Person-centred care

Possibilities, barriers and effects in hospitalised patients

Axel Wolf

UNIVERSITY OF GOTHENBURG
2012



© Axel Wolf 2012
axel.wolf@gu.se

ISBN 978-91-628-8497-0
http://hdl.handle.net/2077/29206

Printed in Gothenburg, Sweden 2012
Printer’s name



To my mother Barbro, who convinced me of the
power and vitality of “homo capax’.






ABSTRACT

The need for a person-centred rather than disease-centred approach to care is considered an important
part of care today. However, healthcare professionals still tend to focus on the disease within the per-
son rather than on the person with the disease. Envisioning care tailored to each patient’s capabilities
and needs, the perspective of this thesis places the person with a long-term illness at the centre of the
care process. The core concept of person-centred care (PCC), as defined in this thesis, is a partnership
between the patient (and often relatives) and healthcare professionals that is based on respect and
dignity. The patient’s narrative is a prerequisite for this relationship, which also must be safeguarded
through documentation.

The overall aim of this thesis was to investigate the possibilities, barriers and effects of a PCC in
the everyday hospital setting focusing on persons with chronic heart failure (CHF). Ethnographic
fieldwork, a patient-reported care experience questionnaire and interviews were used to explore the
possibilities and barriers of PCC. The effects of PCC were investigated using a quasi-experimental
before and after design.

In a national sample of patients hospitalised in Sweden during 2010, patients with poor self-rated
health and physical dependence reported significantly less positive care experiences regarding com-
munication of care and participation than patients with good self-rated health and without physical
dependence (p<0.0001). Ethnographic fieldwork in a university hospital ward revealed a care envi-
ronment with structures that either promoted or impeded both the patients’ and healthcare profession-
als’ different actions and relationships. The design of the hospital environment, focus on biomedical
routines and limited opportunities for dialogue, restricted the choices available to both patients and
healthcare professionals. The healthcare professionals, primarily registered nurses, felt that the struc-
tures restricted their ability to provide optimal care for the patient, which in turn made them feel
guilty. The patients seemed to accept the prerequisites of the hospital structures and routines and as-
sumed a role of passive recipients of care. However, patients with CHF often have untapped personal
resources (e.g., independence and vitality) prior to hospitalisation that may potentially be exploited
to engage the patient and improve care. Levels of self-rated independence (Activities of Daily Living
- ADL) and beliefs in one’s ability to achieve/attain goals in life (self-efficacy) were high. However,
when patients were grouped by functional impact of symptoms on everyday life, a significant nega-
tive correlation between poor functional status and low self-efficacy (r=-0.27, p<0.001) was found.
Patient interviews strengthened the quantitative findings that patients were independent prior to hos-
pital admission, and described a pattern wherein patients increasingly restricted their social spaces to
areas nearby their homes during illness deterioration. In the PCC intervention group (n=125) length
of indexed hospital stay (LOS) was one day shorter (p=0.16) and ADL was better (p=0.07) than in
the conventional treatment group (n=123). When the PCC intervention was fully implemented by the
healthcare professional during the entire hospital stay (per protocol analysis, n=74) LOS was reduced
by 2.5 days (p=0.01) and ADL level was preserved (p=0.04). Despite reduced LOS, health related
quality of life (HRQoL) and time-to-first readmission did not differ between groups.

Implementation of PCC in the hospital setting requires increased equality and awareness of the capa-
bilities and resources of both patients and healthcare professionals. The care environment with its al-
most hegemonic focus on the biomedical explanatory model and routine-based structures restricts the
choices available to both patients and healthcare professionals, hence counteracting PCC. The find-
ings suggest that a fully implemented PCC approach shortens hospital stay and maintains functional
performance in patients hospitalised for worsening CHF, without increasing risk for readmission or
jeopardising patients’ HRQoL. The use of patient narratives in combination with simple instruments
to uncover the inherent resources of the patient as a starting point for initiating the partnership may
serve as a basis for and facilitate collaboration between professionals and patients in setting common
care/treatment goals.
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PREFACE

During my journey in writing this thesis I have learnt the importance of reflection,
maybe mostly about the essence of being a clinician, and the importance of storytell-
ing. It has been said that our understanding always grows, but that it progresses in
an upward spiral (Germaine De Staél, 1813). Arthur Kleinman (1973), inspired by a
text by Ludvig Wittgenstein, wrote that human stories can be seen as a city, a maze of
little streets and squares, of old and new houses, surrounded by growing numbers of
new impersonal suburbs with identical streets and high-rise buildings. In today’s con-
ventional healthcare settings, the unique story of a person seems to vanish amongst
standardised medical language and routines. The question is how we will combine
these stories, and when (not if) we will allow ourselves to build our future in a more
personal rather than professional manner.

Cover illustration: Design by Sanna Wieslander
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INTRODUCTION

History and structures of the hospital clinic

The Encyclopaedia Britannica defines a hospital as: "’an institution that is built, staffed,
and equipped for the diagnosis of disease; for the treatment, both medical and surgical,
of the sick and the injured; and for their housing during this process. The modern hos-
pital also often serves as a centre for investigation and for teaching.” (Encyclopedia
Britannica Online, 2012). During the last 300 years, healthcare settings have evolved
from houses of mercy for the care of dying and wounded soldiers and centres to
prevent the spread of infectious outbreaks to medical institutions also engaged in aca-
demic teaching and conducting leading-edge research and technology (Risse, 1999
pp. 675-677). The hospital clinics have become the spearhead of modern medicine
and as such also have significant influence in society. The hospital was the first at-
tempt to organize and implement medical science based on positivistic principles in
clinical work (Foucault, 1975 p. 89). The hospital clinic was also the birthplace for
modern nursing education. In the 1850s, during the Krim war, Florence Nightingale
implemented a care organisation and educational curriculum for nursing care (Mo-
berg, 2007 pp. 108-119). Numerous followers in the nursing fields were inspired by
Florence Nightingale, trying to evolve nursing into a healthcare profession that sup-
ported the patient by individualising care to the patients’ needs (Henderson, 1967 p.
31). Yet, as Virginia Henderson (1967 p. 31) has suggested, the biomedical structures
of the hospital impose limits to the nurse’s abilities to provide such care.

Michel Foucault (1975 pp. 54-85) argued that the hospital is an institution where
medicine as a positivistic science is applied based on objective observations and cate-
gorisations of signs. Hospital structures are therefore still based upon the assumptions
of reductionism and ocular inspection of pathological location is the primary work-
ing tool (Foucault, 1975 pp. 88-89; Jewson, 2009). Similarly, objectivism affected
attitudes to patient care, as exemplified by the tendency to refer to patients as cases
(Jewson, 2009). The nursing profession has often been influenced by these structures
and have organised their work accordingly into task-oriented and performance-driven
routines (McCormack, Karlsson, Dewing & Lerdal, 2010). The care environment,
that is the particular wards, clinics or entire hospitals in which care is delivered, has
developed certain cultural characteristics, such as language, technology, clothing,
symbols, myth and stories, as well as espoused values and basic assumptions which
together define and nourish the everyday structures of the care environment (Berlin
& Carlstrom, 2010). While the management in the hospital clinic often embraces the
notion of multi-disciplinary competency, ethnographic studies suggest that biomedi-
cal knowledge takes precedence in care procedures (Ekman & Segesten, 1995). This
perspective may lead to feelings of invisibility and inferiority in patients (Ekman,
Lundman & Norberg, 1999; Penney, 2007; Bridges, Flatley & Meyer, 2010; Nord-
gren, Asp & Fagerberg, 2007).
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What constitutes a person

The French philosopher Emmanuel Mounier is often cited as one of the early found-
ers of the French branch of personalism, a philosophy that deals with the concept of
person (Bengtsson, 2006 p. 1). According to Mounier (1970 pp. 19-25), a person is
unique, creative and curious, with feelings, thoughts and beliefs that are shared and
nourished through interactions with others. It is in the encounter with others that a
person grows, evolves and finds his/her identity. A person is defined by other persons
he/she interacts with and grows within a social context characterised by mutuality,
trust and respect (Kitwood, 1997 pp. 8-9). Each person constitutes a meaning maker in
interactions with others, and is imbued with resources learned from past engagements
as well as a capacity to reflect about oneself (Kitwood, 1997 pp. 15-17).

