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ABSTRACT 

Introduction: Patient participation is important for improving outcomes and 
respecting self-determination and legal aspects in care. Heart failure is a 
chronic condition that puts high demands on self-care and patient 
participation. Patients often need advanced care due to deterioration of their 
heart failure symptoms, and one option is to provide care as home-care. There 
is limited knowledge of how patients with heart failure and their partners 
view participation in home-care. 
 
Aim: The overall aim of this thesis was to describe different perspectives of 
participation in structured heart failure home-care among patients with heart 
failure and their partners. 
 
Methods: All patients in this thesis received structured heart failure home-care, 
according to a model aiming to facilitate care, where safety, participation, and 
gaining knowledge about the illness and treatment, are in focus. Study I had a 
prospective pre-post longitudinal design including 100 patients with heart 
failure receiving home-care. Data was collected by self-administered 
questionnaires. Study II had a descriptive design. Nineteen patients receiving 
home-care were interviewed, and data was analysed using qualitative content 
analysis. Study III had a descriptive and explorative design. Data was 
collected by video-recorded observations of 19 home visits and analysed by 
qualitative content analysis. Study IV had a parallel convergent mixed-method 
design including 15 partners of patients receiving structured home-care. Data 
was collected by interviews and self-administered questionnaires. Datasets 
were first analysed separately and then together. 
 
Results: Better self-care behaviour was significantly associated with all 
measured aspects of participation. Participation by received information 
increased significantly during the 12-month follow-up (I). Patients’ 
descriptions of participation included  communication between patients and 
health care professionals, access to care, active involvement in care, a trustful 
relation with health care professionals, and options for decision-making(II). 
Observed care encounters revealed that participation was made possible by; (i) 
interaction, including exchange of care-related information, care-related 
reasoning, and collaboration, (ii) an enabling approach, including the patient 
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expresses own wishes and shows an active interest, and the nurse is 
committed and invites to a dialogue (III). Partners scored fairly positive for 
their participation in care and they performed different levels of caregiving 
tasks. Descriptions of participation included; adapting to the caring needs and 
illness trajectory, mastering caregiving demands, interacting with care 
providers, and gaining knowledge to comprehend the health situation. The 
mixed-method results showed both convergent results and expanded 
knowledge (IV). 
 
Conclusions: Structured heart failure home-care facilitated participation both 
for patients and their partners. Patient participation with regard to received 
information improved significantly after receiving home-care. Aspects of 
patient participation were consistently associated with better self-care 
behaviour. Patients’ and partners’ descriptions revealed many aspects of 
participation, and observed home visits revealed how interaction and an 
enabling approach underpinned participation. 
 
Keywords: Heart failure; home-care; involvement; mixed-method design; 
participation; partner; qualitative content analysis; self-care 
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INTRODUCTION 

Participation is a goal in today’s health care. Based on ideas of people’s right 
for self-determination, many Western countries have focused on strengthening 
patient participation in care in the past few decades (WHO 1994, Tritter 2009, 
WHO 2013, Socialdepartementet 2014). The organisation of health care has 
been and is continuously undergoing changes, and care is now more often 
conducted at outpatient clinics or via home-care (Socialstyrelsen 2008, Genet et 
al. 2011, Socialstyrelsen 2014). Home-care is regarded as the preferred option 
by some care recipients, and as having potential for the individual to maintain 
independence (Tarricone & Tsouros 2008). 
 
Heart failure (HF) is a common health problem worldwide, and recent studies 
suggest a prevalence of ~1-2% in the population (McMurray et al. 2012, 
Zarrinkoub et al. 2013, Go et al. 2014). In countries with an ageing population, 
the numbers of patients with HF are predicted to increase as HF drastically 
increases with older age (Mosterd & Hoes 2007). The HF condition leads to 
typical signs and symptoms. The physical symptoms may be burdensome for 
the patients and lead to limitations in daily life and decreased health-related 
quality of life (HRQoL) (McMurray et al. 2012). Self-care plays a crucial role 
for patients with HF, as patients have to maintain health promoting activities, 
monitor, and manage symptoms when deterioration occurs (Riegel & Dickson 
2008, Ponikowski et al. 2014). By engaging in self-care, patients actively 
participate in the management of their illness (Riegel et al. 2012). If the patient 
has a partner, the HF condition may influence that person’s life situation in 
different ways (Luttik et al. 2005, 2009, Kang et al. 2011, Ågren et al. 2011). 
 
The HF trajectory is unpredictable with a substantial risk for deterioration and 
increased need for health care (McMurray et al. 2012). Disease management 
programmes are common in HF care, and some include follow-up by home 
visits (Blue et al. 2001, Stewart et al. 2002, Morcillo et al. 2005, Patel et al. 2008, 
Stewart et al. 2012). Some programmes have shown positive effects on 
outcomes, such as increased survival (Stewart et al. 2002), and fewer 
readmissions (Blue et al. 2001, Stewart et al. 2002, Morcillo et al. 2005). No 
significant differences with regard to readmission and death were observed 
when comparing home-care versus clinic-based care (Stewart et al. 2012). 
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Interventions to strengthen patient participation in care have been targeted in 
previous research and have shown positive outcomes (Greenfield et al. 1988, 
Arnetz et al. 2004, Loh et al. 2007). Being considered to have an active role in 
the care encounter and experiencing participation could be of importance for 
patients and/or their partners. However, there is limited research on 
participation in care among patients diagnosed with HF (Eldh et al. 2004, 
2006b). No previous studies have been found that focus on participation 
among patients with HF and/or their partners within a home-care context. 
 
Therefore, this thesis focuses on participation in care for patients diagnosed 
with HF and their partners when receiving HF home-care, in order to gain a 
better understanding of different perspectives for participation within this 
context. This type of knowledge can give important insights that can be used 
to improve care for both patients and their partners and improve satisfaction 
with care. 
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BACKGROUND 

Living with heart failure 

Definition, aetiology and epidemiology of heart failure 

Heart failure is a serious condition, defined clinically as a complex syndrome 
that includes typical symptoms and signs as a result of abnormality of the 
cardiac structure or function. These abnormalities lead to failure to pump 
enough blood and thereby failure to deliver sufficient levels of oxygen to the 
body’s metabolising tissues (McMurray et al. 2012). 
 
Heart failure may stem from a number of causes, where the different 
epidemiological and aetiological profiles affect progression and prognosis. 
Coronary artery disease and hypertension are the most common causes for HF 
(McMurray et al. 2012). 
 
About 23 million people are living with HF worldwide (Bui et al. 2011). In 
Europe, the prevalence has been estimated to 15 million people (McMurray et 
al. 2012), and in the United States the estimated prevalence of HF is 5.1 million 
people (Go et al. 2014). In Sweden, the estimated prevalence of HF is 2.2% 
(Zarrinkoub et al.  2013). Prevalence of HF also increases in economically 
developing areas, for instance, parts of Latin America and Asia (Ponikowski et 
al. 2014). The magnitude of HF means a substantial need for health care, and 
in Europe and North America ~1-3% of hospitalisations are due to HF (Cowie 
et al. 2014). As a result, the costs for care of these patients are high, accounting 
for 1-3% of health care expenditures in the western society (Bundkirchen & 
Schwinger 2004, Neumann et al. 2009, Lloyd-Jones et al. 2010). Patients with 
HF are at risk of frequent hospitalisations, and the risk for readmission is high. 
However, due to more effective treatment there have been improvements as 
hospitalisations have decreased in recent years (McMurray et al. 2012, Dunlay 
& Roger 2014). 
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Symptoms, disease severity and prognosis 

The most common symptoms of HF are shortness of breath, exercise 
intolerance, fatigue, and ankle swelling (McMurray et al. 2012). Heart failure 
leads to different levels of symptom severity, and the New York Heart 
Association functional classification (NYHA) is often used to describe them. 
The classification has four stages (I-IV), based on symptom severity and how 
limited patients are during physical activity (AHA 1994) (Table 1). 
 
Table 1. Description of the New York Heart Association functional classification. 
 
NYHA-class Functional capacity 

I No limitation, ordinary physical exercise does not cause undue fatigue, 
dyspnoea or palpitation 
 

II Slight limitation of physical activity, comfortable at rest but ordinary 
activities result in fatigue, dyspnoea or palpitations  
 

III Marked limitation of physical activity, comfortable at rest but less than 
ordinary activities result in fatigue, dyspnoea or palpitations  
 

IV Unable to carry out any physical activity without discomfort, symptoms of 
heart failure are present even at rest with increased discomfort with any 
physical activity 
 

 
Heart failure diagnosis is associated with extensive HF morbidity as well as 
co-morbidity (Page & Lindenfeld 2012). More than half of community-
dwelling patients with HF, aged 80 and above, had five or more co-morbid 
conditions (Wong et al. 2011). Depressive symptoms are frequent among 
patients with HF. In a meta-analysis, Rutledge and colleagues reported that 
about 20% of patients diagnosed with HF meet the criteria for major 
depression (Rutledge et al. 2006). In more recent studies, one third of all 
patients with HF had depressive symptoms (Adams et al. 2012, Eastwood et 
al. 2012).  
 
Mortality from HF has declined during the last few decades. However, the 
prognosis is still poor and the estimated five-year mortality is high, between 
48-65% after initial diagnosis of HF (Dunlay & Roger 2014). The HF prognosis 
is related to symptom severity, where deterioration in symptoms indicates an 
increased risk for hospitalisations and death (McMurray et al. 2012). 
 
The burden of HF, including symptoms and consequences of these, together 
with the poor prognosis may affect both the patient and their family’s life 



Background 

 9 

situation in many ways. Patients with HF therefore need to perform self-care 
in order to decrease symptoms, improve functional capacity, well-being, 
morbidity, and prognosis (Lainscak et al. 2011). 

Impact on everyday life and quality of life 

Symptoms such as shortness of breath and lack of energy or fatigue are 
frequently reported by patients with HF (Zambroski et al. 2005, Barnes et al. 
2006a, Hertzog et al. 2010). Other common symptoms reported are dry mouth, 
drowsiness, and sleeping problems. Patients also experience psychological 
symptoms, e.g., difficulties to concentrate, or worrying (Zambroski et al. 2005). 
Symptoms have been shown to have an impact on patients’ everyday life (Jeon 
et al. 2010, Falk et al. 2013), contributing to social isolation (Jeon et al. 2010). 
They are also experienced as burdensome (Barnes et al. 2006a). Depressive 
symptoms can delay patients from seeking help when deterioration occurs 
(Johansson et al. 2011), affect the patient’s’ ability to follow a medical regimen 
(Thomas et al. 2008), and increase the risk for poor self-care (Holzapfel et al. 
2009). Depressive symptoms may also affect perceived control over symptoms, 
illness, and life (Eastwood et al. 2012), and influence health and the overall life 
situation (Dekker 2014). 
 
Symptom burden, the HF condition and treatment, and the condition’s impact 
on daily life contribute to a decreased quality of life (Jaarsma et al. 2010b). 
Patients with HF often report poor HRQoL (Juenger et al. 2002, Falk et al. 
2013), often poorer than in other chronic conditions (Jaarsma et al. 2010b). 
Patients with HF have also reported poorer HRQoL compared to an age- 
matched group of elderly people (Heo et al. 2007, Lesman-Leegte et al. 2009) 
and have consistently reported significantly lower in the area of physical 
health (Lesman-Leegte et al. 2009). Heart failure together with co-morbidity 
has an impact on HRQoL (Franzen-Årestedt et al. 2007), where progressing 
disease severity and increasing levels of co-morbidity are associated with 
poorer quality of life in patients with HF (Jaarsma et al. 2010b). Co-morbidities 
also influence the patient’s self-care, where the presence of more than one 
illness has been shown to make it more complicated for the patients to manage 
their illness (Jeon et al. 2010). 
 
Patients’ descriptions reveal that receiving a HF diagnosis entails shaping a 
new identity (Welstand et al. 2009, Wingham et al. 2014). This process includes 
everything that results from the diagnosis, such as perceptions of day-to-day 
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life, coping strategies, and making sense of an unpredictable life. Furthermore, 
the role of others, including health care professionals’ influence, concept of self 
by explicit and implicit ability to reconstruct a new self, are also included in 
this process (Welstand et al. 2009). The process of shaping a new identity has 
different phases; disruption, sense making, reaction, and response. It ends 
with assimilation to the constraints and restrictions that are associated with 
daily life in HF. However, most of the patients need to revisit earlier phases 
due to deterioration of their HF (Wingham et al. 2014). These processes 
influence the patient’s self-care (Welstand et al. 2009, Wingham et al. 2014). 

Family roles and perspective  

Between 45-70% of patients with HF have a partner or family member who is 
involved in their care (Buck et al. 2013). Suffering from a chronic condition, 
such as HF, often involves a number of symptoms and a need to adapt life to 
these (Jeon et al. 2010). This in turn may also affect the life situation for the 
patient’s partner and family in many ways (Imes et al. 2011, Kang et al. 2011, 
Strömberg 2013), and family members are often involved as caregivers in 
different aspects of patient care (Welstand et al. 2009, Rosland et al. 2010). The 
circumstances resulting from the chronic illness may be challenging for the 
family’s life situation, where family function, communication, and roles may 
change (Årestedt et al. 2014). Being a family member or partner of a person 
with HF means a risk of a negative impact on life situation and well-being 
(Kang et al. 2011, Whittingham et al. 2013). Caregivers may be both anxious 
and isolated (Kang et al. 2011). This negative impact could mean that partners’ 
quality of life is affected when caring for a patient with HF (Luttik et al. 2005, 
2009), thus influencing the caregivers’ or partners’ mental health (Ågren et al. 
2011). Partners have reported a higher degree of symptoms of depression and 
anxiety compared to a healthy population (Chung et al. 2009). Caregiving has 
been associated with different levels of burden (Karmilovich 1994, Saunders 
2008, Ågren et al. 2010). 
 
