physical difficulties i.e. pain or severely impaired bal-
ance for some, which made training difficult (studies I, I11).

Common activities of everyday life such as dressing, eating and being
able to perform physical tasks are all affected by PD in one way or another.
PwPD engaged in a number of self-care strategies which adapted how they
carried out these activities in order to remain independent in everyday life
(studies I, 111). Many self-care strategies involved food and medication, and
were an attempt to ensure that these did not interfere with one another, oth-
erwise they could be less effective leading to reduced symptom control
(study I11). A strategy for remembering when to take medication involved
activating the alarm function on their smartphone, so that it rang to remind
them. Strategies for swallowing medication more safely included taking pills
with yoghurt instead of water, to avoid the risk of swallowing badly. Partic-
ipants were aware of the risk of obstipation as a result of PD, so they ad-
dressed this consuming laxative foods, and drinking more water and coffee
(study I11). As there is a risk of orthostatic hypotension some PwPD had their
own blood pressure monitors to check blood pressure regularly at home. Aids
and techniques were frequently used for managing tasks which were chal-
lenging due to motor difficulties such as turning in bed or putting on socks
(study 111).

The NPS promotes a psychological self-care strategy of keeping a posi-
tive mind-set, not letting PD control their lives, and maintaining a belief that
a good future is possible. Participants found this to be very helpful (study I,
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I1) but it was not always easy to achieve at times when the disease was more
evident in their everyday lives (study I11). However both a generic (EQ5-D)
and PD specific questionnaire (PDQ-8) indicated significant improvements
in self-assessed health status in PwPD who had attended the NPS programme
(study I1). In summary, the strategies and activities PwPD developed as a
result of the NPS, in terms of managing life with PD supported them in find-
ing a new path in life, strengthened their feelings of regaining control letting
PD dictate their lives. These changes were not replicated in a matched con-
trol group after 7 weeks of standard care, which did not involve participation
in the NPS programme (study II). This lead to the conclusion that the NPS
programme had mediated improved scores, resulting in greater knowledge
of self-management techniques and adopting constructive attitudes in terms
of handling everyday life with PD (study I1).

8.1.3 The companions

Adjusting to and managing PD is a process, which involves more than the
person affected by the condition. The ability to self-manage and handle PD
is influenced by interactions with other persons in their social context, such
as family, friends and HCP, and also how these persons react (studies I, 111).
These persons can be seen as “companions” on the path towards self-man-
agement, and can either promote or hinder the development of these skills in
PwPD (studies I, I11). Participants had experienced both supportive and stig-
matising attitudes and reactions from other persons in response to PD (study
). Feeling supported by family and friends is comforting, and eases the psy-
chological strain of disease for both PwPD and CP (study I). Study | found
that support from family and friends was even more important in enabling
PwPD to engage in positive self-management than it was in comparison to a
general model explaining self-management in persons with long-term con-
ditions (study ).

Persons with close relationships to PwPD, like CP or other family mem-
bers, also needed to be able to accept and handle the situation if they were to
support the person affected by PD in their everyday life (studies I, 111 ). Hav-
ing support helped make the adjustment easier for the person affected by PD
(studies I, 111). The person closest to the PWPD, in many cases a spouse,
often steps into the role of CP. CPs viewed managing the impact of PD on
everyday life as a shared mission, and not just the concern of the person af-
fected with PD (studies I, 111). This approach was described beneficial for
well-being and satisfaction with life for them both (study I). The support
given by CP to PwPD was evident in many areas of everyday life, including
participating in visits with healthcare services, providing motivation and sup-
port in physical exercise and following the medical regimen (study I11). CP
expressed a wish to learn strategies and methods for supporting their partner
and for promoting healthy behaviour and well-being (study I).
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The amount of support needed and provided by a CP gradually increases
as the disease progresses, as does the emotional impact of dealing with ad-
vancing disease in a loved one. CPs expressed a wish to discuss their role
with others in the same situation, in order to support each other and give
advice on how to handle situations in life brought about by PD (study I). This
interaction with others can serve as support for CPs to manage their situation
and help them feel less isolated (study I).

The NPS self-management programme is designed as a dyadic interven-
tion for supporting both PwPD and CP. The participants considered the dy-
adic design to be beneficial (study I). They felt that receiving the same in-
formation and knowledge would lead to a joint understanding of PD and its
related symptoms, and that it would serve as common ground for PwPD and
CP to manage their life together more effectively (studies I, 11). The NPS
group format also provided an opportunity to meet with others in the same
situation. This was valued highly by both PwPD and CP, and served as a
source of emotional support as well as sharing practical advice (study I).
Meeting others in the same situation gave them hope for the future, promoted
positive thinking and made them feel less isolated and alone (study I). For
participants who had already lived with PD as a part of their lives for many
years, this social interaction was the most appreciated aspect of the NPS in-
tervention (study I). Although study Il, using self-reported questionnaires to
evaluate the effects of the NPS programme, did not show any statistical proof
of improvements or benefits for CP, the qualitative studies exploring the CP
experience (study I) as well as the NPS program evaluation in study Il indi-
cated benefits for the CP.

Even though close family, friends and particularly CP are the most im-
portant in terms of managing the symtoms of PD on a daily basis, interactions
with, and support from HCP also promote positive self-management (study
[11). PWPD and CP often turn to HCP for medical information and advice
about PD and treatments. HCP, on the other hand, encourage PwPD and CP
to explain symptoms and experiences of life with PD in their own word in
order to gain a deeper understanding of symptoms and their impact (study
I11). PwPD and CP felt reassured when sufficient time was allocated in clin-
ical appointments for them to tell about life with PD, and it made them feel
that their story is important (study I11). This trust, mutual understanding and
exchange of information can develop and promote joint collaboration and
decision making in clinical care (study I11).

Interventions for supporting and teaching self-management strategies to
PwPD and CP can include educational programs such as the NPS (studies I,
I1). The outcomes of interventions like these can have positive effects for the
participants in terms of improving their ability handle everyday life (studies
I, 1), but can also be of great value for the outcomes of healthcare encounters
(study 111). Knowledge and practice of techniques for self-management and
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self-observation can enhance the ability of PwPD and CP to communicate
symptoms, health status and needs to HCP, thereby improving mutual un-
derstanding of the situation and the outcomes of clinical care (study I11).

A changed

reality

Management of everyday life

with PD
Figure 6:
Model of the overall results of thesis. Three major themes developed through
thematic analysis of studies I-111. The themes are viewed as building blocks

involved in the process towards management of everyday life with PD.
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9. DISCUSSION

9.1 Discussion of the results

This thesis focuses on self-management of PD in everyday life for PwPD
and CP. The results deepen knowledge of the process towards self-manage-
ment, as well as factors which support or hinder it. The studies also describe
the experiences and effects of the NPS programme including its usefulness
to both participants and healthcare when it is offered as a part of clinical care.