Person vs. Individual and ethics

Martin Buber (1994 p. 18) divides this view into the “I-You” and the “I-It”. The “I-It”
perspective is characterized by the fact that the meeting is pre-focused on one thing
or object/character, i.e. the individual and its context is established in time or space.
In contrast, “I-you” is an immediate and free meeting where the dialogue becomes a
way to see the other person and, in doing so, also to make apparent one’s own identity.
A concept in Mounier’s “personalism” is the “decentralization” of the person, in con-
trast to the centralization of an individual (Mounier, 1970 pp. 19-25). By decentralisa-
tion of the person, Mounier means that a person is curious and strives to communicate
and interact with others, and hence does not need to be centralised and be the center of
focus in order to be part of the group. In comparison, an individual is one in the group,
which does not imply an active part by the individual; instead, the individual must be
placed in the centre in order to be recognised. The individual can be looked upon with
objective eyes, because there is more monolog than dialog between the beholder and
the individual.

The French philosopher Paul Ricoeur (1994 p. 169-202), describes the capable person,
i.e. “homo capax”, as a person with awareness, meaning, self-respect and self-esteem.
The capable person is in constant interaction with others, and in these interactions is
always aware and exposed to existential aspects, such as human action and vulner-
ability (Kristensson Uggla, 2009 pp. 15-16). An important notion in Ricoeur’s defi-
nition of the capable person is that of personal responsibility for one’s own actions,
where responsibility is exercised by remembering and reflecting upon one’s actions
(Kristensson Uggla, 2009 p. 24). According to Ricoeur (1994 p. 172), personal growth
and self-esteem is dependent on establishing a point of reference about the “good life”
that is worth living, a reference that is only found in the dialog with another person.
Ricoeur posits that this relationship is also defined by the context, or as he calls it “just
institutions”. Together these three define a person’s ethical intentions: “aiming at the
good life with and for others in just institutions”. According to Ricoeur (1994 p. 172),
“ethics” is the aim of achieving a good life, and “morality” is the articulated way or
agency to attain this aim. As such, the ethical aim is superior to the moral obligations,
and if the norm is not consistent with the ethical aim, the ethical aim should be super-
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imposed (Ricoeur, 1994 p. 170). Accordingly, a person is defined by his/her constant
interactions with others as well as the surrounding context, hence we cannot define a
person as an isolated entity or as an individual.

Health and vitality

The World Health Organization (2005) defines health as ”a state of complete physical,
mental, and social well-being and not merely the absence of disease or infirmity.” It
is however questionable if health should be seen as an absolute state of something, as
suggested by the definition. According to Dahlberg and Segesten (2010 p. 62), health
is a balanced feeling of freedom and vulnerability, that constitutes a person’s well-
being and capacity to pursue minor and major life projects that he/she values. This
feeling of equilibrium may be summarised by the word vitality, i.e. a zest for life that
constitutes a personal resource that balances needs and motivation with personal re-
sources and capacity (Olsson, Nystrom, Karlsson & Ekman, 2007b). It is the constant
interaction with others and the ability and perception of movement that is central to
health and personal vitality, because movement (physical, spiritual, cognitive, such
as personal growth, etc.) is a prerequisite to perceiving one’s ability to fulfil planned
life projects (Dahlberg, Todres & Galvin, 2009). Vitality is an important personal re-
source in everyday life and it may be seen as the patient’s belief in his/ her ability to
overcome the hurdles of everyday life with his/her own set of mental and physical re-
sources, e.g. self-efficacy. The concept of self-efficacy (SE) was first used by Bandura
(1978) and encompasses both locus of control and self-esteem. The concept focuses
on a person’s beliefs in his/her capacity to perform a task or specific behaviour that
can lead to a desired outcome, rather than the actual execution of the task (Bandura,
1978). SE is a dynamic state that is influenced by both external and internal factors.
Studies have shown that the level of SE as well as changes in the level of SE are im-
portant ingredients in successful self-management (Lorig & Holman, 2003).

llIness and disease

When an imbalance occurs in a person’s health and vitality, a perception of illness
arises. Illness is often described as a subjective feeling that there is something wrong,
that one’s health is affected, while disease is an objective classification of pathologi-
cal processes (Eisenberg, 1977). Illness represents a “dis-ability” to engage the world
as desired, something that becomes most evident in illness that limits the person in
performing normal daily activities through loss of usual function (Toombs, 1987 pp.
62-63). In this sense, illness is intimately connected to the concept of health and one’s
perception and/or ability to accomplish small and large life projects. However, it is
important to acknowledge that there is no straight, upward path from illness to health.
In long-term illness, it is the balancing act that sometimes puts illness in the fore-
ground and at other times health (Paterson, 2003). Many patients admitted to hospital
may, during this balancing act between health and illness, manifest some sort of vul-
nerability that may occur because of decreased independence or feelings of imbalance
in the health state. Vulnerability is a broad and complex concept with many defini-
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tions, often included in a preconceived and stigmatised picture of the elderly patient
(Gilleard & Higgs, 2010; Fried, Ferrucci, Darer, Williamson & Anderson, 2004). The
common stereotype of the elderly patient as a vulnerable and physically dependent
person can be misleading, and result in healthcare professionals treating patients in
a paternalistic manner (Picco, Santoro & Garrino, 2010; Bridges et al., 2010). Such
paternalistic behaviour could have an impact on patient-professional interactions re-
garding decision-making, communication and information.

Person-centredness

In a literature review of the concept person-centredness, McCormack (2004) identi-
fied several focal points in person-centredness: the social world of the person, context
and environmental aspects of the person’s everyday life, relationships and interac-
tions with others, and inner beliefs about one’s own values, goals and motivations.
Edvardsson (2010b p. 15) describes person-centredness as having a lifeworld per-
spective, which includes exploring/understanding the everyday life, motivation and
driving force of the person. A lifeworld according to Edmund Husserl is the way we
acknowledge ourselves, others and the world (Smith, 2007 p. 182), comprising the
everyday life of the person. The lifeworld becomes the point of view and the point of
departure in understanding oneself and the world. Thus, the lifeworld is a process and
is under constant development. The concept is suggested to consist of a combination
of one’s personal identity, self-efficacy, self-consciousness, dreams, values, as well
as interactions with others and the surrounding environment (Dahlberg & Segesten,
2010 p. 188).

Person-centred care

Person-centred care (PCC) stresses the importance of seeing the patient as a dignified
and capable person who together with the health professional designs a care plan (Ek-
man & Norberg, 2012; Ekman et al., 2011). The term person shifts focus from the dis-
ease to the uniqueness of the person experiencing illness (Hobbs, 2009; Leplege, Gzil,
Cammelli, Lefeve, Pachoud & Ville, 2007). A large body of research on PCC is found
in the areas of elderly care and dementia care (Edvardsson, Winblad & Sandman,
2008; Kitwood, 1997). In the hospital setting, PCC is still vague and mostly practiced
if time permits (Picker, 2004). There is an array of different concepts and terms for
PCC that are often used interchangeably, e.g., patient-centred care, individual-focused
care and person-centred care (Stewart, 2001; Mead & Bower, 2000; Edvardsson et
al., 2008; Leplege et al., 2007).The conceptual difference between the terms patient-
centred care and person-centred care lies in the eye of the beholder, meaning that in
acknowledging the person merely as a patient, the professional’s focus is the disease,
its impact on the body and the individual patient’s needs. Central aspects in patient-
centred care are to find a common ground and shared responsibilities between the
patient and the healthcare professional in the therapeutic alliance (Mead & Bower,
2000), and to acknowledge the realities of the environment and structures in which
health care is delivered (Stewart, Brown, Donner, Mcwhinney, Oates, Weston & Jor-
dan, 2000). As outlined in the conceptual framework by Mead and Bower (2000), the
healthcare professional’s focus is on identifying the biopsychosocial needs of the pa-
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tient, in order to tailor care and information thereafter. The concept of PCC is the core
concept in this thesis since patient-centred care is a broader, vague concept including
all care related to the individual patient’s needs and suffering. PCC implies not just
interaction and communication but also mutuality in relations with others.