However, family members may also have positive experiences of being 
involved in the care (Hogstel et al. 2005, Luttik et al. 2007, Kang et al. 2011, 
Whittingham et al. 2013). This positive experience may occur when it is 
possible to live life “here and now”, appreciate the small things in life (Hogstel 
et al. 2005), and have each other (Gusdal et al. 2014). Improved relationships 
(Luttik et al. 2007, Kang et al. 2011), or reduced levels of stress when receiving 
support was perceived as positive (Kang et al. 2011).  Better self-care 
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maintenance in patients with HF has been associated with partners’ perceived 
mental quality of life (Vellone et al. 2014), where shared care decisions have a 
strong relationship with better self-care maintenance (Sebern & Riegel 2009). 

Self-care 

Health care professionals are expected to support the patient’s self-care, which 
is also highlighted in the regulations that govern health care (Socialstyrelsen 
2009). The patient becomes an active participant by engaging in self-care. Self-
care is considered essential in chronic illness and is defined as “a process of 
maintaining health through health promoting practices and managing illness” 
(Riegel et al. 2012 pg. 195). Riegel and co-workers’ theory presumes that health 
is a dynamic and subjective process. The theory includes three key concepts; 
Self-care maintenance - behaviours to maintain physical and emotional 
stability, either self-determined or built on recommendation or agreement 
with health care professionals; Self-care monitoring - a process linking 
maintenance and self-care management by different monitoring activities. The 
goal is to recognise changes in health and respond to these before they become 
worse; Self-care management - evaluation of signs and symptoms and making 
decisions on how to handle the situation and also evaluate the effectiveness of 
the response (Figure 1). Underlying processes of self-care are decision-making, 
described as naturalistic decision-making, and reflection, which affects the 
ability to make sufficient self-care decisions (Riegel et al. 2012). 
 
Practical recommendations for HF care state the importance of support for 
self-care (Lainscak et al. 2011). Self-care is fundamental to improve patient 
outcomes, as there is an association between the patient’s ability to self-care 
and the management of various aspects of their condition (Evangelista & 
Shinnick 2008, Riegel & Dickson 2008, Lee et al. 2011). Patients need to make 
decisions about symptoms, lifestyle, and treatment options.  Decisions are 
influenced by an interaction between personal characteristics, the problem, 
and environmental factors, where different aspects of decision- making are 
involved (Riegel et al. 2007). However, self-care is often inadequately 
performed and associated with difficulties. Coexisting co-morbidities may 
cause difficulties for the patient with HF to conduct adequate self-care. These 
patients are in need of self-care education that helps to integrate the forms of 
self-care required by the different conditions in their daily life (Dickson et al. 
2013). 
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In order to understand their HF and implement adequate self-care, patients 
need appropriate education. Studies show that there is a discrepancy between 
obtaining and remembering information about HF (Strömberg 2005). There are 
gaps in patients’ knowledge and understanding of HF self-care. A key skill is 
to be able to integrate self-care recommendations in normal life to promote 
effective self-care. In addition, early symptom detection, recognition, and 
taking action are important for effective management (Clark et al. 2014). 
Although patients’ knowledge has been shown to increase after interventions 
with education, outcomes are not always improved, which shows the 
complexity of HF self-care (Boyde et al. 2011).   
 
Relationships with family and friends improve adherence to healthy 
behaviours and self-care confidence (Sebern & Riegel 2009). Patients living 
alone without a family are therefore particularly vulnerable and need special 
attention with regard to self-care (Dunbar et al. 2008). 
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Heart failure home-care 

A previous overview of home-care in Sweden showed that it was increasing, 
and patients with HF could be a potential target group for this form of care 
(Socialstyrelsen 2008). Structured follow-up for patients with HF in home-care 
has been found to be effective by reducing both mortality and re-
hospitalisations (McAlister et al. 2004). Structured home- care has decreased 
the number of re-admissions significantly (Blue et al. 2001, Stewart et al. 2002), 
increased survival (Stewart et al. 2002), and thereby inflicting lower medical 
costs for home-care compared to traditional health care (Patel et al. 2008). 
However, the organisation of HF management differs between European 
countries (Seferovic’ et al. 2013). Specialised HF home-care has not been 
implemented for the majority of patients, including Sweden (Jaarsma et al. 
2006). Succeeding with the transition from hospital care to home-care is crucial 
for patients with HF. Home visits can provide an opportunity to obtain a more 
complete picture of the HF patient’s situation, including their ability to 
manage their illness at home (Jaarsma & Luttik 2011). The home environment 
may provide better conditions for patient education, as the patient may be less 
anxious and more open to learning (Yu et al. 2006). From a patient perspective, 
home-care may be important in order to avoid hospital admissions and have 
an opportunity to live a more independent life (Whitty et al. 2012). 
 
A European home-care model for HF patients, The Heart Failure at Home Model, 
has been developed (Jaarsma et al. 2010a). The model was developed through 
a literature review aiming to identify existing components in home-care 
programmes, and through a survey of 100 heart failure management 
programmes in Europe. Based on these, criteria for optimal home-care were 
formulated for patients with HF. These criteria were examined by practitioners 
and an expert group of scientists in the field. The Heart Failure at Home Model 
consists of six components for home-based management of patients with HF, 
the components are displayed in Table 2. 
 
The model aims to facilitate care for the patient and values such as safety, 
participation, and having knowledge about illness and treatment are in focus. 
The feasibility of The Heart Failure at Home Model has been tested in the 
Netherlands and Sweden, but this thesis only focuses on the Swedish part of 
the project. 
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Table 2. Description of components in The Heart Failure at Home Model (Jaarsma et al 
2010a). 
 
Components Summary of content 
A multi-disciplinary team Patient-centred collaborative care between care providers and 

patient/family. Minimum physicians and nurses, if possible other care 
professions on a regular or consultative basis. 
 

Competency-based staff  
education 

Education to increase knowledge and skills on HF care in team 
members, e.g., nurses learnt about parts of the “European curriculum 
for clinical expertise in heart failure”. Knowledge and skills to treat the 
patient as a whole. Team-based educational activities. 
 

Joint care plans and/or  
care paths 

Care is planned in collaboration between patient/family and the care 
team. Possibility to triage patients to different care pathways related 
to illness trajectory. 
Care goals that can be targeted and evaluated. Follow-up symptoms 
and outcomes by standardized instruments and structured 
documentation. 
  

Optimized treatment  
according to guidelines 

Ongoing assessment of pharmacological and non-pharmacological 
treatment. Drug titration to highest tolerable dose of HF drugs. 
Follow-up on self-care management with special emphasis on 
symptom recognition and adherence to treatment. Options for 
advanced treatment. Options for palliation or end-of-life care. 
 

Educational strategies  
for patients/families/ 
caregivers 

Repeated verbal information in combination with written material that 
is individually adapted, built on expectations and skills focusing on 
self-management. Advice/instructions on diet and physical 
activity/training. Educate and involve family.  
 

Increased accessibility  
to care 

Telephone access to specified health care provider/ team, home 
visits, mechanism in place to react to emergencies. 
 

 

Conceptual standpoints 

Participation in care 

The foundation for health care should be based on respect for a person’s self-
determination and integrity (Socialdepartementet 1982, WHO 1994). Respect 
for the person, the individual's right to self-determination with mutual respect 
and understanding of each other is the basis for person-centred care, where 
the result aims to lead to well-being, satisfaction and participation in care 
(McCormack & McCance 2006). Patient participation has been focused upon 
both nationally and internationally during the last few decades, and efforts 
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have been made to enhance patient participation in care (WHO 1994, Moumjid 
et al. 2011, Tritter 2011, Socialstyrelsen 2012). In Sweden, patient participation 
has recently been further enhanced by a new Patient Act. This act aims to 
strengthen the patient’s position in care and thereby promote self-
determination, integrity, and participation (Socialdepartementet 2014). 
 
Participation in care is believed to have benefits such as better treatment 
results and increased satisfaction with care (Ashworth et al. 1992, Sahlsten et 
al. 2008). Interventions aiming to increase patient participation have shown 
significant improvements on outcomes with regard to adherence to treatment 
in depression (Loh et al. 2007), physical activity (Arnetz et al. 2004), and 
diabetes control (Greenfield et al. 1988). 

The concept participation  

The concept participation is frequently used in the health care context, and in 
legal texts it is often referred to as taking part in decisions and receiving 
information (Eldh et al. 2010). A broader definition is offered by The 
International Classification of Functioning, Disability and Health (ICF), that 
defines participation as “involvement in a life situation”. This includes a 
dynamic interaction between the health condition, body functions and 
structures, participation and activity, and contextual factors (WHO 2001 pg. 
10). The concept patient participation can be seen as reflecting both a 
philosophical approach to patient care as well as a practical approach to care 
(Jewell 1996). Within the health care context, patient participation builds on an 
assumption that patients both want and benefit from taking an active role in 
their care (Cahill 1998). The concept patient participation is multifaceted 
(Cahill 1996, 1998, Sahlsten et al. 2008, Lyttle & Ryan 2010). Two subsequent 
concept analyses have identified mainly the same attributes that define patient 
participation; an existing established relationship, a will to move power and 
control to the patient, shared information and knowledge between the patient 
and the health care providers, and active mutual engagement in intellectual 
and/or physical activity during the nursing process (Cahill 1996, Sahlsten et al. 
2008). A benefit should be associated with intellectual and/or physical activity 
(Cahill 1996). The later concept analysis (Sahlsten et al. 2008) provided more 
details as to what constitutes the different attributes. Mutual engagement 
should also be evident throughout the whole nursing process. 
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Other concepts are closely related to participation and often used 
interchangeably, e.g., partnership, involvement, and collaboration. These 
concepts could also be described as distinct concepts in a hierarchical 
structure. Involvement and collaboration forms the base and are precursors to 
participation which in turn is the precursor to partnership, which is situated at 
the top of this hierarchical structure (Cahill 1996).  
 
However, with regard to the use of the concepts in the research literature, 
participation and involvement are used synonymously in this thesis. 

Patients’ view of participation 

Patients’ experiences of participation have been studied within different care 
contexts, revealing different aspects included in participation. Participation 
includes interaction with health care providers (Bastiaens et al. 2007, Larsson 
et al. 2007, Eldh et al. 2010), exchange of information (Eldh et al. 2006a, 
Bastiaens et al. 2007, Larsson et al. 2007, Höglund et al. 2010, Larsson et al. 
2011b), and being able to understand the information (Eldh et al. 2010). 
Participation means to achieve knowledge, including good conditions for 
communication (Larsson et al. 2007, Eldh et al. 2010). Furthermore, being 
treated with respect is also described as participation (Bastiaens et al. 2007, 
Larsson et al. 2007, Eldh et al. 2010, Larsson et al. 2011b). Patients have 
referred to decision-making in relation to participation, but their preferences 
for involvement in decisions vary (Guadgnoli & Ward 1998, Saino et al. 2001, 
Say et al. 2006, Bastiaens et al. 2007, Thompson 2007, Ekdahl et al. 2010, 2011). 
Taking an active role in decision-making could mean that patients both want 
to receive information about care or treatment options, but also be involved in 
decisions when there are more than one possible alternative (Guadgnoli & 
Ward 1998, Saino et al. 2001, Larsson et al. 2007). Other findings have shown 
that some patients entrust themselves to the health care system, stating that 
they prefer a passive role and do not want to participate in decision- making 
(Ekdahl et al. 2010). Patients with HF receiving care from an HF outpatient 
clinic  have also pointed out comprehending and being confident, seeking and 
maintaining a sense of control (Eldh et al. 2004), being responsible and 
accepting this responsibility (Eldh et al. 2006b) as participation. 
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Families’ view of participation in care 

Previous knowledge about how partners of patients with HF view the concept 
participation is more limited. Partners of patients with HF have described 
involvement as a positive experience when being involved with others and 
included in the care of the patient. Being kept at a distance, lacking social 
support, or being socially isolated were negative experiences (Mårtensson et 
al. 2001). Informal caregivers wished to be invited to share their knowledge 
with health care providers but instead they often experienced a struggle with 
regard to their contact with health care professionals. On the other hand, when 
they expressed their right to be present during meetings, this was often 
positively received by care providers (Gusdal et al. 2014). Partners and family 
often act as informal caregivers and participate in care (Aldred et al. 2005, 
Clark et al. 2008, Rosland et al. 2010, Pimajariyakul et al. 2012). They can be 
involved both through direct and indirect activities, e.g., in connection with 
patient self-care or contacts with care providers (Buck et al. 2015). Involvement 
also includes practical support, physical care, and emotional support (Aldered 
et al. 2005, Kang et al. 2011). Family participation has been described to 
include participation in physical care, in decision-making, or in the evaluation 
of care (Lee & Craft-Rosenberg 2002). 