9.1.1 The process of accepting, managing and adjusting to PD in
everyday life

The qualitative studies included in this thesis (I, Il1) provided rich infor-
mation on how PwPD and CP experienced life with PD, and the strategies
they used to handle the impact of disease on their everyday life. Being diag-
nosed with PD was described as life changing, to the point of affecting the
personal identity of PwPD (A changed reality). The new role of being “some-
one with a disease” and ““a patient in need of care” was not in line with the
way they perceived themselves. This sudden change in identity, and the dis-
sonance brought by the disease, have been described as “illness-identity” in
several studies related to persons with long-term conditions (Helgeson &
Zajdel, 2017; Charmaz, 1995; Oris et al., 2018; Maffoni et al., 2019). Fur-
thermore, in close relationships, shared identity and roles need to be rede-
fined (Roger & Medved, 2010; Mosely et al., 2017). PwPD will be able to
function better both physically and psychologically if they develop the abil-
ity to integrate the new conditions brought on by the disease and ultimately
incorporate them into their personal identity (Campbell et al., 2003; Morea
et al., 2008; Oris et al., 2018). This thesis identified that PwPD experienced
changes in their identity and sense of self at time of diagnosis (A changed
reality). Results also confirmed the importance of incorporating and accept-
ing the new situation, in order to be able to continue with a new outlook on
life (Finding a new path). The challenges of accepting the changed situation
in life for PWPD have also been identified in previous studies (Sjédahl-Ham-
marlund et al., 2018; Maffoni et al., 2019).

PwPD not only noted changes in the psychological perception of them-
selves, but also the changes in other, more tangible personality traits. For
example, participants mentioned being less tolerant of stressful situations,
less flexible and less able to shift focus. They also noted that they were more
likely to be emotional due to the pathophysiological impact of the disease (A
changed reality). This has been found in other studies on PwPD and may be
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connected to the biological changes in the brain brought about by the patho-
physiology of the disease (Sjodahl-Hammarlund et al., 2018; Kudlicka et al.,
2011).

As PD is a progressive disease, any worsening of symptoms can throw
PwPD into a minor crisis, where they feel a loss of control and difficulties
managing the new situation (A changed reality). This unpredictability and
uncertainty in the progress of the disease and its symptoms, and the impact
on life ahead, were considered some of the hardest aspects of dealing with
PD (A changed reality). The unpredictability of symptoms and how they will
affect everyday life as well as the uncertainty in terms of fear of the future
have also been reported as major concerns of both PwPD and CP in previous
studies (Haahr et al., 2011; Sjédahl-Hammarlund et al., 2018; McLaughlin
et al., 2011; Habermann & Shin, 2017). The unpredictability and rapid
change of symptoms, partly due to fluctuating responses to drugs, is unique
to PD and raises special concerns in terms of managing of everyday situa-
tions compared to other long-term conditions. Daily and rapidly occurring
changes in PD symptoms, as well as medication intake and its effects, are
major sources of uncertainty. Not being able to trust their body or handle
everyday situations due the fluctuating symptoms and effect of medication
is a major challenge for PwPD and CP (Ravenek et al., 2017; Thordardottir
etal., 2014).

The support of family and friends is crucial for persons with long-term
conditions in terms of managing both the psychological and instrumental as-
pects of disease (Helgeson & Zajdel, 2017; Grey et al., 2015). The results of
this thesis highlight that this is also true for PwPD, where participants con-
sidered support and interaction with other persons close to them to be vital
(The companions). In fact, several other studies suggest that social support
is one of the most influential factors in managing and living well with PD
(Lim et al., 2019; Ambrosio et al., 2019). The results of this thesis also seem
to support this. Comparison with a general model of self-management high-
lighted that family and friends were of major importance to PwPD and CP
in terms of accepting disease (Grey et al., 2015), and it was suggested as a
factor to be added as an activating resource for PwPD (The companions).

PwPD often have a person close to them who function as their main CP,
and this is often a spouse (The companions). The concept of being a CP in-
corporates a view that managing the impact of disease in everyday life is a
shared task and responsibility, and not just the concern of the person affected
(Bennett et al., 2017). A CP needs to be able to accept PD as part of a shared
life. This approach was reflected continuously throughout the studies (The
companions) as there were copious examples of the involvement and support
given by CP to their spouse. They had to come to terms with the fact that life
with PD would impact both of them, not just only the person with the condi-
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tion (Theed et al., 2017; Roger & Medved, 2010). Accepting this, recognis-
ing themselves in the role of CP can be challenging (Berger et al., 2019; Tan
et al., 2012). CP are forced to reconsider their personal identity, as well as
the identity of them both as a couple as a result of the new conditions brought
on by disease (Roger & Medved, 2010; Mosely et al., 2017).

9.1.2 PDNS nursing support for PwPD and CP

Living with PD is not easy. For both PwPD and CP, the knowledge that they
are faced with a long-term, progressing and incurable disease is a burden, as
are the physical and mental symptoms they have to confront. PwPD and CP
considered support vital not only from family, friends and peers but also
from HCP in terms of managing with the disease and the treatments involved
(The companions).

A previous study identified that several important features and compe-
tencies are needed to provide good nursing support for PwPD and CP
(Hellgvist & Berterd, 2015). PDNS often function as the main contact and
link to healthcare services. A PDNS assessment of PwPD in terms of symp-
toms and healthcare needs initiates referral and collaboration with the other
members of the MDT (Pedersen et al., 2017; Hellgvist & Berterd, 2015).
Easy access to PDNS services was considered very important, and continuity
of contact with the same PDNS over an extended period of time was consid-
ered to develop feelings of trust and ease worries about the future for PwPD
and CP (Hellqgvist & Bertero, 2015; Vlaanderen et al., 2019; van der Eijk et
al., 2011). This is also identified in this thesis, where intrapersonal meetings
and easy access to care were highlighted as important for the quality of care.
They were seen to promote mutual feelings of trust as a basis for forming the
therapeutic relationship required to provide high-quality care (The compan-
ions).

Providing emotional support and reassurance is considered one of the
most important aspects of PDNS work throughout the entire disease trajec-
tory. PwWPD and CP felt cared for when PDNS took a personal approach,
showed a genuine interest in the persons and their lives, and addressed them
by names (Hellgvist & Berterd, 2015). Emotional support could involve lis-
tening to the concerns and worries expressed by PwPD and CP (The com-
panions), and providing hope that a good life is possible even with PD (Find-
ing a new path, The companions). Helping PwPD and CP set new goals in
life and promoting a positive outlook were considered important aspects of
emotional support (Finding a new path, The companions). Emotional support
and the opportunity to speak about the future in clinical encounters with HPC
have been identified as major needs and wishes of PwPD and CP (Vlaan-
deren et al., 2019; Van der Eijk et al. 2011; Kleiner-Fisman et al., 2013).
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Emotional support from PDNS should be targeted towards instilling courage
in PWPD and CP, and boosting their feelings of self-efficacy. As several
studies have pointed out, alongside social support, self-efficacy seems to be
the most influential factor in self-management and satisfaction with life for
both PwPD and CP (Rosqvist et al., 2017; Ambrosio et al., 2019; Chenoweth
et al., 2008).

PwPD and CP tend to turn to HCP for advice on how to handle symp-
toms and to learn more about the disease and medication (Schwartz et al.,
2019; Vlaanderen et al. 2019). To help strengthen PwPD and CP self-effi-
cacy to manage PD effectively in everyday life, PDNS support includes
providing medical information about PD (Lennaerts et al., 2017; Parkinson’s
UK, 2016). In-depth factual knowledge about PD and treatment, as well as
extensive experience in meeting and supporting PwPD and CP are consid-
ered vital for PDNS in terms of providing the support needed (Hellgvist &
Berterd, 2015). PwPD and CP considered that turning to healthcare for med-
ical information and advice was an important self-management strategy.
Moreover, PWPD and CP felt that advice and knowledge provided by HCP
were reliable (Finding a new path, The companions). Better knowledge of
the symptoms and progression of the disease and of how treatments works,
can reduce feelings of uncertainty and loss of control, and can strengthen the
self-efficacy of both PwPD and CP to handle PD in everyday life (Cheno-
weth et al., 2008; Navarta-Sanchez et al., 2017; Lee et al., 2019).