Although the theoretic knowledge about PCC is increasing, the lack of consensus
about the components and concepts comprising PCC jeopardises the ability to opera-
tionalise the concept within care settings (Edvardsson, 2010a). Recently, Ekman et al.
(2011) have delineated a set of core PCC components in an attempt to operationalise
the concept for use in care settings. To carefully structure and listen to the patient’s ill-
ness narrative provides an opportunity to become aware of each person’s knowledge
of himself and his capabilities and obstacles to achieve health. Central is the establish-
ment of a partnership characterised by mutual respect between the patient as a capable
person with expert knowledge from a lifeworld perspective and the healthcare profes-
sional’s generic expert knowledge (Ekman et al., 2011). The emphasis on a person
being interdependent, rather than independent, can manifest itself as a partnership
between healthcare professionals and the patient, for example, in a jointly formulated
rehabilitation or care plan.

Partnership and participation

In this thesis, partnership is viewed as the primary core component of PCC. Partner-
ship in PCC focuses on shared decision-making which is constituted by a mutual
agreement (Ekman et al., 2011; Ekman & Norberg, 2012). The term “partner” derives
from the Latin parcene, meaning “A person who shares, or has a part in, something
with another or others; a partner; a sharer, a partaker” (OED, 2005). Partnership is
defined as “the condition of being a partner”. According to Cahill’s (1996) conceptual
analysis of patient participation, being a partner constitutes the highest level of partic-
ipation, above both patient involvement and/or collaboration. Tutton (2005) describes
partnership and participation not in terms of a hierarchy, but instead as a dynamic
process that changes over time.

Participation is often described as involvement in decision making (Sahlsten, Lars-
son, Sjostrom & Plos, 2008). Shared decision making has been described as the shift
from a beneficence-based ethical perspective, where the healthcare professional is re-
sponsible for making decisions, to a more autonomous-based ethical view, where the
patient is seen as an autonomous stakeholder who knows what suits his/her wellbeing
best (Will, 2011a; Will, 2011b). Research has shown that there are patients who do
not want to participate in decision-making about their treatment (Eldh, Ekman & Ehn-
fors, 2008), and that willingness to participate declines with age and disease sever-
ity (Schneider, Korner, Mehring, Wensing, Elwyn & Szecsenyi, 2006). In one study,
over 60% of the patients wanted a more passive role in decisions about their medical
treatment; however, a majority wanted more extensive information and knowledge
about the treatment process (Wilkinson, Khanji, Cotter, Dunne & O’keeffe, 2008).
Hence, patient participation in decision making does not necessarily imply choosing
treatments or drugs, but rather it should be seen in more existential terms as self-
confidence, sense of control and responsibility (Eldh, Ehnfors & Ekman, 2004). It
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has been suggested that non-participation should instead be seen as a protective step
by the patient (Eldh et al., 2008), taken because the health care professional does not
acknowledge and respect the patient as a person. This could suggest that although
patients want to take an active role in their care, their level of engagement will depend
on the success in establishing a true partnership with the patient. The healthcare pro-
fessionals’ responsibility is to combine their expert knowledge (e.g, evidence-based
guidelines) about how to support patients in achieving health with the patient’s per-
sonal resources in order to arrive at a care plan in collaboration with the patient.

lliness narrative

Patients’ illness experience, obtained through the narrative, has always been a cen-
tral point of interest in nursing and caring science (Ekman & Skott, 2005; Eriksson,
1988 p. 57; Norberg et al., 1997). It is also considered in clinical medicine to be
a fundamental part of clinical practice (Charon, 2001; Kleinman & Benson, 2006).
During the past century the illness narrative has been increasingly replaced with ob-
jective measurements. While the disease begins at the point at which it is diagnosed,
the illness begins earlier when the person becomes aware of distress and symptoms
(Kleinman, Eisenberg & Good, 1978). The illness experience is interwoven in every-
day life, not added on to life itself (Toombs, 1987 p. 81). Therefore, the healthcare
professional must use his/her competence to be intentional and curious when listen-
ing to the patient narrative and the way a person describes his/her everyday life with
the illness (Skott, 2002). To be curious implies having an intentionality toward the
other, a concept often connected to the phenomenological theories of Edmund Hus-
serl (Smith, 2007 pp. 191-192). It refers to a consciousness and awareness toward a
person or thing, with the ambition to embrace the actions, beliefs and expectations of
others (Watson, 2002).

Documenting the partnership

As proposed by Ekman et al. (2011), the documentation of patients’ resources, goals
and motivations, as well as of their involvement in shared decision-making gives
legitimacy to PCC, produces transparency and a structure for assessing clinical out-
comes. According to Cahill (1996), being a partner requires not only active partici-
pation in care, but also represents a joint venture between two people based upon a
verbal or written contract that they have agreed upon. This contract distinguishes part-
nership from participation as it obligates mutuality throughout the entire continuum
of care (Cahill, 1996). Including patient-defined goals in a care plan has been shown
to be effective in improving quality of life, especially in patients with complex care
needs with recurring hospitalisations, as shown in the primary care setting-based SA-
Health study (Battersby et al., 2007).

Chronic Heart Failure

Noncommunicable diseases (NCD), also known as chronic diseases or long-term ill-
nesses without an infectious component (World Health Organization, 2011), gener-
ally progress slowly and are lifelong. NCD, such as coronary disease, stroke, cancer,
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chronic respiratory diseases and diabetes, are the leading cause of mortality world-
wide, representing 63% of all deaths (World Health Organization, 2011). One of the
most common NCDs is chronic heart failure (CHF). CHF is a periodically disabling,
progressive and lifelong condition (McMurray et al., 2012), with a high mortality rate
(Tribouilloy et al., 2008). The prevalence of CHF in Europe is about 1-2%, increas-
ing to above 10% among those over 70 years old (McMurray et al., 2012). Patients
with CHF commonly require periodic hospital care (McDonagh et al., 2011; Tavazzi
et al., 2006; Westert, Lagoe, Keskimaki, Leyland & Murphy, 2002). Although ad-
vances have been made in the diagnosis and treatment of CHF, patients are still often
diagnosed and treated for acute exacerbation in the hospital setting (McDonagh et al.,
2011), and the hospital readmission rates for worsening CHF is high (Tavazzi et al.,
2006; Cleland et al., 2003). The average care time in Europe is 9 days (Harjola et al.,
2010).

CHF symptoms, signs and everyday resources

CHEF is classified as a syndrome including both symptoms and signs compatible with
CHF in combination with objective evidence of a structural or functional abnormality
of the heart at rest. These abnormalities are mostly caused by a previous myocardial
infarction or hypertension (McMurray et al., 2012). CHF is a complex syndrome,
involving many different organ systems. This multi-system effect could explain the
many and diverse symptoms (more than 30) commonly associated with this syndrome
(Clark, 2006). The most common symptoms are breathlessness, fatigue, diffuse pain
and symptoms of depression, symptoms that have shown to impact the patient’s
health-related quality of life (HRQoL) (Zambroski, Moser, Bhat & Ziegler, 2005).