Health care professionals’ view of patient participation 

Arnetz and co-workers theorised that staff behaviour and attitudes, together 
with the patient’s behaviour and attitudes constitute patient involvement, and 
this was affected by the care environment. Patient involvement was supposed 
to have a positive effect on patient outcomes, which in turn lead back to 
patient and staff attitudes and behaviour (Arnetz et al. 2008c). Health care 
professionals viewed patient participation as both important and valuable 
(Eldh et al. 2006b, Arnetz et al. 2008b, Höglund et al. 2010). Nurses’ 
perspective of participation included an interactional process by mutuality 
and negotiation based on interpersonal procedures, a therapeutic approach, 
focus on resources, and opportunities for influence (Sahlsten et al. 2007). 
Strategies to achieve participation were close cooperation, getting to know the 
person and reinforcing self-care capacity (Sahlsten et al. 2009). A more passive 
description of patient participation was given by nurses in a HF out-patient 
clinic. They viewed participation as something they gave the patient, and they 
felt that they activated the patient. Furthermore, non-participation was due to 
patients not accepting what they were offered (Eldh et al. 2006b). Information 



Background 

 

exchange was given a prominent role in patient participation (Eldh et al. 
2006b, Höglund et al. 2010). There could be barriers for participation, 
especially during more acute phases of illness or due to personal, cultural, or 
social factors (Höglund et al. 2010). Other factors that could obstruct 
participation were lack of insight or knowledge among nurses, a paternalistic 
attitude in the family, and a number of barriers in the organisation of care 
(Sahlsten et al. 2005). 

Rationale for this thesis 

Respecting a person’s right for self-determination is a fundamental value that 
has been focused upon for several decades, and patient participation has been 
addressed in health care, legislation, and policy documents. Earlier research 
on the concept of participation points out that the expressions of how 
participation is experienced are multifaceted. We also know from earlier 
research that participation may be of importance for outcomes of care. There is 
limited knowledge of how patients with HF view participation in general, and 
this knowledge is even sparser in a home-care context. This thesis aims to 
increase knowledge about how patients with HF in a home-care context view 
and experience their participation and how patient participation is expressed 
during home-care encounters. Furthermore, there is a need for further 
knowledge about possible factors related to patient participation and if 
participation changes over time in a specific care context, such as home-care. 
Patients with HF live their lives in a social context. There is a growing body of 
knowledge about partners’ important role for outcomes in chronic illness, and 
their substantial contribution to patient care. However, there is limited 
knowledge of how partners of patients with HF receiving home care view 
participation. Therefore, this thesis also aims to gain a better understanding of 
partners’ perspectives of participation. These different perspectives may be of 
importance for improving care and satisfaction with care, both for patients and 
their partners, which in turn can help improve health outcomes. 
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AIMS 

The overall aim of this thesis was to describe different perspectives of 
participation in structured heart failure home-care among patients with heart 
failure and their partners.  
 
 
The specific aims were: 
 
To describe the influence of structured home-care on patient participation over 
time in patients diagnosed with heart failure, and to explore factors associated 
with participation in care (Study I) 
 
To examine how patients with heart failure who receive structured home care 
describe participation in the care (Study II) 
 
To identify and describe participation in care encounters during home visits in 
structured heart failure home-care (Study III) 
 
To gain a better understanding of the partners’ perspectives on participation in 
the care for patients with heart failure receiving structured home-care, and to 
describe aspects of participation, performing caregiving tasks, quality of life, 
and symptoms of depression in partners, and explore the relationship between 
these variables (Study IV) 
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METHODS 

Design 

This thesis is based on four studies using different methods for data collection 
and analysis to describe people’s experiences of participation. By combining 
different modes of inquiry and using integrative strategies, knowledge needs 
in nursing could be met (Hagedorn & Zahourek 2007). This combination of 
methods could be described as triangulation and be one way of strengthening 
the study design when studying a research problem or phenomenon (Patton 
2002). 
 
Data was collected systematically by questionnaires in a pre-post longitudinal 
design, in order to describe and explore participation in a group of patients 
with HF receiving structured home-care (I). To explore and/or describe 
different perspectives of patient participation, a qualitative approach was 
applied with data collected through interviews (II) and observations (III). A 
mixed-method approach was used to gain a better understanding of 
participation among partners of patients with HF. Systematically collected 
data from questionnaires in combination with qualitative data from interviews 
was used (IV). An overview of the designs and methods’ are shown in Table 3. 
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Table 3. Overview of designs and methods study I-IV. 
 
 Study I Study II Study III Study IV 

 
Design Prospective 

pre-post longitudinal 
Descriptive Explorative,  

descriptive 
Mixed-method 
 
 

Inclusion criteria Patients >18 years 
diagnosed with heart 
failure 

Quota sample of 
participants from 
study I 

Purposeful sample of  
participants from 
study I 

Purposeful sample 
partners to patients 
from study I 
 

Participants 100 patients 19 patients 17 patients* 
10 nurses 

15 partners 
 
 

Data collection Questionnaire: 
Demographic and 
clinical characteristics 
Participation 
Self-care behaviour 
Knowledge 
Symptoms of 
depression 

Individual interviews 
 

Video-recorded  
observations 

Questionnaire: 
Demographic data 
Participation 
Symptoms of 
depression 
HRQoL 
Performed caregiving 
tasks** 
 

Time data collection Baseline, 1, 6 and  
12-months 

14-162 days after 
inclusion 

10-140 days  
after inclusion 

Questionnaire 
baseline and  6 
months  
 
Interviews 1 week to  
6 months after 
inclusion 
 

Data analysis Descriptive statistics 
Repeated measure 
ANOVA 
Spearman’s rho   
Multiple linear 
regression 

Qualitative content 
analysis, manifest and 
latent 

Qualitative content 
analysis, manifest and 
latent 

Descriptive statistics 
Spearman’s rho   
Wilcoxson signed 
rank test 
 
Qualitative content 
analysis, manifest and 
latent 
 

* In total 19 video-recorded observations, home visits for two men were observed twice.  
** Performed caregiving tasks were measured once, at 6 months  
HRQoL= health related quality of life 
 

Sampling and participants  

All eligible patients at four home-care units were assessed for study 
participation from February 2010 to October 2011(I). Patients’ cohabitant 
family (IV) were included during the same period. A flowchart of the 
inclusion of patients (I-III) and cohabitant family (IV) is presented in Figure 2.  
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To describe and explore participation, data was collected in a consecutive 
sample of 100 patients diagnosed with HF receiving structured home-care 
from one of four different home-care units (I). Inclusion criteria were 18 years 
or older, and diagnosed with HF as defined by The European Society of 
Cardiology (McMurray et al. 2012). Exclusion criteria were expected survival 
less than three months, cognitive impairment or mental illness that could 
affect informed consent or active participation, and difficulties to speak or 
understand Swedish. Mean age was 82 years (±8.8) and more than half of the 
100 participants were men (Table 4). The majority of the patients were 
classified in NYHA III, and had quite a high prevalence of co-morbid 
conditions (4.0±2.2). About half were cohabiting and the majority lived in their 
own house or flat. 
 
From the group of 100 patients, a quota sample of nineteen patients was 
selected for an interview (II). This sample was made to ensure that the 
included patients reflected the group of patients with HF receiving home-care 
from the four home-care units. Among those patients the majority were men, 
age ranging between 63 and 90 years (mean 77, median 80). Their need for 
home-care ranged between receiving home visits twice a day to once a month. 
 
A purposeful sampling was selected for inclusion of patients to the 
observations of home-care encounters (III). This sample was made to ensure 
variation with regard to severity of the HF condition, need for care, age, and 
gender. Seventeen patients were included, age ranging between 63 and 93 
years (mean 77, median 80). The majority of the patients were in NYHA III and 
their need for home-care also ranged between receiving home visits twice a 
day to once a month. About half of the patients were cohabiting. The age of 
the ten participating nurses ranged between 26 and 62 years (mean 40, median 
40). 
 
The 100 patients’ cohabitant families were invited to participate (IV). Inclusion 
criteria were 18 years or older and being cohabitant family of a patient 
included in study I. Exclusion criteria were cognitive impairment or mental 
illness that could affect informed consent or active participation, and 
difficulties to speak or understand Swedish. From the eligible 39 cohabitant 
families, a purposeful sampling was selected, aiming to include partners with 
a variation in age, gender, and patient care needs. Fifteen partners were 
selected, age ranging between 52 and 92 years (median 77). About two thirds 
were women. Eight partners reported no morbidity conditions, and the other 
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seven reported between one and three conditions. The most prominent 
condition was rheumatoid arthritis/SLE. Two partners were working and the 
rest were retired. 
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Table 4. Demographic and clinical characteristics for participants (I-IV). 
 
Demographic and  
clinical characteristics 

Study I 
(n=100) 

Study II 
(n=19) 

Study III 
(n=17) 

Study IV 
(n=15) 

Age mean (SD) 
        median (Q1;Q3) 

81.7 (8.8) 77 77  
77 (73;84) 

Men n  62  13 11 4 
Cohabitation n  52  8 8 15 
Housing n       
  Apartment 80     
  Own house 17     
  Block of service flats 3     
Home-help service n  46     
Education level n      
  Elementary, primary and secondary 
  school      

67    8 

  High/trade school 2 years 5    2 
  High-school 3-4 years 10    4 
  Higher education/university 18    1 
NYHA class n      
  II 12   1 2* 
  III 80  18 16 12* 
  IV 8  1  1* 
CCI mean (SD) 4.0 (2.2)    
Medication  n      
  ACEI/ARB 72     
  β-blockers 87     
  MRA 49     
  Diuretics 95     
 
Key for abbreviations: NYHA class = New York Heart Association Functional 
Classification, CCI= Charlson Co-morbidity Index, ACEI = Angiotensin-Converting  
Enzyme Inhibitors, ARB = Angiotensin Receptor Blocker, β-blockers = Beta blockers,  
MRA = mineralocorticoid receptor antagonists 
*The patients NYHA-classification 
 

Settings 

The organisation of home-care in Sweden differs between regions and in level 
of care. All patients were enrolled to receive care at home from one of four 
home-care units, according to their HF diagnosis. Two of the four units were 
situated in a medium sized Swedish city (about 145 000 inhabitants). One unit 
provided advanced home-care organised by the hospital, with 24 hours access 
to care and a back-up ward. The other unit was organised within primary care 
during the day, but with access to back-up by a primary home-care team 
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around the clock, seven days a week. The other two units were situated in a 
metropolitan city in Sweden. These two units provided advanced home-care 
organised in a hospital setting, with 24 hours access to care and a back-up 
ward. 
 
All units had a minimum of nurses and physicians specialised in general care 
in the care team. Access to care by other care professionals, e.g., 
physiotherapists, occupational therapists, or counsellors/social workers, could 
be provided to all patients if needed. The organisation of these other 
professionals, i.e., whether they were organised at the home-care unit or if 
they were consulted, differed between the units. The organisation of patient 
care at each unit was determined by the patient’s health status. The number of 
home visits for each patient therefore varied. Some patients were discharged 
and received follow-up in primary care or at out-patient clinics when their 
health status had stabilised. Other patients remained enrolled to the home-care 
unit. Patients discharged from home-care could be re-admitted to the home-
care unit if needed. 

Data collection 

In this thesis, different methods for data collection were used to capture 
different perspectives of participation from patients with HF and their 
partners. Collection of quantitative data (I, IV) was made by self-administered 
questionnaires, including validated instruments and background variables. 
Data about patient co-morbidities, socio-demographic and clinical 
characteristics was collected from medical records (I). Data of partners’ 
morbidity was collected by structured interviews (IV). An overview of the 
instruments is displayed in Table 5. Qualitative data collection by interviews 
(II, IV) and video-recorded observations (III) was also performed. 
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Table 5. Overview instruments (I, IV). 
 
Scales/ Indices Number of 

items 
Total score Internal 

consistency 
reported by 
instrument 
developer * 

Internal 
consistency 
in this study 
* 

Patients’ view of participation (I)     
Patient involvement  6 6-24 0.82 0.80 
Information  5 5-20 0.87 0.84 
Patient needs  7 7-28 0.82 0.88 
Overall satisfaction involvement  in care 1 1-10   
     
Relatives’ view of participation, information 
and contact (IV) 

    

Participation 3 3-12 0.73-0.80 0.90 
Information 4 4-16 0.73-0.86 0.91 
Contact 3 3-12 0.76-0.83 0.82 
     
Self-care behaviour (I) 
(EHFScB-9) 

9 9-45 0.80 0.72 

     
Heart failure knowledge (I) 
 

15 0-15 0.62 0.54 (I)** 
 

Symptoms of depression (I, IV) 
(PHQ-9) 

9 0-27 0.86-0.89 0.80 (I) 
0.84 (IV) 

     
Health related quality of life (IV) 
EQ-index 
EQ-VAS 

 
5 
1 

 
-0.59-1.0 
0-100 

 
- 

 
- 
 

     
Performing caregiving tasks (IV) 
(DOBI) 
Personal care 
Motivational support 
Emotional support 
Practical and treatment related support 

 
 
11 
10 
6 
11 

 
 
1-3 
1-3 
1-3 
1-3 

0.81-0.84  
 
0.83 
0.87 
0.86 
0.91 

 
*Cronbach’s α coefficients 
** Kuder-Richardson reliability coefficients (KR-20) 
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Instruments 

Participation  

A Swedish questionnaire developed by Arnetz and co-workers, assessing 
involvement in care among patients hospitalised due to myocardial infarction 
was used (Arnetz et al. 2008a) (I). The instrument includes six scales and one 
single item. In collaboration with the instrument developer, three of the scales 
and the single item were selected for measuring aspects of participation in this 
study. The three other scales are about the acute illness experience, plans for 
care and rehabilitation and activity after discharge, and were therefore not 
relevant to this study (I). To adapt the instrument to patients with HF in a 
home-care context, the wording of two items was slightly changed. One item 
was adjusted from Did you have the opportunity to ask questions when you were 
being discharged to Did you have the opportunity to ask questions during 
conversations. The second item was changed from Did you receive the information 
you wanted about: what occurred during the acute phase to what occurred if the HF 
deteriorated. The three scales used were Patient involvement (6 items), measuring 
the patients’ definition of involvement or what it meant to them, Information (5 
items) measuring to what degree the patients’ received information and 
explanations about the condition and treatment, Patient needs (7 items) 
measuring to what degree the patients’ felt that needs were fulfilled with 
regard to asking questions, understanding given information and being 
treated with respect. The one single item was Overall satisfaction with 
involvement in care. In the three scales, the patients were asked to rate a 
statement on a four-point Likert-type scale, ranging from don’t agree at all (1) 
to agree completely (4), or no, not at all (1) to yes, to a great degree (4). For the 
single item, the patients were asked to rate their overall satisfaction with 
involvement in care on a numeric rating scale from not at all satisfied (1) to 
very satisfied (10). For all scales and the single item, higher scores indicate a 
more positive rating. The total scores for the scales and single item are 6-24 
(Patient involvement), 5-20 (Information), 7-28 (Patient needs) and 1-10 
(Overall satisfaction with involvement in care). The three scales have 
previously demonstrated good validity and reliability (Arnetz et al. 2008a). 
 