9.1.3 Self-management interventions in clinical care to support
PwPD and CP

With appropriate self-management support, PwPD are rarely in need of in-
patient care. PwPD and CP manage the disease by themselves at home, as
part of everyday life. Accordingly, support and interventions provided by
healthcare professionals take place almost entirely in outpatient care. The
vital provision of medical information and education by PDNS has been dis-
cussed above. SMI is an approach which offers support in management of
disease in everyday life and includes an educational element.

SMis are educational interventions, which specifically aim to enhance
the ability of participants to manage disease themselves. Techniques in SMIs
often include goal-setting, self-monitoring of symptoms, problem-solving
and action planning. SMls potentially support PwPD and CP in managing
everyday life with PD, boosting their self-efficacy and enhancing feelings of
satisfaction with life (Finding a new path).

The studies included in this thesis considered different aspects and out-
comes of the NPS self-management programme. The NPS is considered to
be an SMI involving self-monitoring techniques and strategies to manage
symptoms of PD in everyday life. It is provided in a small group format.
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Participation in the NPS was seen as beneficial by participants (Finding a
new path). Learning and practicing cognitive techniques like self-monitoring
through the NPS helped participants to improve how they communicated
their symptoms and needs in clinical consultations. Results show that PwPD
and CP incorporated these strategies effectively into their lives after partici-
pating in the NPS (Finding a new path). This can lead to active involvement
and shared decision-making in clinical care encounters (The companions).
Persons who are actively engaged in their own care have been shown to be
more satisfied with the care provided and more likely to adhere to medical
advice and treatment plans (Schwartz et al., 2019; Eygelshoven et al., 2017;
Van der Eijk et al., 2013).

To adopt and practise strategies of self-management, persons need the
cognitive abilities involved in setting goals and deciding on strategies for
achieving them. They need to be able to monitor the progression of the dis-
ease and adjust plans to changing circumstances (Burgess & Alderman,
2004). The fact that PD involves changes in cognitive function can some-
times make it hard for PwPD to achieve these aspects. This must be acknowl-
edged, and self-monitoring techniques should therefore be introduced to CP
as well, to allow them to support PwWPD. In other words, dyadic approaches
should be considered. Given the increased risk of cognitive difficulties, SMls
like the NPS, should possibly be offered to PwWPD and CP in the early or
middle stages of the disease. Most of the participants in the studies were in
the mild or moderate Hoehn & Yahr stages. Although cognitive function is
an important factor in self- management ability, other aspects are equally
important to a successful outcome, such as personality, emotions, motiva-
tion, and awareness (Stuss & Alexander, 2000). The results of this thesis
showed that an active engagement in life (Finding a new path) and positive
outlook on life (Finding a new path) were used as strategies by participants,
and were considered helpful.

As previous research has pointed out, PwPD and CP consider the sup-
port of friends and family one of the most important factors for satisfaction
with life (Pappa et al., 2017; Lim et al., 2019; Ambrosio et al., 2018). The
NPS is delivered as a dyadic intervention to support both PwPD and CP. This
approach was valued by both CP and PwPD, who noted the benefits of a
better joint understanding of PD and their current situation. It gave them the
opportunity to continue talking about the disease and their joint efforts to
handle life on a daily basis (The companions). A review of SMI has high-
lighted the need for more dyadic interventions for PwPD and CP, as it re-
vealed that this approach had not been commonly adopted (Kessler & Liddy,
2017). This is surprising, as the importance of CP support for PwPD is well
known. Meeting others in the same situation has also been highlighted as
valuable for persons with long-term conditions in general not just PwPD and
their CP (Kessler & Liddy, 2017; Beaudet et al., 2015; Pappa et al., 2017).
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The NPS programme provides an opportunity to meet others living with PD,
and also enhances social support through the dyadic approach (Finding a new
path, The companions).

Another factor influencing persons abilities to handle life with PD is
whether they themselves believe that they can manage the situation (Lim et
al., 2019; Chenoweth et al., 2008). This is referred to as self-efficacy. Self-
efficacy can be stimulated by previous experience of managing successfully,
but also through positive role models. Participants in the NPS described how
they saw positive role models when they met other participants who where
still living good and fulfilling lives after living with the disease for many
years (The companions). Participants in the NPS also tended to make com-
parisons with their own life, suggesting that PD was not so bad, and was not,
after all, a fatal disease. These narratives of “there’s always someone who's
worse off” were used to ease the strain in their own life-situation (A changed
reality). These kinds of upward and downward social comparison have also
been recognised in PwPD and other populations with long-term conditions
as an emotional strategy to boost hope and feel better about their own situa-
tion (Sjodahl- Hammarlund et al., 2018).

In conclusion, SMIs for PwPD and CP seem to result in the same posi-
tive outcomes as have been demonstrated in other groups of persons with
long-term conditions, and should be offered in clinical care to support han-
dling of PD in a positive way in everyday life. PwPD themselves have high-
lighted that support in self-management, and practical advice and strategies
for managing symptoms in everyday life, constitute unmet needs in terms of
their care (Kleiner-Fisman et al., 2013; Vlaanderen et al., 2019). The NPS
was found to be useful and was appreciated by both PwPD and CP. It is
therefore suitable to be used in clinical care. Although this type of interven-
tion will not suit everyone’s needs in terms of self-management, or fit with
all approaches, it should be offered by PDNS as part of their support to PwPD
and CP. However other forms and types support for PwPD and CP to handle
disease should also be available and included in PDNS work. Interventions
focusing more on social interactions and peer support might be more suitable
for CP and PwPD in more advanced stages, who have already lived with the
condition for many years, or for those with cognitive difficulties.
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9.2 Applying the theoretical framework

PwPD and CP consider the support of HCP important and valuable in their
efforts to find strategies for maintaining a satisfaction in life also with PD. A
PDNS is often the main contact for PwPD and CP, and makes nursing sup-
port easily available and accessible to them. The PDNS approach not only
considers the medical issues but tries to see to the “whole picture” in terms
of supporting and improving management and life satisfaction for PwPD and
CP. The overall mission for PDNS working in outpatient care is to support
self-management of PD in both PwPD and CP throughout the disease trajec-
tory. Adjusting nursing support and advice to meet the needs of the unique
persons and in their personal context and entire life situation is key (Hellgvist
& Berterg, 2015).

To explore further how the results of this thesis can be of use for PDNS
working in clinical practice, the results are now discussed in relation to the
theoretical nursing framework of Dorothea Orem and the philosophical and
theoretical assumptions of PCC. A proposed model is presented below,
which represents PDNS support within an outpatient care setting. This can
serve as a guide for nurses working in the field in terms of applying the re-
sults in clinical practice.
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i.e. self-management interventions like NPS or other

Clinical encounter in
supporting and educational
inter-personal nursing system

Patient
with PD

Need of Nursing RT
self-care deficit
related to PD

Self-care agency

Self-care deficit
related to PD

Nursing agency

Trust,

collaboration,
Nurse partnership, Patient
narrative, &

&

Person

mutual
understanding

Person

Self-care requisites

Care
partner

Self-care deficit
related to PD

‘...