The diagnostic evaluation of CHF is initiated with the investigation of the patient’s
symptoms and signs. The patient’s symptoms represent one of the most important
tools for the clinician; however, the mechanisms behind them are often not clearly
understood. The workup includes imaging of cardiac function mostly by electrocar-
diography, echocardiography and blood samples to assess biomarkers associated with
left ventricular dysfunction (McMurray et al., 2012). While the treatment focus in
CHF is on symptom relief, the diagnosis and treatment are driven by the presence of
signs, which serve as the basis for risk assessment and as a guide in treatment deci-
sions for prolonging life. This is troublesome, because little evidence suggests that
signs and symptoms always correlate (Clark, 2006). This poor relationship between
signs and symptoms observed during the diagnostic stage is also seen in treatment
outcomes, where improved objective signs of, for example pulmonary pressure, do
not necessarily translate into symptom relief (Shah, Hasselblad, Stinnett et al., 2002).
It is also important to note that persons with CHF act upon the severity and distress of
symptoms, not the medical signs. Everyday life may be impacted by CHF symtpoms
(Norberg, Boman & Lofgren, 2010; Falk, Granger, Swedberg & Ekman, 2007). It
has also been observed that the persons adapt to and cope with the symptoms’ impact
on everyday life (Falk, Wahn & Lidell, 2007). Patients with worsening symptoms of
CHF seek medical help because they feel that their symptoms need to be discussed
and perhaps treated (Ekman, Cleland, Andersson & Swedberg, 2005).
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CHF care management programs

Care for persons with CHF is complex (McDonagh et al., 2011), and as suggested in
the European Society of Cardiology Guidelines for care of patients with heart failure,
a multi-professional care management program is highly recommended, including
specially trained healthcare professionals (physicians, RNs, occupational therapists,
physiotherapist) in both the primary care setting, outpatient clinics and the hospital
(McMurray et al., 2012). There is a difference between multi-disciplinary attitudes,
wherein different professionals work independently towards common goals, and in-
terdisciplinary or inter-professional attitudes, wherein different professionals work as
partners towards the same goal (MacIntosh & McCormack, 2001). Yet, there seem to
be boundaries, such as legitimacy of expertise, competence and clinical efficiency,
between the different healthcare professionals that could inhibit effective care and
partnership (Sanders & Harrison, 2008). In addition, the patient is seldom considered
as a natural member of either multi-professional or inter-professional teams.

Effects of PCC

Most research in PCC seems to be found within care settings other than the hospital,
such as care for persons with dementia. Nevertheless, research evaluating the clinical
effects and outcomes of PCC by means of controlled intervention studies is scarce
(Edvardsson et al., 2008; Olsson, Jakobsson, Swedberg, Ekman, 2012). The lack of
a consensus definition of PCC and the array of different concepts used in research
about PCC is also problematic. Studies evaluating the effects of PCC (operationalised
in terms of the personal illness narrative and partnership in developing the care plan)
in the hospital setting have shown positive outcomes, reducing hospital mortality
(Mudge, Laracy, Richter & Denaro, 2006), LOS (Olsson, Karlsson, Ekman, 2006)
as well as improving ADL function (Olsson, Karlsson, Ekman, 2007a). Other studies
have, however, reported neutral results regarding length of hospital stay (Wolf et al.,
2008).

Rationale of the study

Over the last 200 years hospital mortality rates have markedly decreased while costs
have dramatically increased, particularly during the latter half of the last century. To-
day hospital costs continue to rise sharply, while little appreciable improvement may
be seen in hospital mortality. (Meyer, Demehin, Liu & Neuhauser, 2012). It would
appear that the primarily biomedical explanatory model has lost its momentum; hence
we need to find different care models for more effective care. A person consists of
more than the sum of his/her parts, a statement important in the world of medical
reductionism. When a person becomes ill and seeks hospital care, the patient enters
the institutional world of the hospital. A person with a long-term illness, such as CHF,
must not only live with the illness for the rest of his/her life, but must also have
a lifelong relation with the healthcare provider. Hospitalised patients with CHF are
often elderly with comorbidities, have a history of previous hospitalisation and pres-
ent some physical impairment due to their symptoms of breathlessness and fatigue.
Hence, these patients may be acknowledged by healthcare professionals as complex
and vulnerable instead of capable partners. Political, professional and patient inter-
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est groups have argued that increased patient participation in care decision making
is needed for improved quality of care (Washington & Lipstein, 2011; Committee on
Quality of Health Care in America, Institute of Medicine & The National Academies,
2001). The patient’s role as an active and important participant in care and treat-
ment decisions has been highlighted as a requirement for good care in Sweden (SOU,
2007:12). The Swedish Health and Medical Services Act (SFS, 1982:763) stipulates
that care should be built upon respect for the patient and for his/her personal integ-
rity, equality, patient involvement in care and treatment decision making and rights
to individually adapted information about their health and treatment. Nevertheless,
governmental policy still states that patients’ rights to involvement in decisions should
always be balanced against and subordinate to the needs of the collective group, i.e.
society in general. Hence, patient participation in care decision is desirable as long as
it does not impact outcome variables in healthcare. It is therefore important to explore
if increased collaboration and shared decision making between the person with the
illness and the healthcare professional is more effective than usual care.

In a recent report sponsored by the Commonwealth Fund, Swedish and Norwegian
patients with complex care needs had some of the lowest self-rated levels of shared
decision making and patient engagement compared to other countries, such as the
UK and Switzerland (Schoen et al., 2011). PCC places the capable person/patient in
the care team and on equal terms with the rest of the care team, and thereby promotes
increased collaboration that may lead to more effective care. PCC involves the pa-
tient, relatives and healthcare professional but also gives importance to the design and
structures of the care environment where PCC is provided. To explore the possibilities
and barriers of PCC requires that one must try to grasp the complex interplay of dialog
and interaction that occurs within the healthcare setting.
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AIM

Overall aim

The main purpose of this thesis is to explore the possibilities, barriers and effects of
person-centred care in the hospital setting. By describing 1) the patients’ care experi-
ence of communication and care participation; 2) their personal resources in everyday
life; 3) everyday hospital practices (healthcare professionals relationship, shared be-
lief system, ward design and organisation), the possibilities for and barriers to PCC
will be explored within usual care. The clinical outcomes of a PCC intervention in
usual care will be evaluated in order to describe the possible effects of PCC.

Specific aims

- to explore the impacts of various socio-demographic and health characteristics,
such as self-rated health and physical dependence, on patients’ hospital care ex-
periences.

- to describe personal resources and vitality during everyday life among patients
hospitalised for worsening CHF.

- to observe and interpret the everyday acts and intentions of healthcare profession-
als and patients in a coronary care unit in order to gain an understanding of how
the care environment, with its routines, structures and architecture, influences the
actions and relationships of both patients and healthcare professionals.

- to evaluate the effects of a PCC intervention on clinical and patient-reported
outcomes.

20



METHOD

Overall research methodology perspective

A multi-method approach was adopted, including a quasi-experimental before and
after design along with ethnographic fieldwork and patient-reported outcomes ques-
tionnaire. The use of several methods to investigate the same phenomena is referred
to as methodological triangulation. Methodological triangulation is used to improve
the credibility and validity of research results and provides a nuanced view of the
phenomena under investigation (Sandelowski, 2003). Two papers were quantitative
(Papers I & 1V), one paper was qualitative (Paper III) and one paper had a mixed-
method design (Paper II) (Table 1).