A Swedish questionnaire developed to measure how patients’ relatives 
perceive the quality of geriatric care was used (Verho & Arnetz 2003) (IV). The 
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instrument includes eight quality indices, grouped in three dimensions. In 
collaboration with the instrument developer, ten items (included in three of 
eight indices) were selected for measuring the partners’ aspects of 
participation in a HF home-care context. To adapt the instrument for partners 
of patients with HF in a home-care context, the wording of one item was 
slightly changed. This meant that one word was adjusted from rehabilitation to 
care. The three indices were; Participation (3 items), Information (4 items), and 
Contact (3 items). Furthermore, two single questions from the questionnaire 
were used; if they participated in the patient’s care to the extent they wanted and if 
they experienced too high demands on themselves in the care of the patient.  Each item 
was scored on a four-point Likert-type scale, ranging from no, not at all (1) to 
yes, to a great degree (4). Finally, one question was added, where the partner 
was asked to score their overall satisfaction with participation in the care of 
their loved one. This item was scored from 1 (not at all satisfied) to 10 (very 
satisfied). The total scores for the indices are 3-12 (Participation), 4-16 
(Information) and 3-12 (Contact). The three indices have previously 
demonstrated good validity and reliability (Verho & Arnetz 2003). 

Self-care behaviour 

The European Heart Failure Self-care Behaviour scale (EHFScB-9) measures 
self-care behaviours that patients with HF perform to maintain life, healthy 
functioning and well-being (I). The scale has nine items rated on a five-point 
scale between 1 (I completely agree) to 5 (I completely disagree). The total 
score ranges between 9-45, where higher scores indicate worse self-care 
behaviour. The EHFScB-9 has reported good validity and reliability (Jaarsma 
et al. 2009). 

Heart failure knowledge 

The Dutch Heart Failure Knowledge Scale consists of 15 multiple-choice items 
measuring HF knowledge in general (4 items), knowledge of HF treatment (6 
items), and HF symptoms and symptom recognition (5 items) (I). For each 
item there are three options, where one option is the correct answer. One point 
was given for each correct answer, and the total score ranged from 0 (no 
correct answers) to 15 (15 correct answers). The instrument has been reported 
to be valid and reliable (van der Wal et al. 2005). The instrument has been 
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translated into Swedish using both forward- and backward translation (Wild 
et al. 2005). 

Symptoms of depression 

The Patient Health questionnaire (PHQ-9) measures symptoms of depression 
(Spitzer et al. 1999) (I, IV). The PHQ-9 instrument consists of nine items. The 
person should indicate how often they have been bothered by each depressive 
symptom during the previous two weeks on a scale ranging between not at all 
(0), several days (1), more than half the days (2) and nearly every day (3). The 
total score ranges from 0-27, where higher scores indicate increasing severity. 
The total score can be divided into different categories, indicating the level of 
depression severity as mild (5-9), moderate (10-14), moderately severe (15-19,) 
and severe (20-27). The instrument has been reported to be valid and reliable 
(Kroenke et al. 2001). The PHQ-9 has been found valid and reliable for 
measuring symptoms of depression in patients with HF (Hammash et al. 
2013). 
 

Health-related quality of life 

The generic instrument EQ-5D three level version (EQ-5D-3L) measures 
health- related quality of life (IV). The EQ-5D-3L consists of two parts. The 
first part, EQ-5D descriptive system, comprises five questions referring to the 
five dimensions mobility, self-care, usual activities, pain/discomfort, and 
anxiety/depression. Each of these items has three levels; no problems (level 1), 
some problems (level 2), or extreme problems (level 3). An index score (EQ-
index) can be calculated with 243 theoretically possible health states, where 1.0 
represents full health and the lowest score is -0.59. The second part, EQ-VAS, 
reflects the current health status on a vertical thermometer from 0 (worst 
imaginable health state) to 100 (best imaginable health state) (The EuroQol 
Group 1990, Brooks 1996). The EQ-5D has been found to be a valid and 
reliable (Coons et al. 2000). 
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Performing caregiving tasks 

Performed caregiving tasks were measured by the Dutch Objective Burden 
Inventory (DOBI) (IV). The instrument measures objective caregiver burden in 
partners of patients with HF. The scale can be divided into four domains, task 
regarding: personal care (11 items), motivational support in following the 
prescribed treatment regimen (10 items), emotional support (6 items), and 
practical and treatment related support (11 items), in total 38 items. For each 
task, the respondent rates how often that specific task was performed during 
the last three months. Each item is rated on a three-point Likert-type scale 
ranging from never (1), sometimes (2) to always (3). The total scores for all 
subscales range between 1 and 3. Higher scores indicate higher level of 
caregiving tasks. The instrument has been reported to be valid and reliable 
(Luttik et al. 2008). The instrument has been translated into Swedish, using 
both forward- and backward translation (Wild et al. 2005). 
 

Co-morbidities 

The Charlson co-morbidity index (CCI) is a validated method developed to 
classify co-morbid conditions that may alter the risk of mortality. It is used to 
summarise the illness burden from co-morbid disease in clinical research. 
Nineteen different conditions are given assigned weights, 1, 2, 3 and 6 points, 
where HF is given 1 point. The CCI is calculated by summarising each of the 
conditions in the individual’s medical history (Charlson et al. 1987). The score 
can be classified in three categories; low (0-1 points), moderate (2-3 points), 
and high (≥4 points) (Peterson et al. 2012). The CCI has been reported to be a 
valid and reliable method to measure co-morbidity in clinical research (de 
Groot et al. 2003). 

Interviews 

To be able to capture the patients’ and partners’ perspectives of participation 
in care, individual interviews were performed in the informants’ homes 
(Patton 2002, Kvale & Brinkmann 2009) (II, IV). The topics and preliminary 
questions had been developed and tested in a pilot interview with a woman 
receiving home-care due to HF. Some minor adjustments of the questions were 
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made and the same interview guide was thereafter applied during the 
interviews (II, IV). This pilot interview was not included in the analysis 
material. To start the interviews, a broad question was asked about what it 
meant to them to receive home-care due to their HF (II), or what it meant to 
them as a partner that their loved ones received home-care due to their HF 
(IV). Thereafter, depending on how the interview proceeded, questions were 
asked about what participation in care meant to them, how they wanted to 
participate in care, how they felt about participating in home-care, how they 
had experienced participation, what they thought about future participation in 
care, and what prerequisites were needed to participate in care. Probing and 
follow-up questions were used. The interviews were digitally recorded. 

Video-recorded observations 

In order to broaden the understanding of perspectives for patient 
participation, home visits were observed (Patton 2002) and documented by 
video-recordings (Botroff 1993) (III). During the preparatory stage, the author 
video-recorded one home visit to test the data collection method. This video-
recorded home visit was studied by the author and two other researches. 
Video-recording as a method for data collection was considered useful. This 
test-recording was not further analysed or included in the results. 
 
All video-recordings of home visits were made by the author. The author was 
present in the setting and managed the video-camera, but did not participate 
in the care and had no caring responsibility for the patients. The home visit 
was organised the same way as a regular visit. The patient decided in which 
room of their home the visit would take place. The recording started after 
introduction and confirmation of consent, when the patient and nurse were 
ready to begin the planned home visit. The camera was switched off when the 
patient and nurse stated that the home visit was ended. Short, descriptive field 
notes were written in direct connection to the observation to help 
remembering the context for the visit. In total, six hours and 57 minutes were 
video documented. Both mean and median time was 22 minutes. The duration 
for the home visits ranged from 5 to 35 minutes. 
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Procedures 

Implementation of The Heart Failure at Home Model 

The four home-care units had all previously provided care for patients with 
HF, but not followed a specific model. The units had expressed a need to 
develop care for patients with HF and a need for education to increase the 
team members’ knowledge and skills in HF care. The team members at the 
four home-care units were introduced to The Heart Failure at Home Model 
(Jaarsma et al. 2010a) during an educational day at each unit in January 2010. 
All components in the model were thoroughly introduced and explained. This 
also included a discussion about the implementation of the components in 
clinical practice. 
 
The study nurses at each unit had received additional education about The 
Heart Failure at Home Model and were also responsible for supporting their 
colleagues during the implementation of the model. To ensure that the model 
was implemented throughout the study, the author continuously reinforced 
and followed the process. Chart reviews and audits, e.g., monitoring of the 
care plans, access to care and educational strategies were made. The results 
were continuously discussed with the study nurses and the research team. 
Structured home-care, based on The Heart Failure at Home Model was first 
provided when the patients and eligible partners had completed the baseline 
questionnaire. All patients received all components of the intervention, but the 
interval of patient contacts (home visits and telephone follow-up) was 
individualised based on the patient’s medical condition, educational, or other 
needs. 
 

Quantitative data collection (I, IV) 

Patients who met the inclusion criteria were approached by a study nurse and 
received both verbal and written information about the study. Cohabitant 
family to the patients’ who had accepted to participate (I) were also 
approached for study participation (IV). Both patients and cohabitant family 
signed an informed consent. The questionnaires were completed at baseline, 
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one, six and twelve months (I), and at baseline and six months (IV). The 
participants received a pre-paid postage return envelope. One reminder was 
sent to non-responders after two weeks. Participants who needed help to read 
the questions and/or fill in the questionnaire were assisted by the study nurses 
or by the author.  
 

Qualitative data collection (II-IV) 

After the patients and partners had been included for study participation (I, 
IV), the qualitative data collection started in April 2010. Patients and partners 
were approached for study participation by a study nurse at the unit and were 
given verbal and written information. Additional information was thereafter 
provided by the author. Patients and partners gave written informed consent. 
The qualitative data was collected in parallel for study II-IV, and interviews 
with patients were held between April 2010 and February 2011 (II). Video-
recorded observations of home visits were made between April 2010 and 
October 2011 (III), and interviews with the partners were held between April 
2010 and June 2011 (IV). 

Data analysis 

Statistical analysis 

Descriptive statistics were performed to describe the sample with absolute 
frequencies (n). To describe scoring of the different instruments, mean (SD) (I) 
or median (inter quartile range) (IV) were used. No missing values in the 
scales/indices were imputed. Therefore, those with missing values were not 
included in the analysis (I, IV). To be able to compare the scoring between the 
scales/indices measuring different aspects of participation, the values were 
converted to a percentage of the possible maximum score (100%). This 
calculation was inspired by the instrument developer (I, IV) (Verho & Arnetz 
2003, Arnetz et al. 2008a). To explore if there were age and gender differences 
between patients who accepted or declined study participation, the chi square 
test was performed (I). Statistical analysis was performed using IBM SPSS 
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Statistics version 20 (I) and version 22 (IV) (SPSS Inc, Chicago, IL, USA). The 
level of statistical significance was set at p<0.05. 
 
A bivariate correlation analysis using Spearman’s rho was performed to 
explore factors associated with aspects of participation (I). To further explore 
the relationship, a stepwise linear regression analysis with backward 
elimination was performed. The choice of predictors for patient involvement, 
information, patient needs, and overall satisfaction with involvement was 
based on the results from the bivariate correlation analysis. Factors that had a 
p-value <0.10 were used as predictors for the regression analysis and socio-
demographics (age, sex, home-help service and cohabitation), clinical 
characteristics (NYHA class), knowledge (Dutch Heart Failure Knowledge 
Scale), symptoms of depression (PHQ-9), and self-care behaviour (EHFScB-9) 
were included. The variance inflation factor (VIF) was < 2 in all models of the 
regression, thereby indicating that there were no problems with 
multicolinarity in any of the variables. 
 
To describe the patients’ view of participation during 12 months with four 
measurement points, a repeated measure ANOVA was performed for the 
three scales patient involvement, information, and patient needs, and the 
single item overall satisfaction with involvement in care. To evaluate if the 
variance in the differences between all possible pairs of groups (i.e., time) were 
equal, the Mauchly's test of sphericity was used. The Huynh-Feldt correction 
was applied if this assumption was violated. To adjust for the multiple tests, 
the Bonferroni correction was performed (I). 
 
To explore associations between aspects of participation, performing care-
giving tasks, health- related quality of life, and depressive symptoms in 
partners, a bivariate correlation analysis using Spearman’s rho was performed. 
Furthermore, to explore the difference between the partners’ score at baseline 
and six months for the three indices participation, information, and contact, 
and the three single items, the Wilcoxson signed rank test was performed (IV). 

Qualitative analysis 

Data from interviews (II, IV) and video-recorded material from observations 
(III) was analysed by qualitative content analysis. Content analysis is 
considered as useful for careful, detailed and systematic examination and 
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interpretation of a particular body of data. Content analysis can be used for 
analysing different kinds of human communication, for instance written 
documents, audio- or video-recordings of data (Berg 2009). This approach was 
considered applicable to reach an increased understanding of the 
phenomenon of participation both from patients’ and partners’ own 
descriptions, and from how participation actually occurred during the 
observed home visits. 
 