Care
partner
&

person

Dyadic/relational
self-care agency
= composite self
-care agencies

llll*

Self —care agency

Self-care requisites

Figure 7:
A model of PDNS support given to PwPD and CP in outpatient care, applied
within the framework of Orem’s SCDNT.
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9.2.1. Overall description of the model

This model primarily describes the encounter between three unique persons.
The healthcare setting also involves an encounter between three roles spe-
cific to this setting: the PDNS, the person with PD and the care partner. These
roles represent only one dimension of the complex persons involved in the
encounter, but are present and evident within the healthcare context. These
three persons are represented by the three white circles in the model, both in
their situation-specific roles and as persons. The encounters between PwWPD,
CP and PDNS have a specific aim and goal, which is to help PwPD and CP
strengthen their ability to carry out self-care in order to meet the demands
brought on by PD, and to maintain their satisfaction in life. The overall goal
can be seen in the box at the top of the model. As PwPD and CP manage
everyday life together, helping each other manage, their joint ability to han-
dle everyday life is represented by the yellow circle in the lower right-hand
corner. In the above model, the abilities required by PwPD and CP in terms
of undertaking self-care (self-care agency), and the abilities required by
PDNS to perform nursing care (nursing agency) are represented as aspects
of the personal assets brought into the meeting in the blue semi-circles sur-
rounding the persons.

According to Orem, the main goal of all nursing actions is to help patients

manage their own lives, including the demands brought on by disease. These
actions promote self-care, independence and health. Particularly in the first
years following diagnosis, PwPD and CP require support in finding strate-
gies to improve self-management (Finding a new path).
The purple box in the middle of the model represents the actual meeting. All
the interpersonal interactions take place within this space. A fruitful meeting
between PwPD, CP and PDNS can lead to mutual understanding, partnership
and trust.

9.2.2 Self-care agency in PwWPD and CP

According to Orem, self-care agency involves the skills that persons possess
in terms of deciding to undertake self-care activities and knowing how to go
about them. This ability can vary between persons with PD, due to condi-
tioning factors, which promote or prevent their capabilities such as age, re-
sources in the environment, co-morbidities and previous experiences in man-
aging difficult situations. The activities required to keep health and well-be-
ing are affected by PD, as disease involves new demands. These new de-
mands are known as self-care requisites in Orem’s terminology. The self-
care requisites brought on by PD, are personal factors unique to every PwPD
and CP, represented in the blue semi-circles in the above model.

67



Discussion

Self-management of PD, as well as other aspects of self-care including
other aspects in life, take place within the context of family and friends (The
companions, Finding a new path). Many PwPD and CP considered managing
PD to be a shared responsibility and their joint self-care ability would there-
fore be crucial and influence how they manage the impact of disease in their
everyday life (The companions). They can support and help each other to
find balance in self-management of PD and self-care together. In the model,
this joint or composite self-care agency is represented by the yellow circle in
the lower right-hand corner. The known trajectory of PD means that CP are
encouraged to become involved from the time of diagnosis, and PDNS often
meets both PWPD and CP during clinical encounters (The companions).
PDNS know that, as symptoms progress, this will lead to future need of re-
quiring support for PwPD to manage self-care in everyday life. Several stud-
ies have indicated that social support is one of the most influential factors in
enabling both PWPD and CP to self-manage and cope with the strains of pro-
gressing disease in terms of sustained mutuality and satisfaction with life
(Berger et al., 2019; Lim et al., 2019; Ambrosio et al., 2019).

Where PwPD have the support of a CP in the various aspects of care, the
need for nursing home placement is significantly delayed, even in the later
stages of the disease (Haberman & Shin, 2017). With this in mind, PDNS
should pay extra attention to PwPD who have no CP or network for social
support. As symptoms increase with the progression of the disease, CP will
experience more strain (Theed et al., 2017). Symptoms such as cognitive de-
cline and frequent falls will particularly contribute to strain and burden on
CP (Karlstedt et al., 2017; Schrag et al., 2006). Therefore, as noted by PwPD
and CP, it is vital for the PDNS support to include both (The companions).

9.2.3 Nursing agency

The ability to provide nursing support is referred to by Orem to as nursing
agency. According to Orem, this ability is learned ability of the nurse and
develops over time. A previous study which explored PDNS work as expe-
rienced by PwPD and CP resulted in a description of the dimensions of the
service and support provided (Hellgvist & Berterd, 2015). The results of the
study can be considered a description of PDNS nursing agency in Orem’s
terminology (Hellgvist & Berterd, 2015). Several factors condition and in-
fluence the ability of PDNS provide nursing support. Crucial for the quality
of nursing care are the willingness of PDNS to engage in nursing, skills in
relationship building and communication, and the ability to provide comfort
and hope for the future (The companions). Basic personal factors like age,
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gender and experience in the profession also condition for the nurse’s ability
to provide nursing care according to Orem.

The results of this thesis show that PwPD and CP considered it important
for PDNS to have expert knowledge about PD in terms of pathophysiology,
symptomatology, progression of the disease, and any new research and med-
ication which might be available (The companions, Finding a new path) this
is called the common-sense nursing knowledge by Orem. Although this pro-
fessional and factual knowledge is considered vital to outcomes, PwWPD and
CP also expressed that it was not enough. In order to provide good nursing
care, extensive experience of meeting persons with PD was also required for
the nurse to be able to evaluate symptoms and health status, and feel confi-
dent in giving advice and recommendations following this evaluation
(Hellgvist & Berterd, 2015). This knowledge derived from experience is also
recognised by Orem and referred to as antecedent nursing knowledge.

9.2.4 Prerequisites for the clinical encounter

The impact of PD on everyday life of PwPD and CP means they tend to turn
to healthcare for support and advice (Finding a new path, The companions).
PwPD and CP have a specific reason for entering into an encounter with the
PDNS. Using Orem’s terminology, that is because the self-care demands
brought on by the health-related self-care requisites of PD have exceeded
their self-care agency. This imbalance between demands and self-care
agency is called the self-care deficit. The self-care deficits due to PD can
vary according to the individual symptoms, and stage of the disease, and can
include physical as well as psychological and relational deficits (A changed
reality, The companions).

According to Orem, self-care deficits related to disease are the main
concern and target of nursing support. Self-care deficits are represented in
the model by green arrows. These points to the clinical meeting as the moti-
vator for PwPD and CP to enter into an encounter with the PDNS. A self-
care deficit or the knowledge of a future self-care deficit is also the only
legitimate reason for the PDNS to engage in the situation and provide nursing
support according to Orem.

A PDNS must be able to decide on the most suitable way to support
PwPD and CP in their current situation according to the needs assessed in a
clinical interaction. These nursing actions are called nursing systems in
Orem’s terminology and are represented by the blue ellipse in the upper part
of the model. In outpatient care, these nursing actions are often carried out
in order to provide emotional support in dealing with difficult feelings or
situations or providing medical information and advice within what Orem
calls an intrapersonal educative and supporting nursing system (Finding a
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new path, The companions). A major element of this support consists of ed-
ucational interventions at several different levels, ranging from provision of
theoretical knowledge and practical advice, to more complex self-manage-
ment interventions like the NPS to teach cognitive strategies for promoting
changes in behaviour. The educational interventions can be provided as per-
sonal interventions, in a dyadic form or in a group format (Finding a new
path). Nurses choose the appropriate nursing intervention based on the per-
sonal narrative of PwPD and CP, and on the mutual understanding formed
through interactions in the therapeutic meeting (Hellgvist & Berterd, 2015).

The overall goal of nursing care and nursing interventions is for persons
to regain their self-care agency to meet self-care demands and live a fulfilling
and satisfying life, where health and well-being are maintained. When the
ultimate goal is achieved, according to Orem, there is no longer a need for
nursing actions and nursing care.