Table 1. Patient population. *Same patient samples in Papers Il and IV

Study Population (n) Method Analysis

Paper | 32517 National care-experience Statistical comparison and
questionnaire correlation between care
experience and patient

characteristics
Paper II 248% Mixed method design Descriptive statistics regarding
(QUAN + qual design) ADL, NYHA and Self-efficacy

combined with admission
interviews

Paper 111 Patients and Ethnographic field study Hermeneutic analysis of everyday
staff on a life on a hospital ward
coronary care
ward

Paper IV 248%* Quasi-experimental design  Between group comparison of

length of hospital stay, ADL
HRQoL and rehospitalisation

Study population

Paper I was a retrospective, cross-sectional study examining selected parts of the 2010
national hospital patient survey. During spring of 2010, the survey was sent to a ran-
dom national sample of over 56 000 patients, 16 years and older, who had been admit-
ted to hospital for at least one night. The response rate was 66% (n=34603). Reasons
for non-response could be established in 5126 cases: refusal (n=941), severe illness
(n=1281), death (n=1951), language problems (n=25), wrong postal address (n=590)
and screening failure (n=338).

Resources of patients with CHF (Paper II) and effects of a PCC intervention (Paper
IV) were studied in five wards comprising the majority of the internal medicine de-
partment at a university hospital. All patients admitted for worsening symptoms of
CHF between February 2008 and April 2010 at these wards were screened. Inclu-
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sion to the study took place in two stages: between February 2008 and April 2009,
a total of 712 patients were eligible for the conventional care group; and between
May 2009 and April 2010, 732 patients were eligible for the intervention group. The
CHF diagnosis was made according to ESC guidelines (Dickstein et al., 2008) and a
separate committee adjudicated the diagnosis. Pre-specified exclusion criteria were:
acute myocardial infarction, chest pain and age <50 years, primary valvular disorder,
severe concomitant illness (e.g. cancer), survival expectancy <3 months, planned sur-
gical intervention, cognitive impairment or reluctance to participate. All patients in
both groups were included using the same inclusion and exclusion criteria. In total,
589 patients were excluded from the conventional care group and 607 patients from
the intervention group, leaving 123 patients in the conventional care group and 125
patients in the interventional care group.

The ethnographic part of this thesis (Paper III) is based on fieldwork conducted during
2009-2011 at a coronary care unit that was one of the five included wards in the in-
tervention study. Common diagnoses for the patients admitted to the ward were acute
or chronic heart failure, atrial fibrillation, acute coronary syndrome such as angina
pectoris or myocardial infarction. The ward staff consisted of 60 RNs, 40 ANs and 35
physicians.

Study design

Paper I reports results from parts of the 2010 national patient survey. The question-
naire is an adapted version of the international 40-item Picker “in-patient” question-
naire (Jenkinson, Coulter & Bruster, 2002). The Swedish version has been further
developed during the last 10 years and currently contains 63 items. The questionnaire
was sent together with a cover letter explaining the purposes of the study to a national
sample of hospital admittals within 4 weeks after discharge. After three weeks, a re-
minder consisting of a replacement questionnaire and follow-up letter was mailed to
non-respondents only. After seven weeks, a second follow-up letter and questionnaire
was sent to the remaining non-respondents. The 15 items comprising the Picker Pa-
tient Experience Questionnaire (PPE-15) (Jenkinson et al., 2002) (Appendix 1) were
extracted from the Swedish version. Derived from the original Picker in-patient ques-
tionnaire, the PPE-15 consists of a core set of items that provide a meaningful picture
of the patient’s care experiences. In order to analyse the impact of patient character-
istics on PPE-15 scores, all patient characteristics included in the national patient
survey were used: gender, functional impairment during hospital admission (need for
assistance from healthcare professional to and from the bathroom or bedpan), native
language (Swedish/other), age (<=44 years, 45-64 years, 65-74 years, >75 years),
education level (elementary/ high school/university), healthcare utilisation within the
previous six month (never, once, 2-3 times, >4 times) and self-rated health (SRH; ex-
cellent/very good/good/fair/bad). In a sub-group analysis, patients were grouped ac-
cording to their SRH and their ability to independently go to the toilet or use a bedpan.
Patients who rated their health status as excellent, very good or good and reported no
dependency when toileting were coded as non-vulnerable, whereas those with SRH
ratings fair or bad and who reported dependency when toileting were classified as
vulnerable patients.
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In Papers II-1V, the research population consisted of patients from 5 internal medical
wards at a university hospital. A randomised control study was deemed unfeasible
as this would have meant that the same healthcare professional would at times have
been forced to practise two different types of care (PCC and conventional) (Polit &
Beck, 2004 pp. 186-188). Hence, a quasi-experimental before and after design with
a control group was chosen (Shadish, Cook & Campbell, 2002 pp. 135-148). In or-
der to determine if changes in treatment regime or organisational changes that could
influence the primary clinical outcome variable (LOS) had occurred during the study
period (February 2008-April 2010), another ward within the department of medicine
was used as an external reference (Figure 1). Because patients were not randomised,
comparability between the conventional care group and intervention group was as-
sured by comprehensively assessing baseline variables regarding pre-specified medi-
cal, psychological and sociodemographic variables, and differences were controlled
for in the statistical analysis.

The initial stage of the intervention study (February 2008 - April 2009) involved a
careful mapping of the patients enrolled in the conventional care group (Figure 1) (Pa-
per II & IV). During this stage a group of designated research nurses managed all data
collections, whereas during the PCC intervention data was collected by the ordinary
ward staff. However, patients in both the conventional care group and the intervention
group received the same battery of instruments and the same protocol for the admis-
sion interview was followed (Figure 1). Within 24 hours after admission, the study
nurses approached eligible patients with information about the study. Consenting pa-
tients signed consent forms and baseline data (Figure 1) was gathered using a semi-
structured interview guide and questionnaires. The interview guide was designed to
be used as a clinical admission interview guide for the RNs in the intervention stage
of the study (Paper IV). The interview began with two open-ended questions concern-
ing 1) patients’ perceptions of how symptoms and signs of CHF impacted on their
daily life and 2) patients’ expectations and goals while in hospital. The guide followed
standard nursing documentation nomenclature and terms used in common nursing
documentation, such as health history, physical function, nourishment, elimination,
medication, bodily pains, need for walking aids and for assistance at home and in
social situations (Ehrenberg, Ehnfors & Thorell-Ekstrand, 1997).

The quantitative data from the baseline assessment of all patients was used in Paper
II to describe the resources of patients. A mixed method design by Morse (2007)
was chosen, with a quantitative core and a simultaneous qualitative supplementary
component, a QUAN + qual design. The quantitative component comprised the Gen-
eral Self-Efficacy Scale (GSES), the Functional Recovery Scale (FRS), the New York
Heart Association (NYHA) classification, and selected items (items 1 & 15) from the
Kansas City Cardiomyopathy Questionnaire (KCCQ), as described below. The quali-
tative supplementary component consisted of patient admission interviews, which
were used to enhance the description of the patients’ personal resources in daily life.
Interviews from the patients enrolled during the period between February 2008 and
April 2009 were chosen (n=32). Although the aim of the supplementary component
is to enhance and enrich the understanding of the phenomena investigated, in a mixed
method design it cannot stand on its own (Morse, Niehaus, Wolfe & Wilkins, 20006).
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Control ward: monitored for changes in treatment strategies or organizational changes
that could impact the care process

- Person-centred care
Conventional care
Feb 2008-April 2009 Initiating the Working the Safeguarding the
5 wards partnership partnership partnership

assessment: Interview,

FRS, Katz-ADL,

) R
Inclusion & baseline
mapping care plan

N
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J
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indexed hospitalisation Discharge assessment:
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v
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Instruments: Functional Recovery Scale (FRS)(Zuckerman et al., 2000), Katz-Activity of
daily living (Katz- ADL)(Katz et al., 1963), New York Heart Association
(NYHA)(McMurray et al., 2012), General Self-efficacy Scale (GSES)(Schwarzer. R,
1995), Kansas City Cardiomyopathy Questionnaire (KCCQ)(Green et al., 2000)

Figure 1. Schematic overview of the study design showing care mapping (conventional care),
steps in the development of the intervention and the intervention. Modified from the original ar-
ticle (Ekman et al., 2012).