The data analysis followed an inductive approach (II-IV), meaning that 
patterns, themes, or categories from the analysis were derived from data 
(Patton 2002, Berg 2009). Both manifest content, meaning the surface structure, 
as well as latent content, meaning interpretation of the underlying meaning, 
were taken into consideration during the analysis (Downe-Wamboldt 1992, 
Berg 2009). 
 
All interviews (II, IV) were transcribed verbatim by a secretary. The author 
validated the transcripts against the audio-recordings. The verbal 
communication from video-recorded observations was transcribed verbatim 
by the author. Non-verbal communication was also added to the transcripts 
from observations (III). 
 
The content analysis process includes several steps, and in this thesis, the steps 
described by Berg (2009) (II-IV) and Graneheim & Lundman (2004) (II) formed 
the basis for the analysis. Initially, the transcripts from the interviews (II, IV) 
were read repeatedly to gain an overall understanding of the whole. Units of 
the text that described aspects of participation were marked. The meaning of 
the units were condensed and labelled with a code (II) or given an open 
coding close to the participant’s statement (IV). These codes were sorted under 
headings, and preliminary categories (II, IV) and sub-categories (II) were 
developed. During the analysis, the material was reviewed repeatedly by 
constantly moving between the whole and the parts. Categories and/or sub-
categories were grouped and re-grouped and merged during the different 
steps of the analysis, until the final structure for the findings was established. 
 
The transcripts and the video-recordings were repeatedly read and studied 
(III) to gain an overall understanding of the whole. The analysis followed the 
same steps as the analysis of the interviews. However, special efforts were also 
made to capture the non-verbal communication during the observed care 
encounters. The author repeatedly examined the video-recordings during the 
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analysis to capture and identify non-verbal communication. Non-verbal 
communication was identified as both integrated among the existing codes, 
but also as parts that had not been identified and coded earlier in the process. 
The non-verbal communication that occurred on a more overriding level was 
described in a separate document and made explicit. This was integrated in 
the analysis of the whole material. 
 
Categories were created by content that shared similarities and were held 
together (Patton 2002) (II-IV). When there were threads of an underlying 
meaning throughout the categories, a theme was created (Graneheim & 
Lundman 2004) (III). Descriptions of the categories/sub-categories and themes 
were made. The N-Vivo 10 (QRS International Pty Ltd, Doncaster, Australia), a 
software application to organise qualitative data during analysis, was used in 
study III and IV. 

Mixed-method analysis 

A parallel convergent mixed-method design was applied in study IV (Creswell 
& Plano-Clark 2011). At first, both data sets were analysed separately through 
statistical analysis (descriptive and correlation analysis), and qualitative 
analysis (qualitative content analysis). These analyses gave quantitative results 
about the scoring of different aspects of participation and performing 
caregiving tasks. Qualitative findings were revealed in categories describing 
aspects of participation. Thereafter, the results were examined to identify parts 
that could be compared.  This means that quantitative results and qualitative 
findings were compared side-by-side, and results that could be compared 
were examined to see whether the results converged and/or gave an expanded 
knowledge, or if the results diverged or were inconsistent. The results were 
presented both as results from the separate analysis and as mixed-method 
results. 

Ethical considerations 

The studies were designed in accordance with and followed the principles of 
the World Medical Association Declaration of Helsinki (World Medical 
Association 2013) and the code of ethics for nurses (International Council of 
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Nurses 2012). Permission to conduct the studies (I-IV) was granted by the 
Regional Ethical Review Board in Linköping (DnrM210-09). 
 
Both the information and consent requirements were observed, and patients 
and partners gave written informed consent (I-IV). It was clarified that 
participants could terminate their participation at any time, and that this 
would in no way affect their care or their partner’s care. Data collection was 
done through questionnaires (I, IV), individual interviews (II, IV), and video-
recorded observations (III). All qualitative data collection was carried out by 
the author who was an external person who did not participate in or 
influenced the patients’ care. Participants were guaranteed confidentiality. 
 
A potential risk was that data collection via questionnaires could be perceived 
as burdensome to the patients or partners (I, IV). The number of instruments 
was carefully considered, to limit the number of questions as much as 
possible. Patients and partners were given help to complete the questionnaires 
if needed. 
 
Asking seriously ill patients to participate in interviews or video-recorded 
observations of home visits can be regarded as sensitive, especially as patients 
are in a dependent situation. Furthermore, video-recorded observations of care 
encounters between patients and nurses in home-care may be particularly 
sensitive, as they could infringe on the patient’s privacy. It was therefore 
important that both the video-recorded observations and interviews were 
guided by respect and sensitivity to the patient's situation before, during, and 
after the data collection. The author has striven to be responsive to any signs 
of discomfort in the participants, and to be prepared and be able to set aside 
time to arrange support and management. All participants also had the 
author’s contact details, in case they wanted to contact her about concerns 
raised by the observed home visits or interviews. None of the participants 
expressed that they experienced discomfort in association with the interviews 
or video-recorded home visits. All participating nurses received information 
about the study and gave verbal informed consent (III). Partners of seriously 
ill patients are also in a dependent situation, and their interviews were guided 
by the same sensitivity as the ones with the patients. 
 
Before the interviews or video-recorded observations started, confirmation of 
previously given consent was repeated. It was again clarified that participants 
could terminate their participation at any time. All data, including 
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questionnaires, transcripts, and video-recorded material, was coded and 
stored safely and only available to the research team. 

Measures to ensure rigour 

Scientific rigour is of importance as it is associated to the worth of the research 
outcomes (Grove et al. 2013). Depending on whether the research approach is 
quantitative or qualitative, there are different aspects of the constitution of 
rigour. Therefore, different steps were taken to ensure scientific rigour in this 
thesis (I-IV). 

Validity and reliability 

In quantitative research, aspects of validity and reliability are considered to be 
of great importance (Polit & Beck 2012, Grove et al. 2013). Valid and reliable 
instruments were chosen for data collection (I, IV). All instruments, except for 
the two instruments measuring aspects of participation, have previously been 
used in the HF population or among partners of patients with HF. One of the 
instruments was developed to measure aspects of participation among 
patients with myocardial infarction in a hospital setting (I). The other 
instrument was developed to measure quality of care, including aspects of 
participation among relatives of patients receiving geriatric care (IV). The 
choice of items from these two instruments was made in collaboration with the 
instrument developer. The items were considered applicable to patients with 
HF in a home-care context. For the patients, the wording of two items (I) were 
slightly changed and adapted to the HF home-care context. The instrument 
was therefore tested by five patients not included in the study. To test the 
instruments’ internal consistency in these studies (I, IV), Cronbach’s α or 
Kuder-Richardson (KR-20) analysis were performed. 

Trustworthiness 

In qualitative studies, openness and methodological congruence, 
thoroughness in data collection, and self-understanding are considered 
important aspects (Grove et al. 2013). Systematic data collection through semi-
structured interviews (II, IV), video-recorded observations (III), and systematic 
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analysis were applied throughout the studies. This process included openness 
to the impact of the self during all phases of the process. Four criteria for 
establishing trustworthiness of qualitative findings were applied; credibility, 
dependability, confirmability, and transferability (Lincoln & Guba 1985). To 
establish credibility, patients and partners were included to ensure variation, 
using either quota (II) or purposive (III, IV) sampling. During the initial phase 
of the analysis (II-IV), the author and one or two researchers worked in 
parallel to establish a foundation for the continued analysis. Thereafter, the 
author performed the analysis, but had continuous discussions with the 
researchers throughout the whole process. To ensure dependability, the final 
structure of the findings were scrutinised by the other researchers. Detailed 
descriptions of the analysis were also given. To further ensure credibility, 
quotations (II, IV) or detailed descriptions of the findings, including examples, 
were given (III). Steps to ensure confirmability were taken through seminar 
discussions with clinicians and/or researchers about the preliminary findings. 
Furthermore, the findings were compared to findings from previous studies. 
To allow for assessment of transferability, descriptive data of participants and 
context was provided. 
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RESULTS 

 
 
The overall aim of this thesis was to describe different perspectives of 
participation in structured heart failure home-care among patients with heart 
failure and their partners.  
 

Factors associated with patient participation 

This study (I) explored factors associated with the four measured aspects of 
participation: patient involvement, information, patient needs, and overall 
satisfaction with involvement in care. The bivariate correlation analysis 
showed that a lower degree of symptoms of depression, better self-care, higher 
level of HF knowledge, lower NYHA-classification, male sex, lower age, 
cohabitation, and having home-help services were associated with one or 
more of the four scales measuring aspects of participation (p<0.10). The 
stepwise linear regression analysis showed that self-care behaviour was 
significantly associated with all four scales measuring aspects of participation 
(p<0.001-0.003). Symptoms of depression, higher level of HF knowledge, and 
cohabitation were significantly associated with two of the four scales, while 
age, sex, and having home-help were associated with one of the four scales 
measuring aspects of participation (Table 6). 
 

Influence on patient participation by heart 
failure home-care 

Patient participation was evaluated over time after receiving home-care 
according to The Heart Failure at Home Model (I). Receiving information about 
the HF condition and treatment showed a significant change over time. This 
score received the lowest score at baseline (74% of the max score), and 
increased to 81% of the max score at the 12-month follow-up. Patient needs 
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received a fairly positive score at baseline, and received the highest score with 
84% of the max score. The second highest score was given to patient 
involvement with 81% of the max score, followed by overall satisfaction with 
involvement in care with 78% of the max score. However, none of these three 
scales showed any significant change over time (Table 7). 
 
Table 6. Factors associated with aspects of participation at baseline. 
 
Outcome variable Predictor variable B (SE)  
   
Patient involvement (n=96) Self-care -0.20 (0.05) *** 
 Cohabitation  2.17 (0.68) ** 
 Age -0.08 (0.04) * 
   
Information (n=96) Self-care -0.24 (0.05) *** 
 HF knowledge  0.39 (0.16) * 
 Female sex -1.52 (0.67) * 
 Having home help  1.61 (0.65) * 
   
Patient needs (n=98) Symptoms depression -0.15 (0.06) * 
 Self-care -0.22 (0.05) *** 
 HF knowledge  0.48 (0.17) ** 
   
Overall satisfaction involvement (n=98) Symptoms depression -0.09 (0.03) ** 
 Self-care -0.08 (0.03) ** 
 Cohabitation  1.06 (0.37) ** 
 NYHA III-IV -1.01 (0.58) ns 
*p<0.05, **p<0.01, *** p<0.001, ns=non-significant   
B=Unstandardized regression coefficient 
NYHA= New York Heart Association functional classification 
 
 
 
Table 7. Changes in patient participation over time based on repeated measure ANOVA. 
 
Time  
Mean (SD) 

Variable 
Patient invol- 
vement (n=47) 

 
Information 
(n=47) 

 
Patient needs 
(n=48) 

 
Overall satisfaction 
involvement (n=49) 

Baseline (T1) 19.53 (3.44) 14.77 (3.43) 23.60 (3.72) 7.82 (1.80) 
1 month (T2) 19.28 (3.27) 15.96 (2.94) 24.54 (3.31) 7.96 (1.64) 
6 month (T3) 19.43 (3.04) 16.23 (3.29) 24.60 (3.30) 7.84 (1.88) 
12 month (T4) 20.21 (3.26) 16.15 (2.98) 24.54 (3.31) 7.92 (1.64) 
F (df) 1.997 (3)  4.861 (3) ** 1.998 (2.6) b 0.153 (3) 
Post-hocᵃ  B p=0.009 

C p=0.008 
  

**p<0.01 
ᵃ = Bonferroni corrected p-values. Significant differences are reported as, B=T₁-T₃, C=T₁-T₄ 
ᵇ = Huynh-Feldt correction according to violation of the assumption of sphericity 
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Patient participation in heart failure home-care  

 
The patients’ own descriptions of participation revealed five main aspects; 
communication between themselves and health care professionals, having 
access to care, active involvement in care, having a trustful relation with health 
care professionals, and options for decision- making (II). The expression for 
participation during care encounters revealed that participation was made 
possible by interaction between the patient and the nurse where they mutually 
influenced each other. An enabling approach, reflected in both patients’ and 
nurses’ behaviours during home-care encounters, was identified. The 
expression for participation was displayed verbally, but could also be 
enhanced by or expressed through non-verbal communication (III). The 
importance of different aspects defining involvement was rated as fairly 
important at baseline. Patients’ overall satisfaction with previous participation 
in care was also given a fairly positive rating. Both scores were stable and 
showed no significant change over time when receiving structured home-care 
(I). 