9.2.5 The relational process of collaboration and partnership to
handle impact of PD - Person- centred care in the clinical en-
counter
The purple box in the middle of the figure above represents the clinical meet-
ing. All interaction between the persons involved takes place within this
space. PCC can be considered both a philosophical and practical concept
which guides the interactions in encounters between nurses PwPD and CP.
Several aspects of person-centredness were evident in the results of this the-
sis.

The importance of the personal approach was highlighted, as PwPD and
CP wanted support to be tailored to their unique life situation. The ability to
meet and listen to every unique person, and their specific wishes and needs
in the current situation was key to a good clinical encounter (The compan-
ions). Supportive interaction between PDNS, PwPD and CP during clinical
encounters has been identified involving the following factors: listening with
respect, being interested, providing sufficient time and adopting a personal
approach (Hellgvist & Berterd, 2015). By adopting these strategies there was
an opportunity for a therapeutic relationship to form. The need for a more
personally tailored approach has been described in previous studies regard-
ing PDNS services and support (Lennaerts et al., 2017; Hellgvist & Berterd
2015) but also in a study highlighting the need of considering outcome
measures relevant and meaningful to PwPD and CP themselves in evaluating
treatment interventions and in research (Benge et al., 2018).

Clinical encounters seem to follow a certain structure, which aims to de-
velop a mutual understanding of the current situation (The companions).
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PwPD and CP were encouraged to tell about their experiences of PD symp-
toms in their own words, and discuss the impact on everyday life. (The com-
panions, Finding a new path, A changed reality). Having the opportunity and
sufficient time to talk about the impact of PD on their lives was much appre-
ciated by participants, and made them feel cared for and listened to (The
companions). How their personal story was received and handled by the
PDNS or physician was key. If they listened carefully and showed a genuine
interest in the person’s life, this in itself could give some relief and promote
feelings of being cared for (The companions). This approach also gave par-
ticipants reassurance that what they had to tell about life was considered im-
portant, and that it was an essential aspect of collaboration and care
(Hellgvist & Berter®, 2015). Listening is a vital skill in nursing practice, but
one which is rarely studied. Active and attentive listening includes an em-
phatic and non-judgemental mind-set (Shipley, 2010). Listening attentively
to patient’s narratives is seen as the foundation for comprehending how they
view and understand of disease. It is also important in assessing a person’s
resources and barriers in terms of self-care (McCormack & McCance, 2017;
Sharma et al., 2015).

The personal story, the personal narrative, serves as a starting point for
discussions and interactions in reaching a mutual understanding of the cur-
rent situation of a person’s life with PD (The companions) Personal stories
are considered to be the foundation for mutual understanding, collaboration
and shared decision-making between HCP and patients. It is a story that
needs to be assessed and reassessed constantly as it develops and changes
over time (Sharma et al, 2015; American Geriatrics Society Expert Panel on
Person-Centred Care, 2016). The interactions between PwPD, CP and PDNS
which take place in the clinical encounter are referred to as the dynamic in-
terpretation space according to Ricoeur’s terminology (1992). This is the
place where the knowledge of two experts meets: that of the healthcare pro-
viders and the persons affected by PD. Allocating sufficient time for this
interaction to take place was considered crucial for a fruitful exchange, and
a restricted timeframe for clinical appointments was sometimes experienced
as a barrier to interaction in this sense (The companions, Finding a new path).
Through personal stories the persons behind the roles of patients and care
partners becomes visible (McCormack & McCance, 2010; Ekman, 2011).
The results from this thesis highlight how being seen and valued as a person
is very important aspect in how PwPD and CP experience quality of care
(The companions). The mutual relationship of trust and cooperation resulting
from a fruitful clinical encounter encourages PwPD and CP to be involved
in care, and promotes shared decision-making (Buetow et al., 2016; Sharma
et al., 2015). PwWPD and CP were encouraged to share their stories and
thoughts about the situation if they felt that the PDNS or physician also were
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committed and willing to interact. This was perceived if they showed an in-
terest in, or made an effort to work out the current problem, or made sugges-
tions on how to manage it (The companions ).

In the studies included in the results of this thesis PwPD and CP ex-
pressed that they were willing to interact with PDNS and physicians and that
they wished to be involved in their own care (Finding a new path, The com-
panions). The willingness of PwPD to be active participants in their care has
also been described by Eygelshoven and colleagues (2017). PwPD and CP
asked for advice about symptom control and medication, and talked about
strategies they had adopted to manage aspects of PD in their lives (Finding
a new path). This is in line with a perception that persons are willing to take
responsibility for their own lives and health, and are capable of doing so
(Ricoeur, 1992). However even if they are capable, all human beings are also
vulnerable and in need of support at times. This was evident in these studies,
where important aspects of good care were considered to include emotional
support, and helping PwPD and CP deal with the emotional impact of the
disease (The companions). Nurses working to support PwPD and CP should
be able to recognise when they express feelings of anxiety, sorrow and fear
of future. They need to be able to give guidance in setting new goals in life,
by instilling courage, giving calm advice and comfort, and providing hope
for a bright future and a positive outlook on life ahead (Hellgvist & Berterd,
2015).

Relational factors such as respect, empathy, engagement and communi-
cation are considered vital aspects of a PCC meeting (McCormack &
McCance, 2010) and are also expressed by participants in the results of this
thesis. They felt that a sense of trust, confidence and comfort developed grad-
ually in the therapeutic relationship (The companions). Facilitators of a good
therapeutic relationship, and mutual understanding and trust, were consid-
ered to include easy access to support and advice and meeting with the same
care provider several times (The companions). A continuous contact with the
same care provider functioning as a primary point of contact with healthcare,
have been highlighted as important in achieving PCC for older persons with
long-term conditions (American Geriatrics Society Expert Panel on Person-
Centred Care, 2016).

The description of a fruitful and encouraging encounter in the healthcare
settings in this thesis (The companions) have many similarities with the Per-
son-centred Nursing framework presented by McCormack and McCance
(2010). This framework involves five important care processes in the person-
centred meetings between nurse and patient. These are describes as exploring
and trying to understand and respect patients” values and perceptions of
themselves and their environment, working towards shared decision-making,
being engaged, being present and receptive, and providing holistic care
(McCormack & McCance, 2010). In the overall results of this thesis, these
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five components are evident and described by participants in their own words
(Finding a new path, The companions, A changed reality). The suggested
outcomes of person-centred nursing according to McCormack and McCance
are a good care experience, involvement in care, a feeling of well-being and
existence of a healthful culture (McCormack & McCance, 2017). These out-
comes are applicable both to nurses as well as the persons receiving nursing
care. The nurse experiences enhanced satisfaction with work and the persons
in need of nursing care feels cared for and listened to (McCormack &
McCance, 2017). These can also be expected as outcomes in the PCC meet-
ing between PDNS, PwPD and CP (Buetow et al., 2016).
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10. METHODOLOGICAL DISCUSSION

10.1 Strengths and limitations

The three studies included in this thesis were conducted using several differ-
ent methods of data collection and analysis involving both quantitative and
gualitative approaches. The studies also had a diverse focus, considering the
outcomes of NPS self-management programme at both at a personal and or-
ganisational level, and investigating self-management support from a nurs-
ing perspective. Using different methods and different perspectives strength-
ens the understanding of a phenomenon as a whole (Polit & Beck, 2014).