The PCC intervention

The structured PCC methodology was specifically designed to identify each patient’s
resources for and barriers to recovery and to guide the planning and performance of
care. The methodology was refined from that used in previous research by Olsson
(2006). The intervention was developed by a group of experienced RNs, physicians,
physiotherapists, occupational therapists, a patient representative from the local heart
failure patient association and researchers/clinicians. The expert group met approxi-
mately ten times during a two month period. Thereafter, all physicians, RNs, ANs,
physiotherapists and occupational therapists on all five wards (approx. 300 persons)
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participated in an afternoon educational program given by researchers involved in
the study. The program included an introduction to the philosophies underpinning
person-centred care and instruction in the practice of the structured person-centred
care methodology.

The structured PCC methodology consisted of three steps:

Initiating the partnership. By means of semi-structured interviews conducted by an
RN, comprehensive narratives were obtained from the patients upon arrival to the
ward. The narrative included information regarding everyday life prior to the worsen-
ing of their condition, symptoms and motivations/goals. The purpose of the patient
narrative was to identify patients’ own views of their goals, needs, preferences, values
and resources, as well as their perception of their own role in their care. While per-
forming the interview, the RNs listened carefully and documented the illness narrative
and asked the patient about his/her views about his/her condition. The information
from the narrative was used to guide and help formulate the care plan, in combination
with patient assessments, such as the FRS, symptom severity of breathlessness and
fatigue using a 5-scale Likert scale (Ekman, Cleland, Swedberg, Charlesworth, Metra
& Poole-Wilson, 2005), and frequency of social contacts with relatives/friends (di-
chotomised into often, sparse or none). This information was synthesised in a protocol
in order to provide an easily accessible and comprehensive overview of the patient’s
situation. On the next medical round all information gathered by the RNs, ANs, physi-
cians, occupational therapists and physiotherapists was reviewed and a tentative care
plan was developed. The care plan included all planned investigations, treatments,
treatment goals and estimated length of hospital stay. The care plan was discussed
with the patient and finalised when the patient agreed. According to study protocol,
the care plan was to be finalised within 24 hours but that period could be extended to
48 hours in special situations.

Working the partnership. Additional or new information that could affect the PCC
plan was checked for 72 hours after admission and every 48 hours thereafter in order
to evaluate and adjust the PCC plan in collaboration with the patient. Patients were
encouraged to be as active as possible and nurses were encouraged to avoid certain
procedures, such as the use of urine catheter. Patients rated their symptoms of dys-
pnoea and fatigue on a daily basis using a 5-step Likert scale. These ratings were used
as a process indicator for the medical treatment.

Safeguarding the partnership (documentation). The PCC plan stipulated that decisions
and assessments be documented throughout the care process in the assessment record
form. On the day of discharge the patients were given the opportunity to take part in a
discharge-debriefing and to receive a written summary of the care period.

Ethnographic fieldwork

Two researchers observed and conducted informal interviews with patients and staff
at a ward in a large university hospital to gain insight into perceptions, experiences
and daily routines of the ward and staff responsibilities. Moreover, formal interviews
with eleven staff members (6 RNs, 3 ANs, 2 physicians) and three patients were per-
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formed. The formal interviews comprised only a few questions (e.g., everyday work
on the ward, rounds, working relations with other healthcare professionals and pa-
tients, etc.) The fieldwork was performed during weekdays, nights and weekends. Ob-
servations and thoughts were documented in fieldnotes. An inductive approach was
applied to gain an understanding of the complex context of the ward, everyday aspects
of the staff’s working experience, and the relationships between colleagues and with
patients. Such relationships, structures within the group and common belief systems
are suggested to emerge for the researcher’s interpretation only with “time in the
field”, and therefore a long-term commitment is recommended (Wolcott, 2008 p. 61).

Questionnaires and assessment scales

Picker patient experience questionnaire

The Picker in-patient questionnaire was originally developed in the USA in coopera-
tion with the Commonwealth Fund and Harvard Medical School (Gerteis, 1993 pp.
11-13), using research data from patient survey (n=8000), field observations from 20
hospitals and focus groups with patients, family members, physicians and manage-
ment. The original Picker in-patient questionnaire consists of 40 items, that together
comprise 8 dimensions: “Respect for patients’ values”, “Preferences and expressed
needs”, “Coordination and integration of care”, “Information, communication and
education”, “Physical comfort”, “Emotional support”, “Involvement of family and
friends” and “Transition and continuity” (Jenkinson et al., 2002). Unlike patient sat-
isfaction questionnaires, questions in the Picker questionnaire do not enquire about
satisfaction with received care but rather ask if a specific process was performed ad-
equately, such as “Did you want to be more involved in decision made about your
care. Response alternatives are Yes, often; Yes, sometimes; and No.” (Jenkinson et
al., 2002). In 2002, the Picker Institute developed the PPE-15 (Jenkinson et al., 2002).
Response alternatives are coded (O=problem, 0.5 slight problem and 1=no problem)
and summarized into a total and dimension scores ranging from zero (scoring all items
as problems) to 100 (no problems). Internal consistency has been shown to be good in
international samples (Cronbach’s alpha=0.80-0.87) (Jenkinson et al., 2002).

General Self-Efficacy Scale

The General Self-Efficacy Scale used in Paper II is a 10-item, unidimensional scale
developed by Jerusalem and Schwarzer (2005) to assess self-efficacy (Appendix 2).
Self-efficacy refers to the belief that one has the ability to achieve a desired goal.
Items are rated on a Likert scale ranging from 1(not all true) - 4 (exactly true), with a
total score ranging from 10 (low self-efficacy) to 40 (high self-efficacy). Psychomet-
ric properties of the Swedish version of the GSES have been evaluated (Cronbach’s
alpha=0.90) (Love, Moore & Hensing, 2011).

Functional status

Functional status was evaluated in Paper II using the FRS (Zuckerman, Koval, Aha-
ronoff, Hiebert & Skovron, 2000), which consists of the Basic Activities of Daily Liv-
ing scale (B-ADL), Instrumental Activities of Daily Living (I-ADL) and the patient’s
ability to walk independently. The total FRS score (100%) indicates complete inde-
pendence, and is calculated by combining the B-ADL score (four items comprising
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44% of the total score), I-ADL score (six items comprising 23% of total score) and the
patient’s ability to walk independently (a single item comprising 33% of total score).
In Paper 1V, the Katz Personal Activities of Daily Living index (Katz-ADL) (Katz,
Ford, Moskowitz, Jackson & Jaffe, 1963) was used. The Katz-ADL evaluates func-
tional dependence or independence in six daily activities: bathing, dressing, toileting,
movement, continence and eating. The Katz-ADL has a hierarchical structure and
uses ADL gradings A-F.

Severity of symptoms

The New York Heart Association (NYHA) classification was used to assess CHF
symptom severity in Papers I & IV. NYHA is a widely used and clinically useful clas-
sification system of functional status in CHF (Dickstein et al., 2008; Holland, Rechel,
Stepien, Harvey & Brooksby, 2010). The NYHA classifications consist of an ordinal
scale that is divided into NYHA I (no limitation in physical activity), NYHA II (slight
limitation in physical activity), NYHA III (marked limitation in physical activity) and
NYHA IV (unable to perform any physical activity without discomfort).