Communication in heart failure home-care 

Participation, such as communication between patients and health care 
professionals/nurses, through information exchange and care-related 
reasoning had a prominent role in HF home-care (II, III), which was reinforced 
by an enabling approach during home visits (III). The patients expressed that 
good condition for communication with health care professionals during 
home visits, with time and space for a dialogue and exchange of care-related 
information facilitated participation (II). This communication clearly occurred 
during the observed home-care encounters, as the patient and nurse interacted 
in an exchange of care-related information or engaged in care-related 
reasoning, often while other tasks were performed (III). The dialogue meant 
that patients could raise concerns and also receive support (II, III). Support 
and an active interest in the patient became visible as the nurse showed 
commitment during the home visits. This was expressed both verbally and 
reinforced by the tone of voice and body language (III).  The nurse displayed 
an enabling approach and invited the patient to a dialogue in various ways 
during the home visits, for instance through comprehensive questions, explicit 
questions about the patient’s opinion, or joint decisions (III). 
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Patients expressed that receiving home-care helped them manage their 
situation (II). There was an exchange of care-related information during home-
visits (II, III), and information could be given about, for instance, the plan for 
the home-visit, treatment, and self-care actions that could be taken or had been 
taken (III). Patients’ scoring of received information was given the lowest score 
of the aspects of participation at baseline. However, there was a significant 
improvement for received information at the six and twelve month follow-ups 
(I). During home visits, the nurse often initiated exchange of information (III), 
but patients also gave information (II, III). The interaction increased when this 
exchange took the expression of reasoning. The topics could be about the plan 
for the visit or treatment, and was developed through interplay between the 
parties. This reasoning could also take place while other tasks were performed 
and was reinforced by body language (III). During home visits, patients asked 
questions (II, III) and showed an active interest (III). Patients described the 
importance of receiving continuous information and how knowledge helped 
them to handle their situation (II). The patients also displayed their 
knowledge, for instance, about symptoms, monitoring, and treatment during 
home visits (III). Patients described a transparency in home-care, as 
documentation and other activities were visible to them, and they expressed 
an understanding of the steps taken during the visits (II). 
 

Accessibility and fulfilled needs 

Participation was also expressed as having access to care, including an 
awareness of the plan for home visits, and involvement in this planning. 
Having an opportunity to initiate visits if deterioration occurred was 
expressed as important for participation, and was different to other care 
contacts (II). Patients scored fulfilled needs in terms of asking questions, 
understanding information and being treated with respect rather positively at 
baseline. This remained stable over time and showed no significant changes 
(I). 

Active involvement in care 

Patient participation included active involvement in care (II, III). Patients 
performed different kinds of self-care and described how they used their 
experiences and knowledge to manage the situation (II). Participation was 
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expressed as collaborative care with health care professionals, as patients, for 
instance, prepared themselves prior to home visits. They also discussed 
appropriate medication or levels for monitoring with health care professionals 
(II). During the care encounters, an enabling approach included active interest 
by the patient and the nurse who invited to a dialogue, and this displayed 
how collaborative care occurred (III). Collaboration also took place in terms of 
performance of practical care (II, III). This became visible during home visits 
as patients and nurses interacted when practical tasks were performed, e.g., 
prior to, during, and after check-ups. Interaction expressed through 
collaboration displayed different levels of intensity and included both verbal 
and non-verbal communication. Collaboration could take place without prior 
verbal communication, which displayed that the patient was familiar with the 
procedures during home visits (III). An enabling approach underpinned this 
collaboration (III). 

Trustful relations 

Patients described that a trustful relation with the health care professionals 
was an important foundation for participation.  This included confidence in 
the health care professionals’ competence and individually adapted care (II). 
During the observed home visits, a trustful relationship could be traced when 
patients and nurses displayed an enabling approach, which in turn enabled 
participation (III). Having confidence in the health care professionals and 
being able to rely on them providing sufficient care was important for 
participation (II). The nurses also showed that they trusted the patients’ 
information, e.g., when recording data of the patients’ own observations prior 
to the home visit (III). Patients expressed that they could lack sufficient 
knowledge to manage their situation, but that they used previous experience 
and knowledge to assess the care provided. Having the same health care 
professional coming for home visits facilitated participation, as the health care 
professional was then aware of the patient’s own knowledge and preferences. 
A trustful relation also included care based on the patient’s needs and a 
genuine concern for the patient (II). Concern was displayed during home visits 
when the nurse showed commitment to the patient. This was expressed when 
the nurse actively listened to the patient and took their starting point in the 
patient’s situation, and also invited the patient to a dialogue. These verbal 
expressions for commitment were also reinforced by non-verbal 
communication. A slow pace, and being present, for instance by pausing the 
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task performed when the patient explained something, allowed for 
participation (III). 

Expressions of own preferences for participation 

The patients described different aspects of decision-making. The majority 
expressed preferences for participation and a will to be involved in discussions 
and/or influence decisions (II). During home-visits, patients’ participation was 
enabled when they explicitly expressed their will. For instance, patients gave 
instructions prior to performing check-ups or measurements, or expressed 
their will about postponing the next visit (III). Patients described that their 
preferences for participation were connected to their knowledge and 
personality, and it was their own responsibility to comment if they did not 
agree. Patients gave examples of how the health care organisation could 
restrict the possibility for making decisions (II). Patients also described their 
will to entrust decisions to the health care professionals. This could be done by 
a passive approach or an active approach and handing over the decisions, but 
they wanted to have information and be involved in discussions (II). 

Barriers for participation 

Most of the findings showed positive experiences, but the patients’ 
descriptions of participation also revealed various obstacles. Restricted time 
and space for a dialogue, and lack of information about the organisation of 
care had a negative impact on participation. Furthermore, lack of trust or 
confidence in the health care professionals, different health care professionals 
coming for home visits, or an underestimation of the patient’s knowledge 
were barriers for participation. Lack of possibility to influence the care content, 
or if no options were given could also have a negative influence on 
participation (II). 

Partners’ experiences of participation  

Partners scored fairly positive for the measured aspects participation, 
information, contact, and overall satisfaction with participation. All scored 
between 80-94% of the max score at six months (IV). There were no significant 
differences for the measured aspects of participation between baseline and six 
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months. The bivariate correlation analysis showed a significant association 
between both received information and overall satisfaction with participation 
in care and better health, measured by EQ-VAS (rho ranging between 0.56-
0.71, p<0.05). Practical and treatment related tasks received the highest score, 
followed by emotional and motivational support. Personal care received the 
lowest score. The bivariate correlation analysis also showed a significant 
association between a higher degree of participation in care to the extent that 
they wanted and three of the DOBI-subscales (rho ranging between 0.56-0.70, 
p <0.05), except for the subscale for practical care. 
 
The partners’ descriptions of participation in care resulted in four categories. 
Two were more linked to participation in relation to the patient, and two were 
more related to participation with health care professionals. The quantitative 
results of aspects of participation and performing caregiving tasks could be 
mirrored in the content of the qualitative findings. A summary of the side-by-
side comparisons is displayed in Table 8. 
 
The first category revealed that participation took place in relation to adapting 
to the caring needs and illness trajectory.  This meant that partners were 
involved according to the patient’s health situation and needs, e.g., practical 
involvement in the patient’s care, and various aspects of self-care and support. 
The need for partner involvement ranged widely. This finding was convergent 
with the scoring of performing practical and treatment related tasks. The 
qualitative findings also expanded the understanding of involvement with 
regard to performing personal care. The sub-scale personal care was scored 
rather low. This meant that partners scored that they did not perform that 
much care. However, the partners’ descriptions revealed that some of the 
patients had substantial care needs. 
 
The second category revealed that participation included mastering caregiving 
demands. Partners’ will to be involved ranged from no will to be involved, to 
being utterly involved. Partners expressed that it was their duty to support 
and care for the patient, this reflected both positive and negative emotions. 
Lack of knowledge lead to a feeling that they could not be responsible for the 
patient’s care. These qualitative findings expanded the understanding of the 
scoring regarding what it meant to be satisfied with participation and 
involved to the extent that they preferred. This could mean that the partners’ 
actual involvement in care could range widely. Furthermore, partners did not 
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experience any particular demands from care providers at present, but some 
expressed a fear that such demands would follow. 
 
Table 8. Summary of side-by-side comparisons of partners’ descriptions of participation in 
care, and scoring of aspects of participation and performing caregiving tasks (IV). 
 
Qualitative categories Quantitative results (n=14) 

Median (Q1; Q3) 
 
Adapting to the caring needs and illness trajectory 
The partners were involved in relation to the patient’s’    
health situation and needs. The needs varied from being 
limited to extensive. 

 
Caregiving tasks: 
Practical and treatment related tasks 2.5 (2.0; 2.9) 
Motivational care 1.7 (1.1; 2.0) 
Personal care 1.2 (1.1; 1.6) 
 

Mastering caregiving demands 
The partners’ willingness to be involved in care ranged from 
no will to be involved to be utterly involved. Partners 
expressed their responsibility to support the patient, this 
reflected both positive and negative emotions. 
 

Overall satisfaction participation in care* 8.0 (7.0; 9.5) 
Participated to the extent they wanted,  4.0 (3.0; 4.0) 
Perceived too high demands,  2.0 (1.0; 3.0) 
 

Interacting with health care providers 
The partners were present during visits, but their activity 
varied. They provided information to the health care 
professionals who paid attention to them. The partners had 
good opportunities to make contact and ask questions. 
 

Participation in care*  11.0 (7.5; 12.0), 92% of max score 
 
Contacts 10.0 (8.0; 12.0), 83% of max score 
 
 

Gaining knowledge to comprehend the health situation 
The partners expressed a need for information, and they 
also received information about different aspects of care 
and treatment. 

Information 15.0 (12.8; 16.0), 94% of the max score 
 
 
 

  
*n=13  
Performing caregiving tasks: score range 1-3, a higher score indicates performance of more tasks, Overall satisfaction 
participation in care score range 1-10 higher score indicates more positive rating, Participated to the extent they wanted 
and Perceived too high demands 4= Yes, to a great degree, 3= Yes, somewhat, 2= No, not especially, 1= No, not at all. 
 
 
 
The third category described participation by interacting with health care 
professionals. Partners were often present during home visits, but their 
activity level during these visits varied. They provided information, had an 
opportunity to ask questions, and felt that the health care professionals paid 
attention to them. The partner could also be the person initiating and 
managing the patient’s care contacts. These findings converge and 
complement our understanding of the scoring for both participation in care 
and possibility to make contact. Both received a fairly high and positive score. 
 
The fourth category, gaining knowledge to comprehend the health situation, 
described the partners’ continuous need for information about different 
aspects of care, and that they also received information. Being informed 
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included having knowledge of a range of aspects related to the disease. These 
findings converge as received information was given a high and positive 
score. These results also expand the understanding of the meaning of this 
information. 

Comprehensive description of participation in 
heart failure home-care   

Overall, patients and partners expressed positive experiences regarding 
participation in HF home-care (I, II, IV). This included the importance of 
having access to care, which also meant safety (II, IV). Participation became 
visible during observations of home-care encounters between the patient and 
nurse (III). Participation in terms of communication between patient and 
health care professionals had a prominent role in the patients’ descriptions (II). 
Furthermore, a trustful relationship with health care professionals, options for 
decision-making and active involvement in care, was important aspects for 
participation (II). These aspects were visible and identified during the care 
encounters (III) and were confirmed in the measurements of different aspects 
of participation in care (I). The results that describe the patients’ different 
perspectives of participation (I-III) showed that some had a strong and 
consistent reciprocal relationship, some showed an explicit reciprocal 
relationship, and some had relationship, but on an underlying level. The 
results and how these different perspectives are related to each other are 
displayed in figure 3. Communication and interaction with health care 
professionals were also important aspects in the partners’ descriptions. These 
were confirmed in the measured aspects of participation in care (IV). Overall, 
the results from the different studies showed results that converge and can be 
related to each other. 
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 DISCUSSION 

Discussion of the results 

This thesis describes different perspectives of participation among patients 
and their partners in structured HF home-care. To our knowledge, there are no 
previous studies with this specific focus on participation in this HF care 
context. Many of the patients who received home-care were frail, had severe 
HF, and were highly symptomatic. In the studies, both patients and their 
partners stated that home-care facilitated participation in care. Overall, both 
patients and partners were satisfied with most aspects of participation in 
relation to home-care. Interaction and an enabling approach between involved 
parties, including satisfactory communication and sufficient information, 
facilitated patient participation. Patients wanted to be, and were involved in 
their care, but extent and manner varied. A trustful relationship was described 
as a foundation for participation. There were also barriers for patient 
participation, primarily due to insufficient organisation of care or a lack of 
confidence in health care professionals. Having access to home-care was of 
great importance for participation, both for the patients and their partners. The 
partners’ participation was related to the patient, as they had to adapt to 
caring needs and master caring demands. Partners’ participation was also 
related to health care professionals. They described that participation was 
facilitated by interaction with health care professionals and the opportunity to 
gain knowledge about HF care. 
 

Factors associated with patient participation 

Based on the literature, factors found to be associated with aspects of 
participation in the group of patients with HF were identified. Out of these, 
seven factors (sex, home-help service, cohabitation, NYHA class, knowledge 
symptoms of depression and self-care behaviour) were found to be associated 
with one or more of the four aspects of participation (involvement, 
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information, needs, and overall satisfaction with involvement) (I). Two factors, 
self-care and HF knowledge, were of specific interest in relation to care for 
patients with HF. 
 
Self-care behaviour was consistently associated with all four aspects of patient 
participation (I), and this association has to our knowledge not been identified 
before. Better self-care behaviour was significantly associated with more 
positive ratings in the four aspects of participation. As increased self-care 
improves outcomes such as mortality and morbidity (Lee et al. 2011), aspects 
of patient participation need to be highlighted and prioritised when planning 
and delivering HF care. When patients perform self-care they are active and 
participate in their own care (Riegel et al. 2012). Similarities between self-care 
and participation as found in this thesis, have been confirmed in a systematic 
review of qualitative studies summarising patients’ perspectives of self-care 
needs (Currie et al. 2014). A good relationship between patients and health 
care professionals was found to be a facilitator for HF self-care. This 
relationship included interaction, and self-care was supported when health 
care professionals were accessible, respectful, attentive, and collaborative 
(Currie et al. 2014). Patient participation in HF home-care was founded on a 
trustful relationship between patients and health care professionals that 
includes interaction through communication and collaboration. Interaction 
between patients and nurses was also identified during the observed home 
visits. This underlines the potential for support and improved self-care when 
there is a high level of patient participation in a home-care setting. However, 
our results cannot determine if self-care affects participation or if it is the 
opposite case. The association is probably reciprocal. 
 