To promote diversity, data were collected in an educational setting and
also in a healthcare setting. There was also a geographical spread in terms of
participants who were from both regional and local hospitals and involved
in both neurologic and geriatric care. Variation in settings and characteristics
of participants is valuable in highlighting different perspectives of the phe-
nomenon in question in the study (Flick et al., 2004). Participants represented
different stages of PD, and time of diagnosis varied considerably from less
than one year to more than 20 years of disease. No participants in the studies
were in the most severe stage of PD, Hoehn & Yahr stage V. This stage in-
dicates that the person is wheelchair-bound or bedridden unless they receive
help. It was therefore considered that they might be too affected by PD to be
able or willing to participate in interventions like the NPS. The results of the
studies are not applicable to this group of persons with severe PD.

All studies in this thesis investigated the NPS programme and were un-
dertaken in clinical care. There were few restrictions in terms of inclusion
criteria. To be eligible to take part in the studies, PwPD only needed to have
been diagnosed with PD and to have the cognitive ability to understand and
fill in questionnaires. Participants were representative of clinical care, and
were not selected by researchers but invited to participate in the NPS by a
PDNS or other HCP working at the participating clinic. This is a strength, as
the results using this approach are likely to be applicable to clinical care set-
ting and not just relevant in a research environment. This approach is vital in
interventions which are intended to be implemented in routine clinical care
(Flick et al., 2004). Despite the advantages of this type of sampling for stud-
ying clinical care, there is an obvious risk of selection bias. It risks only in-
vestigating PwPD and CP who are already interested and motivated in terms
of participating in these types of interventions. It also risks including only
participants at a certain stage of the disease, or who have had the disease for
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a specific length of time, as the general opinion of HCP is that this interven-
tion is more suitable in certain stages of PD than others. Results should be
interpreted with this in mind (study I-111).

Study 111 used dyadic interviews as a method of collecting data. The rea-
sons for this included an opportunity to capture the shared experiences of the
dyad. It also meant that the two participants could help each other in the
interview, as PD sometimes can affect communication abilities. This was
elaborated on in the methods section of this thesis. Although there are several
advantages to using a dyadic approach for interviews there are also some
concerns. These include the fact that one person in the dyad might take over,
making the other passive or reluctant to share a different opinion (Zarhin,
2018). Where dyadic interviews include participants involved in a care part-
ner dyad, one partner may not be comfortable sharing certain information
with their partner present (Torgé, 2013).

In study 111 using interviews and observations, the researcher was present
in the room and active in collecting data. The participants were aware that
the researcher is also a nurse who specialises in PD. This may have affected
interviewees” pre-conceived notions and on how they approached the situa-
tion, as well as the content of the interviews. In qualitative methodology,
interviews are considered a two-way interaction, involving common negoti-
ation and understanding of the phenomenon in question in the study. Both
interviewer and interviewee are involved and important in the interaction. It
does not simply involve the interviewee providing information in a one-sided
way (Flick et al., 2004). It can be considered ethically sound for the inter-
viewer to introduce him/herself, including mentioning any previous under-
standing in the situation. This can act as a foundation for trust, and a sense
of “knowing who you are meeting” during the interview (Kvale, 1996). The
interview takes place in a setting consisting of environmental and social con-
structs, and should be viewed in this light (Lune & Berg, 2017). During the
observations (study I11) the researcher was not an active participant in the
interaction between the physician, PwPD and CP. On the other hand, it
should be recognised that merely being present in the room will have some
impact on the interactions of the other persons involved in interaction.

Study | used another type of data collection, involving audio-recordings
of group discussions, as a source of qualitative data analysis. The group dis-
cussions recorded consisted of a standard session of the NPS programme
with participants (both PwPD and CP) and group leaders. The researcher was
not present in the room during the session and had no previous relationships
to either participants or group leaders. The session was not in any way altered
for the purpose of the research, and was a normal session of the NPS pro-
gramme in clinical care. The advantage of this approach to collecting data is
that the absence of the researcher means the latter does not affect the inter-
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actions of the group. The audio-recordings can be seen as documenting ac-
tual real-world interactions and events during the NPS intervention. Audio-
recordings also have a number of disadvantages. The use of auditory data as
a single source of information will not reveal all the nuances involved in
relational interactions, such as use of non-verbal language and the position-
ing of participants in the room. The researcher does not have the opportunity
to use probing questions or ask participants to explore topics further if they
need more explanation or are of special interest in terms of the research ques-
tion. Even with the obvious drawbacks of this method, the analysis of the
transcribed group discussions provided valuable insights into how partici-
pants in the NPS experienced the intervention and its value in managing life
with disease in the future (study I).

Study Il is a quasi-experimental case-control study which evaluates the
outcomes of NPS using self-reported questionnaires. Data were collected be-
fore and after the NPS programme. Both generic and PD specific question-
naires were used, representing both the proximal effects of self-management
education and more distal effects i.e. overall satisfaction with life, health sta-
tus and fatigue. In order to ascertain more clearly whether the changes found
in the questionnaires were due to the NPS programme, a matched control
group filled in the questionnaires before and after seven weeks of standard
care. A simple form was also distributed to both the intervention group and
control group in order to check for “confounders”. The form asked partici-
pants whether they had experienced any events in life which had made them
feel extraordinarily happy or sad, and if so, to specify the event. PwPD were
also asked if there had been any changes in medical treatment since this can
affect physical and mental status in both positive and negative ways. Com-
paring the results with those of a control group, and checking for confound-
ers in other ways, strengthens the design of a quantitative study (Polit &
Beck, 2014).

The selection of questionnaires in study Il was partly inspired by previ-
ous studies evaluating the European PEPP programme (A"Campo et al.,
2010a,2010b,2011a,2011b) as the Swedish NPS is developed from the Eu-
ropean programme and the researchers wished to see whether the results
would be similar. Some of the questionnaires used by A"Campo and col-
leagues were not available and had not been tested in Swedish and were
therefore replaced by other questionnaires. The studies of the European
PEPP concluded that the programme is feasible and suitable for most PwPD
and CP (A"Campo et al., 2011a; Macht et al, 2007). After participating in the
programme, statistically significant effects were demonstrated for both
PwPD and CP in terms of less need for help, less bothered by the psychoso-
cial impact of PD and improved mood (A"Campo et al., 2010a, 2010b).
PwPD also demonstrated improved health status in a clinical setting.
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(A"Campo et al., 2011b). For the most part, the results of the NPS interven-
tion found in study Il were similar to those found in the European studies of
PEPP, showing that NPS also improved self-reported general and PD spe-
cific health status for PwPD after intervention.

One questionnaire was added in study Il which had not been used in the
previous PEPP studies. The heiQ was added in an attempt to assess the prox-
imal outcomes of self-management education. Other studies using more dis-
tal outcome measures to evaluate the effects of educational interventions,
such as quality of life or carrying out activities of daily life, often showed
minor or no effects, even though participants had expressed the value of
these interventions. The heiQ was added in an attempt to clarify this partici-
pant perceived value in a more proximal measure. Study Il showed the direct
effects of NPS on two of the domains of the heiQ demonstrating the impact
of the NPS on these proximal outcomes. This supports its usefulness in eval-
uating in this type of intervention for PwPD.