Health Related Quality of Life

Health related quality of life (HRQoL) is a complex concept, involving the patient’s
expectations and experience of the physical, emotional and social aspects of life
(Rosenberg, 1995). The Kansas City Cardiomyopathy Questionnaire (KCCQ) is a
validated 23 item, disease-specific HRQoL instrument (Green, Porter, Bresnahan &
Spertus, 2000) (Paper II & IV). KCCQ ratings are aggregated using standardised scor-
ing procedures into an overall summary score (general health status) and a clinical
summary scale (symptom impact). The Swedish version of the KCCQ was shown
to have good internal consistency (Cronbach’s alpha) for both the overall summary
score (0.87) and the clinical summary score (0.84) (Patel, Ekman, Spertus, Wasser-
man & Persson, 2008). The KCCQ has also been shown to be sensitive for detecting
clinically significant changes in HRQoL (Green et al., 2000).

Text analysis and statistical methods

Text analysis

A hermeneutic approach was used in analysing the qualitative data. The analytical ap-
proach was influenced by Paul Ricoeur’s (1976 p. 72) hermeneutic ideas of a circular
movement between ‘understanding’ and ‘explaining’ the text. In Paper II, admission
interviews (n=32) were selected and analysed. The interviews were selected on the
basis of richness of content about resources in everyday life activities at home, hob-
bies, training activities, social activities or traveling. The interviews were transcribed
verbatim. The analysis focused on content in the text pertaining to the patient’s con-
fidence in managing everyday life, their resourcefulness and how they dealt with the
current deterioration of the illness. Each interview was read “one by one” and mean-
ing units (MU) of sentences or phrases that touched upon the research question of per-
sonal resources were identified. The MUs were condensed into subcategories which
were subsequently compared with other subcategories and consolidated into various
categories after discussion between the co-authors (Graneheim & Lundman, 2004).
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According to Geertz (Geertz, 1973 p. 7-14), ethnography implies thick descriptions
of social phenomena that illuminate people’s similarities without reducing their par-
ticularity. In order analyse the discrepancy between the intentions of healthcare pro-
fessionals and those of patients (what they say and what they do in the everyday ac-
tivities) (Paper I1I), the fieldnotes and transcribed interviews were structured into five
categories: The Scene (the ward environment), the Act, the Agent (patient, RN, AN,
physician), the agent’s purpose and agency. This approach was influenced by Kenneth
Burke’s dramatism method (1969), which aims to explore how the care environment
with its daily routines (the tools used to support and evaluate care), physical design,
and social structures (the proceedings and relationships within the shared belief sys-
tem) influence the patients and healthcare professionals (Geertz, 1973 p. 145).

Statistical methods

The sample size in Paper [ was 32 517 respondents. The internal validity of the Swed-
ish PPE-15 was evaluated with Cronbach’s alpha. The half-scale method was ap-
plied to impute missing PPE-15 item values in all analyses of associations between
patient characteristics and the PPE-15 total score. Using this method PPE-15 total
scores were available for 29 882 respondents. Analyses of associations between pa-
tient characteristics and PPE-15 total scores were examined with the chi-square test
for dichotomised variables and the Spearman correlation coefficient for ordinal vari-
ables. Multiple linear regression analyses were performed to determine the influence
of patient characteristics (dependent variables) on PPE-15 scores. To estimate the
effect size of the differences in the PPE-15 total score between groups (vulnerable
vs. non-vulnerable), Cohen’s d was calculated. In Papers I, II and IV basic descrip-
tive statistics (mean, standard deviation, median, min and max values) were used
for continuous variables and categorical data was described using frequencies and
percentages. Between-group differences were tested using Fisher’s Exact test for di-
chotomous variables, Mantel-Haenszel Chi-2 test for ordered categorical variables
and Mann-Whitney U-test for ordinal variables. In Paper II, Spearman’s correlation
coefficient was used for analysing the relationship between NYHA class and self-
efficacy (GSES).

In Paper 1V, sample size estimates were based on a two day reduction in LOS from
8.5 days (based on hospital audit records), with a=0.05 and 1—p=0.80. Accordingly, at
least 91 patients were needed in each of the two groups. To compensate for withdraw-
als, 120 patients per group were targeted.

In Paper 1V, analyses were performed both on an intention-to-treat (ITT) and a per-
protocol (PP) basis. The ITT analyses included all patients in the comparison groups
irrespective of whether or not they actually completed the allocated treatment, whereas
PP analyses included only those patients who fully adhered to treatment as stipulated
in the protocol. Protocol non-adherence occurred if the PCC plan was not evaluated
either within the first 72 hours or within the succeeding evaluations of the PCC plan
every 48 hours until discharge. Hence, protocol non-adherence was more associated
with the care structures and behaviours of the staff rather than with patient factors.
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Important variables that differed significantly at baseline (NYHA class and Dyspnoea
score) were included in an adjusted model. In addition, age was included in the adjust-
ed model in the ITT analysis. All statistical tests were two-sided with a significance
level of p<0.05.

Ethics

Ethical approval was obtained from the Regional Ethical Review Board in Gothen-
burg, Sweden, and the investigation conforms to the principles outlined in the Decla-
ration of Helsinki. Consent was obtained from all patients. The staff received written
and verbal information about the study at various staff meetings, and were asked for
their consent to be interviewed (Paper I11).
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RESULTS

Possibilities and barriers of PCC

Paper |

Most respondents used in the analysis of the national patient survey (n=32517) were
65 years or older (61%), females (54%), and native Swedish speakers (92%) and
half had attended either high school (32%) or university (19%). The mean PPE-15
score was 81.1 (SD=17.6). The PPE-15 yielded a Cronbachs’ alpha of 0.87. Self-rated
health correlated positively with the total PPE-15 score (r=0.24, p<0.0001). Statisti-
cally significant but weak correlations were found with age (r=-0.03, p<0.0001) and
healthcare utilisation (r=-0.06, p<0.0001). Level of education was not significantly
correlated with PPE-15 scores. Respondents who were dependent for help when toi-
leting (functional impairment), non-native speakers and female reported less satis-
faction with care (p<<0.0001). Nonetheless, patient characteristics could explain only
7% of the variance in PPE-15 scores (R?=0.07, p<0.0001). In a sub-group analysis,
PPE-15 scores were compared between patients who were classified as vulnerable vs.
non-vulnerable. Vulnerable patients were those who had poor self-rated health and
needed help when toileting (physical impairment) (n=7103). These patients had sig-
nificantly poorer PPE-15 total scores (M=75, SD=19.8) than non-vulnerable patients
(n=9551) (M=85, SD=15.0, p<0.0001). The effect size of this difference was moder-
ate (Cohen’s d = 0.58).

Paper Il

The mean age of the patient sample (n=248) was 79 years. The personal resources, i.e.
self-efficacy (GSES) and functional independence (FRS), were high. The mean GSES
score was 29.5 (SD=7.3, median=31). GSES scores were negatively correlated with
NYHA class (r=-0.27, p<0.001). Between-group comparisons revealed a significant
difference in GSES scores between NYHA II and III (p<0.05) and I and I'V (p<0.05);
however, the difference between patients in NYHA III and IV was not significant
(p=0.42). Functional independence as assessed with the FRS was high (M=86%, me-
dian=96%). The interviews (n=32) revealed that patients generally lived their daily
lives in an active and independent way. Analyses of the interviews yielded four cat-
egories: social spaces, reduced social spaces, feeling at home and returning to my pre-
vious life. A central theme in the interviews was that the patients continually modified
and adapted their behaviours and lifestyles to their increasing functional limitations as
their condition worsened. For example, the patients reported that they performed daily
activities, such as shopping, gardening or doing housework, at a slower pace, and
as symptoms deteriorated, patients progressively reduced their social zones to areas
closer to their homes. During the period of deterioration prior to the hospitalisation,
the patients tested their functional abilities in different social activities and adapted
their life accordingly. Some patients started to test their physical function regularly
directly after hospital admission, and sought assurance and confirmation that they
would be able to manage at home and in their different social spaces (e.g., the shop-
ping mall or the garden).
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Paper I

Opportunities for testing one’s personal resources and gain reassurance were however
limited for patients admitted to the hospital ward. The ethnographic fieldwork at a
coronary care unit revealed a care environment that was poorly adapted to the needs
and usual activities of patients, and not conducive to dialog between healthcare pro-
fessionals and patients. These conditions tended to make the patients passive and to
affect healthcare professionals’ daily decisions and care practices. The situation on
the ward was further aggravated by high admission and discharge rates and daily staff
rotation, which the staff managed by adhering to strict routines (Table 2).