Better HF knowledge was significantly associated with the aspects of 
participation, higher ratings for received information and fulfilled needs 
(I).This result is in concordance with previous qualitative findings that have 
described the importance of knowledge in relation to participation (Larsson et 
al. 2007, Eldh et al. 2010), and with the patients’ descriptions (II). This 
association between knowledge and aspects of participation could also be of 
interest for HF self-care. Knowledge is important to be able to perform 
sufficient HF self-care (Strömberg 2005, Riegel et al. 2012). However, the 
relationship between self-care and knowledge is complex, and studies show 
that increased knowledge does not always mean better outcomes with regard 
to HF self-care (Boyde et al. 2011). 
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Patient participation in heart failure home-care 

Perspectives of patient participation in this thesis reveal a broad picture (I-III), 
which is in line with previous descriptions of the concept as being 
multifaceted (Cahill 1996, Sahlsten et al. 2008). The group of patients receiving 
home-care had advanced HF and most of them had experienced multiple care 
contacts during their illness trajectory. The results in this thesis describe 
participation with regard to the home-care context, but should also be 
understood as being influenced by the participants’ previous experiences. 
 
Patients with HF receiving structured-home care wanted to be involved in 
their care, but what this involvement included, differed between patients (II). 
Patients reported it to be of rather high importance for participation to receive 
clear information, have ability to ask questions, express own views, participate 
in discussions, make decisions about care and treatment, and bear the main 
responsibility for their health (I). This rating of the importance of the aspects 
defining participation is comparable to patients hospitalised due to an acute 
myocardial infarction (Arnetz et al. 2008a). The patients also reported that they 
were rather satisfied with their overall participation in HF home-care (I). 
 
Patients’ preferences for participation regarding decision-making about care 
and treatment vary in previous research literature (Schoot et al. 2005, Say et al. 
2006, Rodriguez et al. 2008, Burton et al. 2010, Ekdahl et al. 2010, 2011, Foss 
2011). This is confirmed in this thesis, where patients’ willingness to make 
decisions also varied (II). Some patients explicitly expressed their views and 
preferences regarding some actions taken during the visit, and they also took 
an active role in decision-making (II, III). Others did not want to make 
decisions and entrusted themselves to the health care professionals’ care (II). 
However, most of the findings revealed that care was planned in consultation 
with patients (II, III). This is of importance in order to meet legal requirements 
for participation in care (Socialdepartementet 1982, 2014), and respect the 
patient as a person (McCormack & McCane 2006). 
 
Patients’ descriptions revealed that there was often room for a dialogue during 
home visits, which was also important in order to gain knowledge (II). This 
dialogue could be identified during the observed home-care encounters (III), 
underpinned by interaction and an enabling approach by both parties. The 
exchange of care-related information included both parties, as patients shared 
their experiences and information and nurses shared their professional 
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knowledge and experiences with the patient. This patient-centred 
communication has shown to be important for patient satisfaction, but also to 
improve adherence and patient health (Charlton et al. 2008). Patients could 
also receive confirmation of their own concerns during the home visits, which 
was important for managing the situation (II). According to these findings, 
conditions for communication during home visits seem to be rather favourable 
compared to other HF care contexts (Barnes et al. 2006b, Howie-Esquivel & 
Dracup 2012). The fact that patients rated a significant improvement over time 
for received information supports this (I). Receiving sufficient information 
about care is one important aspect for meeting legal requirements for care 
(Socialdepartementet 1982, 2014), and also for patient satisfaction with care. 
Home visits often meant good conditions for exchange of care-related 
information (II, III), which patients emphasised as being highly significant for 
participation (II). 
 
Patients described active involvement in care, and if and how this influenced 
self-care. Patients performed self-care and collaborated with health care 
professionals (II), and the mutual activity seemed to help them gain control. 
Patients’ active involvement could also be identified during the observed care 
encounters, where discussions with the nurses about different aspects of self-
care were highly present (III). Having self-care skills is desirable; both tactical 
skills (how to) and situational skills (what to when) (Dickson & Riegel 2009). 
However, findings from a qualitative meta-analysis revealed that traditional 
patient education does not always support the development of these skills 
(Dickson & Riegel 2009). Participation with regard to patients’ active 
involvement and performed self-care (II) could have the potential to support 
both tactical and situational skills when faced with new situations, e.g., 
deterioration with symptoms of breathlessness. Patients used their knowledge 
and previous experience in new situations to respond and handle their self-
care. If this was supported by care and education taking place in the home 
environment is difficult to determine. However, home-care may provide an 
opportunity to obtain a more complete picture of the HF patient’s situation, 
including the ability to manage their condition at home (Jaarsma & Luttik 
2011). This may lead to more tailored patient education, thus facilitating 
knowledge exchange. Individualised self-care education was one important 
part of structured HF home-care, and patients also described that the 
knowledge they obtained helped them to handle their situation (II). The 
patients were fairly knowledgeable about HF when they were enrolled in 
structured home-care (I), but there is a constant need for more knowledge in 
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order to handle upcoming situations  related to the HF condition (Riegel et al. 
2012, Wingham et al. 2014). 
 
Having a trustful relationship with health care professionals was of great 
importance and facilitated participation (II). Many of the observed home-care 
encounters bore witness of confidence between the parties involved. Patients 
were active and expressed their own wishes, and nurses showed commitment 
and invited patients to a dialogue (III). Previous research has described that 
participation in care can be stimulated if the patient is recognised and 
experiences a genuine interest from the health care professionals (Larsson et 
al. 2007), and that encounters between equal partners who interact during care 
facilitate participation (Schoot et al. 2005, Tutton 2005, Millard et al. 2006). This 
was in concordance with findings in this study (III). The fact that care was 
provided in the patient's home probably influenced participation, as revealed 
in this thesis. The importance of trustful relationships with health care 
professionals has been described by patients receiving home-care (Brännström 
et al. 2006, Skär & Söderberg 2011, Holmberg et al. 2012). Health care 
professionals have also described seeing themselves as a guest in the patient's 
home (Öhman & Söderberg 2004, Brännström et al. 2005). This might lead to a 
more equal relationship between the patient and health care professional, 
which probably facilitate participation. This finding could be compared to 
descriptions of participation in care within hospital settings, where room for 
patient participation sometimes was more limited (Wellard et al. 2003, Eldh 
2004, 2006b, Frank et al. 2009, Larsson et al. 2011a, b, Ekdahl et al. 2012). 
However, other findings have revealed that patients sometimes experience a 
lack of trust in health care professionals, and that this has a negative influence 
on the outcome of the visit, and also on participation (II). Lack of interaction 
and relationship, caused by lack of continuity and collaboration, has 
previously been explained as non-participation among patients with HF (Eldh 
et al. 2004). Patients described that when there was a lack of confidence they 
became more withdrawn and refrained from asking questions (II). This had a 
negative impact, as the patient had questions that remained unanswered until 
the next visit. Furthermore, it could also entail a risk that information about 
early signs of deterioration were not recognised during the home visit, and in 
the worst case scenario, lead to a more severe progression of symptoms. 
 
Patients’ experiences prior to being admitted to home-care revealed that they 
sometimes had to struggle to receive help when symptoms deteriorated. Being 
able to influence their situation and have easy access to care and support when 
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needed was of great importance for participation (II). Both being aware of the 
plan for home visits and being able to initiate visits were described as highly 
important for participation and feeling safe. This experience of safety is in 
concordance with previous findings in patients with HF receiving palliative 
home-care (Brännström et al. 2006). Access to care also meant increased 
patient involvement among older patients in other care contexts (Bastiaens et 
al. 2007). One of the components in The Heart Failure at Home Model (Jaarsma et 
al. 2010a) is to increase access to care, which was in line with the finding from 
this study (II). 

Partners’ experiences of participation 

Partners of patients with HF receiving home-care described participation in 
care, both with the patient and health care professionals (IV). Previous 
research has also reported that family and partners are involved in different 
aspects of care (Clark et al. 2008, Rosland et al. 2010, Piamjariyakul et al. 2012). 
For the patient, the fact that the partner is involved in their care is of great 
importance (Piamjariyakul et al. 2012). From the partners’ perspective, this 
need for their involvement could be experienced as both burdensome 
(Saunders 2008, Ågren et al. 2010), but also associated with positive 
experiences (Hogstel et al. 2005, Kang et al. 2011, Gusdal et al. 2014). This 
continuum ranging between positive and negative experiences was also 
revealed by partners’ descriptions of participation (IV). Partners needed to 
adapt to caring needs and caregiving demands, which reflected both negative 
and positive experiences of participation. The extent to which partners 
actually participated in the patients’ care varied greatly. 
 
Overall, partners scored that they were fairly satisfied with the different 
aspects of participation in home-care, which was strengthened by their 
descriptions of participation in connection with home visits. Partners’ 
participation in relation to health care professionals during home visits 
revealed interaction and good conditions for communication. They described 
the importance of receiving care-related information as this gave them the 
knowledge to comprehend the patients’ health situation. These findings also 
showed several similarities with the patients' descriptions of participation (II). 
Both patients with HF and their partners have described a continuous need for 
knowledge acquisition (Liljeros et al. 2014), which is in concordance with 
findings from this study (IV). Previous research has also described how 



Discussion 

 57 

partners of patients with HF experience involvement when they are included 
in care, given attention, and are recognised (Mårtensson et al. 2001). This could 
be compared to the partners’ descriptions (IV). Partners had negative 
experiences if they were kept at a distance, did not receive sufficient support 
from health care professionals (Mårtensson et al. 2001), and had to struggle to 
be included in contacts with health care professionals (Gusdal et al. 2014). 
Partners also lacked information about prognosis and what would happen in 
the future (Imes et al. 2011). These negative experiences were not found in this 
study (IV). It is difficult to determine if this was due to a non-existence of 
negative experiences, or if these just were not expressed. Care provided in 
accordance with The Heart Failure at Home Model (Jaarsma et al. 2010a) aimed to 
plan care in collaboration both with the patient and their family, and also to 
involve the family in education. The findings point out several positive 
experiences of this. Furthermore, partners also expressed the importance of 
easy access to care when the patient received home-care and how this meant 
safety. 

Methodological considerations 

Overall, the combination of methodologies aimed to gain a better 
understanding of different perspectives of participation among patients with 
HF and their partners in a home-care context. By method triangulation, 
weaknesses of a single methodological approach could be diminished (Patton 
2002, Polit & Beck 2012). Collecting data from different sources (I-III, IV), 
where comparisons of the results in many ways showed converging results, 
could be considered a strength for the results in this thesis. However, there are 
some methodological limitations. 
 

Sample 

A consecutive sample of 100 patients was determined feasible for inclusion in 
study I. No prior power calculation was performed for sample size, which 
could be regarded as a limitation (Altman 1999). The sample ran a risk for 
selection bias for two reasons: the large number of patients who declined to 
participate, and the large number of patients assessed as unable to participate 
in the study. No age or gender differences were found between those who 
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participated and those who declined. No further analysis of other clinical or 
demographical differences between the groups was performed, and this must 
be considered as a threat to internal validity. The mortality rate was high 
among the patients during the one- year follow- up. Forty-two of 100 patients 
had deceased after one year, and this is also a limitation for the internal 
validity. 
 
There are no specific rules for sample sizes in qualitative studies (Patton 2002). 
The inclusion of participants aimed to reflect the group of patients receiving 
home-care (II), or reflect a variation in age, gender and different care needs 
(III). The inclusion of participants aimed to capture different perspectives and 
data that were as rich as possible. The mean age of those who accepted to 
participate was slightly younger compared to the whole group of patients 
receiving HF home-care. However, the participants’ age ranged quite widely. 
Nine of the patients who participated in the video-recorded observations (III) 
were also interviewed (II), but these interviews were conducted at a later date. 
This may indicate that some of the included patients (II, III) reflected a group 
of patients who were more positive or had a specific interest for participation. 
This might have influenced the findings. The sample of partners (IV) was done 
to reflect a variation in age, gender, and being a partner of a patient with 
different care needs. The included partners were considered to reflect this in 
the group of eligible partners. However, the final sample of included partners 
was low, which could be regarded as limitation for the mixed- method design. 

Implementation of structured home-care 

The implementation of The Heart Failure at Home Model (Jaarsma et al. 2010a) 
was followed thoroughly throughout the study. The repeated audits and chart 
reviews at the home-care units to ensure that the model was followed were a 
strength (Polit & Beck 2012). The care for each patient was determined by the 
patient’s health status and needs. The number of home visits varied between 
patients. Furthermore, due to organisational differences at the four home-care 
units, some patients remained enrolled, whereas other patients were 
discharged during the year of follow-up. However, we only comment on 
changes in participation with regard to receiving structured home-care.  
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Data collection 

The measurement properties for most of the instruments had previously been 
tested for satisfying validity and reliability, and been applied in studies with 
patients with HF or their partners. The majority of the instruments also 
showed satisfying results for internal consistency (I, IV). However, the 
Swedish version of the Dutch Heart Failure Knowledge Scale (van der Wal et 
al. 2005) (I), and the DOBI-instrument (Luttik et al. 2008) had not previously 
been tested for validity and reliability in a Swedish sample. The translation of 
the instruments followed established steps for translation and was done in 
collaboration with the constructors of the scales (Wild et al. 2005). The test of 
internal consistency for the DOBI scale was satisfying (IV), but internal 
consistency for the knowledge scale showed low results (I). We probably 
should not expect to find internal homogeneity of the items in this type of 
knowledge scale (Streiner & Norman 2003). The low value probably reflects 
the problem of testing internal consistency in this type of scale, rather than 
problems with reliability due to the translation of the scale. The wording was 
slightly changed in a few items in the scales/indices measuring aspects of 
participation for patients (Arnetz et al. 2008a), and for partners (Verho & 
Arnetz 2003). These changes were made to adapt the instruments to patients 
with HF and partners in a home-care context. Tests for internal consistency 
showed satisfying results for these instruments (I, IV). Five patients completed 
the questions in the instrument for patients, without reporting any problems 
(I). Further tests for validity and reliability of the instruments had been 
preferable, as the instrument was used in a new population and changes had 
been made (Polit & Beck 2012). 
 