In study I, no significant changes were found for CP in any of the ques-
tionnaires, even though CP expressed a high level of satisfaction with the
NPS on the clinical evaluation form for the NPS programme. In addition, the
qualitative data in study | show that CP considered attending the NPS to have
been valuable. The inability to detect changes in study Il could be due to the
selection of questionnaires used. The Zarit Burden Inventory is a generic
questionnaire for assessing caregiver burden. This questionnaire may not be
specific enough to detect changes in the burden to CP of PwPD. A" Campo
and colleagues (2010a) used another PD specific instrument to assess burden
and found improvements in domains involving psychosocial strain and the
need for help. This instrument is unfortunately not available in Swedish, and
no other questionnaire specifically targeting PwPD burden for CP is cur-
rently known to be available in Swedish, nor any questionnaire, which eval-
uates the effects of SMI for CP of PwPD. In terms of evaluating SMIs as
dyadic interventions, or SMIs targeting CP of PwPD alone, this is an area of
major concern.

In research studies, the required sample size varies according to the re-
search question and the methodology used to address it. In qualitative stud-
ies, sample sizes are often not decided in advance. Many qualitative studies
include between 5 and 30 participants and are dependent on the richness of
the data gathered (Kvale, 2009). Qualitative studies usually focus on gaining
deeper insights into how a phenomenon is experienced, through persons” de-
scriptions or through observations of the world (Polit & Beck, 2014). The 25
PwPD and 17 CP included in study I, and the 10 PwPD and three CP in study
Il were considered sufficient to address the research questions for these
studies. In contrast, sample sizes are usually calculated in advance in studies
using a quantitative approach, as they seek to observe statistically significant
changes in data, and aim to generalise findings to a larger population (Polit
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& Beck, 2014). The sample size in study Il was sufficient to allow compari-
son between control and intervention groups in terms of PwPD. However,
the study may have been underpowered in terms of the CP group. It was not
possible to conduct a proper power-analysis for this group, as there were no
outcome measure that could be linked to previous data. Furthermore, there
were too few PwPD in the intervention group to analyse outcomes among
subgroups, for example different stages of PD. This is a limitation in terms
of understanding the value of the NPS programme in the different stages of
disease. Qualitative results suggests that the NPS was valued differently by
PwPD and CP depending on whether they were new or experienced in terms
of living with PD (study I). This is an area in need of further studies, using
larger samples.

It has proven difficult to detect and evaluate the more distal effects of
SMIs including the potential benefits of these interventions in terms of dif-
ferent outcome measures in healthcare organisation. Traditionally, these ef-
fects have been investigated using quantitative measures and questionnaires,
and analysed at a group level (Chlond et al; 2016; Kessler & Liddy, 2017;
van Hooft et al., 2016). In study 111 a qualitative approach was tested in order
to investigate the outcomes of the NPS, and whether the techniques of self-
management included in the programme were being used in clinical care.
This was done through participant observations during a clinical care en-
counter between physician, PwPD and CP who had previously been partici-
pants in the NPS. In observing their interactions and analysing the collected
data, it became clear that PwPD and CP had adopted the strategies of self-
monitoring included in the NPS, and were using them in their everyday lives.
They were using these strategies as a way of observing their own behaviour
and symptoms, and as a way of communicating healthcare needs and evalu-
ating treatments in the clinical encounter (study I11). Observing clinical care
in this way is one method of investigating and scientifically establishing the
benefits and usefulness of self-management interventions in personal meet-
ings and at a personal level in healthcare. This can add to the limited amount
of evidence in terms of the outcomes of SMIs in healthcare. To our
knowledge, this approach to evaluation has not been used in studies investi-
gating the effects of SMIs before.

10.2 Validity, reliability and trustworthiness

All studies included in this thesis were checked for quality and rigour and
reported using the appropriate Equator guidelines.
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10.2.1 Generalisability, validity and reliability (study IT)

Validity and reliability are concepts used primarily in studies with a quanti-
tative design, where the general aim is to generalise sample results to a larger
population (Kirkwood & Sterne, 2003).

Sample size was calculated in study Il to improve validity of the statisti-
cal conclusion as a large enough sample improves the ability to detect sig-
nificant change within a dataset (Kirkwood & Sterne, 2003). In addition, the
background characteristics of participants are provided in the study findings
for both the intervention and control groups, so that readers can make deci-
sions about the generalisability of findings to similar populations. Data were
collected from multiple, geographically diverse sites and included partici-
pants in neurological and geriatric settings cared for at both county and uni-
versity clinics. This diversity makes it more likely that results can be applied
across different settings. In an attempt to compare the findings of study Il
with previous studies in the area of SMIs for PwPD, and particularly the Eu-
ropean PEPP programme, similar questionnaires were chosen to assess out-
comes. In study 11, the concepts of validity and reliability were also consid-
ered in relation to the questionnaires used. Reliability is concerned with the
stability and accuracy of an instrument. Validity involves an instrument’s
ability to measure the intended variable (Heale, 2015). A way of enhancing
the quality of a quantitative study is consciously choosing the questionnaires.
All questionnaires used in study Il were available in Swedish and had been
tested psychometrically with good results. A control group was included in
the study-design to make it even more rigorous, and possible confounders
were investigated which might affect the outcomes of the questionnaires
(Kirkwood & Sterne, 2003). Choosing a suitable method for analysing data
also contributes to the rigour of the study and the credibility of the findings
(Polit & Beck, 2014). As data in study Il were ordinal and were not normally
distributed, non-parametric tests were used (Fowler et al., 2013). Results
were compared and reported within as well as between groups.

10.2.2 Trustworthiness (studies I and III)

Throughout the process of developing the qualitative studies, the researcher
adopted a flexible and responsive approach as described by Morse and col-
leagues (2002) using techniques to make the research process more rigorous.
These techniques included choosing an appropriate scientific method and
form of analysis suitable for answering the research question (methodologi-
cal coherence), and ensuring an appropriate sample of participants in terms
of both size and characteristics. The first analysis of data began while data
were still being collected. This provided the researcher with an understand-
ing of what the data contained and what was needed to obtain the required
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depth and breadth of data. Thinking theoretically and checking new ideas
and assumptions throughout the process, confirming them in the new data
collected as well as checking them for confirmation and presence in the body
of data already collected. This helped the researcher in developing general
theories of what was present in data. The researcher was moving from the
micro perspective of data to a macro perspective describing the overarching
theoretical understanding of the material studied. These strategies were ap-
plied throughout the work of studies I and 111 to make the qualitative studies
more rigorous.

Rigour was also assessed post hoc, when studies were complete, using
the five criteria of trustworthiness according to Lincoln and Guba (1985,
1994): credibility, dependability, confirmability, transferability and authen-
ticity. Credibility is the extent to which the results of a qualitative study are
believable and reasonable to both the researcher and the reader. To
strengthen credibility of findings, investigator triangulation was used in anal-
ysis of data of both qualitative studies (study I and I11) included in this thesis.
Three researchers analysed the transcribed material separately, and then the
findings were compared and discussed to reach a consensus. The pre-under-
standing of the author of the thesis, working as a PDNS in clinical care, en-
riched the understanding of the area. Researcher triangulation reduced the
potential risk over-interpretation, and risk of bias introduced by the research-
ers previous understandings and experiences. The credibility of the findings
was strengthened by methodological variations in the studies, in the sense
that the value and outcomes of the NPS were considered from different an-
gles, and with different methods used to collect and analyse data.

Dependability is the extent to which findings seem to be true across time
and different conditions. The audit trail was described in detail, including the
settings and characteristics of the participants and examples were given from
the analysis (studies I, I1) to strengthen dependability of the studies. To avoid
mixing methods, instructions for each methodology were followed precisely
as described in literature. It is vital that procedures and settings are described
as detailed as possible so that other researchers can replicate the study if they
wish (Polit & Beck, 2014).

Confirmability was tested when the results of the analysis were checked
back to the transcriptions of data, to ensure they appeared in the raw data.
Moreover the results included citations in the participants ‘own words to en-
sure the participants” own voices be heard. This also enhanced the authen-
ticity of the findings.

Transferability involves the extent to which the results shown in these
studies are likely to apply to other persons in similar settings. Researchers
should provide sufficient information to allow readers to make a critical eval-
uation when they read the studies. The main goal of qualitative research is
not to draw conclusions about how applicable the results are to other groups.
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Instead, it aims to broaden understanding of a phenomenon through persons’
own experiences and thoughts, in a research setting with few controllable
variables (Flick et al, 2004). Nevertheless, comparisons between groups and
studies are an undeniable aspect of improving knowledge of the research
area. Therefore, all the variables, methods and settings were thoroughly de-
scribed for studies I and 111 to provide readers the information needed to as-
sess the audit trail and make a critical evaluation of transferability.
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11. CLINICAL IMPLICATIONS

The results of this thesis have expanded understanding of the process, which
enables PwPD and CP to accept and adjust to PD in everyday life. After the
initial shock and emotional reactions following diagnosis, most persons are
willing to find ways to manage their new life situation. The findings also
further stressed and highlighted the great importance of social connectedness
in helping PwPD and CP to manage their new conditions in life. They tend
to turn to family, friends, peers and healthcare providers for emotional and
practical support, including advice on strategies and techniques to handle
situations that occurred in everyday life and were related to PD. These social
interactions and the social support were important in maintaining an optimis-
tic outlook on life and the future, and managing the impact of PD in their
everyday life.

This thesis provides valuable knowledge, which should enable PDNS
working in clinical care to tailor support and services to PwPD and CP. The
overall goal of PDNS services is to help PwPD and CP strengthen their self-
care abilities in order to manage everyday life with PD, and maintain feelings
of control and satisfaction with life. The thesis has highlighted the im-
portance of involving other persons close to PwPD in care and support, such
as spouses, family and friends. PDNS need to be attentive to each unique
person in every clinical encounter, and tailor support to suit them. A useful
approach to this involves adopting a person-centred approach in the encoun-
ter, and listening to the personal narratives of PwPD and CP in terms of how
they view and experience their life-situation. This approach to the clinical
encounter can lead to an improved mutual understanding of the situation and
to feelings of trust, collaboration and partnership between PDNS, PwPD and
CP.

The knowledge provided in this thesis should guide PDNS in tailoring
support not only to the unique person’s preferences but also to the person’s
current phase in this process towards adjustment and adaptation. If PDNS
are well informed about the difficult emotional reactions and the feelings of
lost identity and control in the period following diagnosis they can provide
the appropriate emotional support needed. They can also and reassure PwPD
and CP that they are always welcome to contact them for advice, information
and support whenever needed. In the following phase, after initial reactions
and shock, more education on PD is needed and advice on strategies to man-
age everyday life. Education and advice are viewed as vital aspects of PDNS
support. It is in this phase of finding a new path in life, that SMls are valued
and appropriate as interventions and should be offered in clinical care.
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The results of this thesis resulted in improved knowledge of self-man-
agement for PwPD and CP, and can be used in improving and adapting nurs-
ing services and support to PwWPD and CP. The results can be used in devel-
oping a Swedish guideline specifying the PDNS professional competencies
and work, to further clarify the role and competencies required in the clinical
work of the PDNS. If such a guideline was developed, it could also help
supervisors and policymakers in healthcare to identify and allocate the re-
sources needed for high-quality PDNS nursing support.
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12. FUTURE RESEARCH

The results of this thesis provided further knowledge of self-management of
PD in everyday life for PwPD and CP, but also reveal several areas for future
research. These include:

e Quantitative studies on the outcomes of SMIs using different ques-
tionnaires which target the proximal outcomes known to influence
PwPD and CP, such as social connectedness, improved self-manage-
ment abilities and self-efficacy. For dyadic interventions, it would be
of interest to use questionnaires which investigate mutuality in the re-
lationship.

¢ Investigating the need for, and appropriate ways of, providing SMls
to PwPD and CP in the later stages of the disease, where changes in
cognition can constitute a barrier for learning and using some of the
techniques traditionally used in SMls.

e Developing and translating specific questionnaires targeted towards
the care partners of persons affected by PD. For example, no question-
naire targeting caregiver burden has been tested or made available in
Swedish.

e Mapping current practice, including facilitators and barriers for
providing SMIs to support PwPD and CP in clinical care. This could
also investigate other forms of SMI, perhaps delivered as individual
interventions or to CP only, and compare them to the dyadic NPS.

o Further development of qualitative methods for investigating the out-
comes of SMIs in healthcare. This could broaden understanding be-
yond quantitative evaluations, of how these interventions could be of
benefit to healthcare for example affecting mutual understanding and
shared decision-making.

e To improve understanding of how PDNS support should be tailored
and delivered, in order to promote positive self-management strategies
and feelings of self-efficacy, for persons to become actively involved
in their own care. This might be particularly relevant investigating
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how this can be achieved for PwPD without a CP or strong social con-
nections, PwPD and CP with low literacy, and PwPD and CP who are
finding it difficult to accept and manage PD.

Investigating the cost-effectiveness of SMIs as well as PDNS support
and care, to clarify whether these are beneficial in a health economical
perspective.
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13. CONCLUSIONS

In conclusion, the results presented in this thesis are the combined results of
the three studies included. The results were aquired using qualitative the-
matic analysis through which three themes describing the process undergone
by PwPD and CP in terms of accepting, adjusting and handling PD in every-
day life were evident. The first theme “A changed reality” describes the ini-
tial reactions, including difficult feelings following a diagnosis of PD. These
can involve a sense of lost control, an altered future and changed personal
identity following the knowledge of PD. The second theme “Finding a new
path” describes the new outlook on life adopted by PwPD and CP as they try
to find strategies to handle the new situation. In this thesis data were col-
lected from PwPD and CP who attended or previously had been participants
in the NPS programme. The NPS was considered useful and was appreciated
by participants. It was found to have positive outcomes on a personal level
and in promoting communication in clinical care encounters. The techniques
involved such as self-monitoring, were adopted and practised afterwards.
The dyadic format used in the NPS and the opportunity to meet peers, added
extra value to this intervention. The results are encouraging in terms of the
potential use of the NPS alongside other interventions to provide the support
required for PwPD and CP to manage life with PD. The third theme, “The
companions” highlights the importance of support and social interaction in
managing PD in everyday life. The spouse of PwPD often acts as their care
partner, and managing PD is seen as a joint concern. They help each other in
managing everyday life in the best interests of them both. For PwPD, this CP
dyad was considered crucial. This indicates that support provided by
healthcare professionals should be tailored to both PwPD and CP, and that
special considerations should be given to PwPD who do not have the support
of a CP. Other family members and close friends were also a source of sup-
port in the process of adjusting, accepting and managing PD in everyday life.
Meeting persons in the same situation, and the formal support and care of
healthcare professionals were identified as important to handle PD in every-
day life throughout the disease trajectory.

PDNS working specifically to support PwPD and their CP will need to
tailor support taking into account the pathophysiological disease trajectory,
as well as the psychological processes involved in accepting and adjusting
to PD. To guide nursing support in the clinical encounter, and tailor it to best
fit the unique needs and wishes of each person or CP dyad, Dorothea Orem’s
nursing theory may be useful as it aims for independent self-care and can
incorporate the intrarelational assumptions of PCC.
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