An interview guide was developed to ensure that the same topics were 
explored during the interviews (II, IV). It also provided room to build the 
conversation about the phenomenon of interest (Patton 2002). All interviews 
were conducted by the author in the informant’s homes. This was a well-
known environment for the informant. Before the interviews started, contact 
was established through small talk and talk about the informant’s background. 
This was of importance to make informants feel safe and relaxed during the 
interview (Kvale & Brinkman 2009). However, the quality of the interviews 
varied with regard to both length and depth (II, IV). The phenomenon of 
participation could be viewed as rather abstract, which was also reflected 
during the interviews. Some informants’ narratives were short and succinct, 
while others were more rich and detailed. Some interviews with patients had 
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to be terminated early due to their health situation (II), but these interviews 
gave important insights from people with rather symptomatic HF. However, 
the quality of the interviews may have affected the credibility for the study 
(Lincoln & Guba 1985). 
 
Video-recorded observations allowed collection of rich data and reduced the 
risk for data loss, compared to field notes (Botroff 1993) (III). On the other 
hand, this also lead to a risk that the presence of an observer affected the 
course of events (Patton 2002). The participants had initially been given 
written information that the study focused on participation in care encounters. 
This was thereafter not discussed, neither with the patients nor the nurses, 
either prior to or in connection with the observations. The verbal information 
focused on the fact that the author would attend during the visit and that the 
visit followed normal procedure. Furthermore, information was given that the 
visit would be observed and video-recorded by the author. The initial 
information could have affected the events during the video-recorded 
observations and could be considered as a limitation for the study. The 
presence of the author managing the camera was noticed by patients and 
nurses, and may also have affected the events during the visit. During most of 
the video-recorded observations, the patient and/or the nurse made short 
comments about the camera presence. However, they then became occupied 
with conversations and tasks to be carried out.  During the preparation phase 
the author had followed different nurses to several home visits. No major 
differences could be identified between non-recorded or video-recorded home 
visits. One possibility was that the author’s presence also affected these non-
recorded visits. However, both the results from the measurements of 
participation and interviews correspond in many ways with findings from the 
observations. This strengthens the credibility of the findings that emerged 
during the observations. 

Data analysis 

Quantitative data was analysed with established statistical methods (I, IV). 
However, the scales were treated as continuous variables in both the 
regression and ANOVA analysis (I). This choice was made due to a lack of a 
non-parametric alternative for the multiple regression analysis. Therefore, 
these analyses were performed, but could be considered as a limitation 
(Altman 1999).  Due to some predictor variables only being ranked as 
categorical (I), Spearman’s correlation was used. There are divergent views in 
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the literature on how different kinds of scales should be handled (Knapp 
1990). A post-hoc power calculation was performed, showing a power 
problem to detect a small effect, but the power was sufficient to detect a 
medium effect for the findings in the repeated measure ANOVA. 
 
The same methodological approach, qualitative content analysis, was applied 
in three studies (II-IV). The analysis was performed systematically following 
described steps, and could be considered as a strength for credibility (Lincoln 
& Guba 1985). The analysis was carried out with a desire to be open to data 
and be aware of own pre-understandings during the analysis. Assessing this is 
difficult, but the author and one or two researchers initially analysed five (III, 
IV) or six (II) interviews and observations separately. This was followed by 
discussions to establish a mutual understanding and foundation for the rest of 
analysis. Thereafter, the author conducted the analysis. Having two people 
perform all analyses could have been one way to further strengthen credibility 
and confirmability. However, there were close cooperation and discussions 
with the other researchers throughout the analysis. Finally, a critical review of 
the findings was performed by one researcher. This person had not been that 
closely involved during the analysis. This strengthens credibility, 
dependability, and confirmability of the findings (II-IV). 
 
The mixed- method analysis gave an expanded understanding of the possible 
meaning of partners’ participation in the patients’ care (IV). However, 
handling two data sets concurrently during the mixed- method analysis was a 
complex task. Developing a joint display for comparisons of the qualitative 
and quantitative data was one way to strengthen validity in the mixed- 
method analysis (Creswell & Plano Clark 2011). There were close cooperation 
and discussions between the researchers also in the mixed-method analysis. 

Generalisability and transferability 

The study that described the influence of structured home-care in participation 
and explored factors related to participation (I) was based on a small 
consecutive sample. The mean age for included patients was higher than in the 
Swedish HF population (Zarrinkoub et al. 2013). The fact that patients had 
rather symptomatic HF could limit the external validity. This affects the 
generalisability of the results to the whole group of patients with HF. 
However, the results could be generalised to patients with HF receiving home-
care. The findings from the qualitative studies that described patients’ 
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perspectives of participation (II), and participation in care encounters (III) 
could be transferable to patients with HF receiving home-care in a similar 
context. The results that describe partners’ perspectives of participation (IV) 
could be transferable to partners of patients with HF who receive home-care in 
a similar context. 

Conclusions 

• Heart failure home-care facilitated participation in care, both for 
patients and their partners. 

• Access to home-care meant safety both for patients and their partners. 
• Higher ratings of the different aspects of patient participation were 

consistently associated with better HF self-care behaviour. 
• After receiving structured home care there was a significant 

improvement in patient participation with regard to received 
information over time.  

• Satisfactory conditions for communication, having influence on access 
to care, active involvement in self-care and care, trustful relationships 
with health care professionals and options for decision-making were 
aspects of patient participation in heart failure home-care. 

• Interaction and an enabling approach in HF home-care underpinned 
patient participation, as both patients and nurses contributed to making 
participation possible. 

• Partners’ participation in care meant adapting to the patients’ caring 
needs and mastering caregiving demands.  

• Partners interacted with health care professionals during home visits 
and had the possibility to gain knowledge, which facilitated 
comprehension of the health situation. 

• Partners were mainly satisfied with their participation in care when the 
patient received HF home-care.  

Clinical implications  

The results from this thesis can be used for further development of HF home-
care, in order to enable participation for both patients and their partners. 
Patients with HF and most partners wanted to be involved in care, but the 
extent and manner of involvement varied. Therefore, patients’ and partners’ 
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preferences for participation in care need to be individually assessed and not 
assumed. Home-care where patients have easy access to care is of great 
importance for both patients with HF and their partners, in order to 
experience participation and safety. Sufficient time and space that enable a 
dialogue between parties during home visits is highly important for 
participation. This facilitates exchange of care-related information and 
knowledge, and increases patients’ self-care. Organising care with continuity 
between patients and health care professionals is also important for building 
trustful relationships that enable participation and active involvement in care. 
This is also of importance to support the patients’ development of self-care 
skills. Many partners are involved in patient care and have an ongoing need 
for information. To facilitate participation there is a need for care that provides 
an opportunity to ask questions and reciprocal information exchange. This 
enables partners to comprehend the health situation and thereby support 
patients. 

Future research 

In this thesis, associations between different aspects of participation and self-
care, and between participation and knowledge were found. However, to gain 
a deeper understanding and be able to explain causal relationships, as well as 
explore factors that mediate or moderate this relationship, further studies are 
needed. Furthermore, exploring whether this relationship between 
participation and self-care is constant or changes over time could also be of 
interest. For this, larger longitudinal studies are needed. 
 
The results from this thesis could be used to develop an intervention that 
specifically targets improved participation for patients with HF and their 
partners, and for improving self-care, HF knowledge and satisfaction with 
care. 
 
The qualitative findings in this thesis could also be used to further develop the 
instruments measuring aspects of participation in both patients and partners. 
These instruments can be useful both for evaluating interventions and clinical 
practice with regard to patient and partner participation. 
 
 
 



 

 

 
 



Svensk sammanfattning 

 65 

SVENSK SAMMANFATTNING 

Delaktighet i vården har varit i fokus under de senaste årtiondena. I de lagar, 
föreskrifter och direktiv som reglerar hälso- och sjukvården poängteras vikten 
av patientens delaktighet. Hjärtsvikt är ett kronsikt sjukdomstillstånd som 
påverkar ett stort antal personer runt om i hela värden. När sjukdomen 
framskrider leder det till tilltagande symtom och att genomföra adekvat 
egenvård är därför av stor vikt. Patienter med hjärtsvikt har ofta ett utökat 
vårdbehov och hemsjukvård kan då vara en möjlig vårdform. Tidigare 
forskning om hur patienter med hjärtsvikt och deras partner beskriver sina 
erfarenheter av delaktighet i vården är begränsad. Forskning om delaktighet i 
förhållande till patienter med hjärtsikt som får hemsjukvård är än mer 
begränsad.  
 
Avhandlingens övergripande syfte var att beskriva olika perspektiv av 
delaktighet, hos patienter med hjärtsvikt och deras partners, i samband med 
strukturerad hemsjukvård. 
 
Alla patienter som ingick i avhandlingen erhöll strukturerad hemsjukvård 
utifrån en modell som har målsättningen att underlätta för patienten i vården, 
där trygghet, delaktighet och att ha kunskap om sin sjukdom och behandling, 
är i fokus. I den första delstudien ingick 100 patienter med hjärtsvikt som fick 
strukturerad hemsjukvård. Patienterna besvarade frågeformulär där resultatet 
visade att det genomgående fanns ett samband mellan mer positivt skattade 
aspekter av delaktighet och bättre egenvård. De patienter som följdes upp 
under 12 månader, skattade en signifikant förbättring gällande erhållen 
information, som var en av de aspekter av delaktighet som mättes. 
 
I den andra delstudien intervjuades 19 av patienterna som fick strukturerad 
hemsjukvård. I intervjuerna beskrev patienterna delaktighet som: (i) 
kommunikation mellan patient och vårdpersonal, som innebar att det fanns 
tid och utrymme för dialog och att utväxla vårdrelaterad information, (ii) 
tillgänglig vård, som att veta om planerade hembesök och att ha möjlighet att 
själv initiera hembesök, (iii) att vara aktivt involverad i sin vård, genom att 
utföra egenvård och att samarbeta med vårdpersonalen, (iv) att ha en 
förtroendefull relation till vårdpersonalen, vilket innebar att ha förtroende för 
såväl kompetens som att få individuellt anpassad vård, och (v) att ha 



Svensk sammanfattning 

 

möjligheter till beslutsfattande, vilket innebar att vara involverad i beslut och 
diskussioner eller att överlämna besluten till vårdpersonalen. 
 
I den tredje studien videoinspelades 19 vårdmöten mellan patienter och 
sjuksköterskor i samband med hembesök hos patienter som fick strukturerad 
hemsjukvård. Under observerade vårdmöten identifierades att (i) delaktighet i 
vårdmötet möjliggjordes genom interaktion, som innebar utbyte av 
vårdrelaterad information, vårdrelaterat resonemang och samarbete, (ii) 
delaktighet i vårdmötet innebar ett möjliggörande förhållningssätt vilket 
inkluderade att patienten uttryckte egna önskemål och visade ett aktivt 
intresse samt att sjuksköterskan visade engagemang och bjöd in till dialog. 
 
I den fjärde delstudien deltog 15 partners som både besvarade frågeformulär 
och intervjuades. Partners skattade att de i förhållandevis stor utsträckning 
var nöjda med olika aspekter av delaktighet i vården och att de i olika 
utsträckning var involverade i patientens vård. I intervjuerna framkom att 
partners var delaktiga i patientens vård relaterat till de behov som uppkom till 
följd av sjukdomen och att hantera de krav som då uppstod. De beskrev också 
interaktion med vårdpersonalen under hembesöken och att de behövde 
kunskap för att greppa över patientens hälsosituation. Resultat från 
frågeformulär och intervjuer visade övervägande samstämmiga resultat, men 
gav också en ökad förståelse för partners delaktighet i samband med 
hemsjukvård. 
 
Sammanfattningsvis visade avhandlingens resultat att strukturerad 
hemsjukvård underlättade för såväl patienters som partners delaktighet. Olika 
aspekter av delaktighet var associerade med bättre egenvård och patienterna 
skattade en förbättring av delaktighet gällande erhållen information. 
Patienters och partners beskrivningar av delaktighet visade på ett flertal 
aspekter av delaktighet. Under observerade vårdmöten identifierades hur 
interaktion och underlättande förhållningssätt möjliggjorde delaktighet. 
Partners var delaktiga i patientens vård i olika grad och de var övervägande 
nöjda med sin delaktighet i samband med hemsjukvård. Att ha tillgång till 
hemsjukvård var en trygghet för såväl patienter som partners. 
 
För att möjliggöra delaktighet i vården är det viktig att utgå från personens 
preferenser gällande delaktighet, då detta varierar från person till person. En 
hög tillgänglighet i hemsjukvården har stor betydelse för upplevelse av 
delaktighet. Tid och utrymme för dialog behöver ges under hembesök, där 
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både patienter och deras partners har utrymme och ges möjlighet att ställa 
frågor. Att vården organiseras utifrån kontinuitet med vårdpersonal bör 
eftersträvas för att förtroendefulla relationer ska ha möjlighet att utvecklas. 
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