Table 2. The different actors: acts, agencies and purposes. Modified table from the original publica-
tion (Wolf, Ekman & Dellenborg, 2012)

Agents

The Act

Agency

The purpose

The patient

The patients spent almost all their time sitting
or lying in their bed, waiting for a decision
concerning their treatment. Occasionally,
patients walked back and forth along the

In general, the patients were eager
to act as a “good patient”, and live
up to the professionals’ picture of
an ideal patient who is compliant

To understand
why and how
the disease and
treatment will

corridors for physical exercise; watched TV,  and cooperative. Many patients affect him/her.
or chatted with other patients in the public described the hospital stay as o To get good
areas of the ward. filled with waiting: waiting for the care

round to come, for the physician’s
decision, for examinations and
results.

The The AN was in charge of taking blood The ANs joined the morning « To support the
assistant samples and helping the patient with his/her ~ rounds to get a more patient.
nurse morning routines. They spent most of their comprehensive picture of the « Tohavea
time caring for the patient and reported back  patient. Many were silent during comprehensive
to the RN. For the past few years the ANs the round and only answered picture of the
have participated in the morning rounds. The  questions that were directed to patient’s well-
AN argued that they are the one’s who them. When ANs did not have the being.
spend most time with the patients, supporting time to attend the round, the RNs  « Tobe seenas a
them in their daily needs and reflections. filled them in afterwards. competent,
The ANs seldom stayed a whole week in the professional
same subunit. part of the care
team.
The The RN was responsible for distributing RNs’ main focus was on vital « To proficiently
registered  medicine, executing the physician’s signs and medical knowledge. perform the
nurse ordination and coordinating the nursing tasks. They made efforts to assist the physician’s
Relatives, patients and the physician/AN ANs in their work in order to medical
constantly interrupted the RN to ask spend more time with the patients ordination.
questions about prescriptions, tasks, etc. that ~ but administrative tasks seemed to «  To learn how to
had to be performed. This meant acting in a be a heavy burden. They often ate manage acute
task oriented, day-to-day basis, often moving  breakfast in front of the computer. situations.
to different patients throughout the day. « To give good
Nurses expressed frustration and experienced nursing care.
themselves as sometimes more of an
administrator or secretary than an RN. The
RN seldom stayed a whole week in the same
subunit.
The The physician had the overall responsibility ~ The morning rounds were o To provide and
physician for the treatments of the patients on the ward.  described by physicians as their coordinate
Besides being responsible for the patients on  main “working tool” to get to suitable care
the ward, the physicians had other duties, know the patient’s pathology and and to
such as consultations at other wards or medical status. They relied on the coordinate
outpatient clinics. This meant spending the computer journal and the his/her duties
afternoon outside the ward, being reachable information from the RN for inside and
primarily over the phone if the nurses needed  information about the patient. outside the
advice or consultation. The physicians During the rounds, they were keen clinic.

stayed a whole week in the same subunit.

to ask the patients about their
symptoms and often asked them
for a short anamnesis.
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The ward structure and architecture also constrained the patients’ ability to partake
in normal everyday activities. For example, the kitchen/TV room was often used for
staff meetings, and a smaller TV room was frequently used as an extra patient room
at times of overcrowding.

Routine-based care on the ward revolved around three time periods: mornings, eve-
nings and nights. During the mornings, treatment and care decisions were discussed
and made, and the medical round was the principal activity. In contrast, the evening,
night and weekend shifts’ primarily responsibility was monitoring and observation.
For the patient, the morning round was often the only time that they could meet or
even see the physician. Generally, the patient had a only few minutes with the physi-
cian, and sometimes even less time, depending on the amount of information and the
level of inquiry on the part of the physician and the patient. The patients expressed the
importance of being friendly and pleasant to the healthcare professional: ““It depends
on the patient too. ‘You are always happy in the morning’, they say [referring to the
staff]. Sometimes I’m not, but I give them a smile anyway. It has such great impor-

tance... those small things....”.

The physicians spent more time during the rounds reading the patients’ records than
talking to the patients. For the healthcare professional, the routines, often performed
under time constraints, gave little opportunity for the healthcare professionals to re-
flect on their actions and the decisions they made. For example, although the RNs and
ANs considered the rotating schedule to be advantageous for their private lives, the
downside was that the RNs often found themselves with a whole set of new patients,
constantly feeling one step behind. One RN said: “I only have about five minutes with
every patient during my shift, so | have to make the best of it. | read the nurses’ and
physicians’ documentation in the patients’ records to get the whole picture.” The pa-
tients sympathised with the healthcare professionals’ work situation.

By creating clearly defined routines, the care structures both promoted and counter-
acted different healthcare professionals’ intentions. The RN related that it was diffi-
cult to apply principles of good nursing care in clinical practice, hence such principles
were deprioritised. They felt trapped between demands for status achieved through
biomedical knowledge, technical skills and adhering to routines, and their profes-
sional perception of good care. In particular, the RNs reacted to these restrictions with
feelings of guilt and inadequacy.

Effects of PCC

Paper IV

The intervention study compared patients receiving conventional care (n=123) with
patients receiving PCC (n=125). Fifteen patients in each group died during the study
and ten patients withdrew during follow-up. The study groups were similar regarding
all baseline characteristics, e.g., age, sex, comorbidities, etc. (Table 3). Patients in
the PCC group were significantly more symptomatic (NYHA; p=0.002) and report-
ed worse dyspnoea (p=0.03). PP-analyses included 74 patients from the PCC group
and all patients in the Conventional care group. The patients in the PP analysis did
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Table 3. Selected baseline patient characteristics. Modified from the original
publication (Ekman et al., 2012)

Characteristics Conventional PCC P-value PCC-
care (n=123)  (n=125) Conventional PpP*
vs. PCC (n=74)
Female (%) 41 42 1.0 49
Age at inclusion 80 +9 77 £11 0.08 78+10
NYHA class
Class I (%) 4 0 0
Class II (%) 41 31 30
Class IIT (%) 52 58 0.002 64
Class IV (%) 3 11 6
Medical history
Comorbidities (SD) 4+2 442 0.7 4+2
CHF medication
ACE-T/ARB (%) 69 66 0.7 66
Beta-blockers (%) 72 82 0.07 86

*Per-protocol analys

not differ from Conventional care patients on any baseline variables except NYHA
class (p=0.03). The mean indexed LOS in the Conventional care group was 9.22 days
(SD=7.4, median=7, range 2-44 days) compared to 8.22 days (SD=4.4, median=8,
range 2-31 days) in the PCC group (p=0.16). In the PP analysis, LOS was significantly
shorter (2.5 days) in the PCC group (6.77 days, SD=3.2, median=6.5, range 2-25;
p=0.01). At discharge, ADL levels were better in the PCC group (all patients, p=0.07;
PP group, p=0.04) (Figure 2). Time-to-first readmission as well as readmission fre-
quency within 6 months did not differ significantly between the groups. There were
no differences in the KCCQ Overall Summary Score or the Clinical Summary score
after 3 months.

Error bars = CL 95%

Conventional care group

® Length of stay
@ ADL admission
. ADL discharge

Figure 2. LOS and Katz-ADL between the Conventional care group and PCC group.

PCC care ITT
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DISCUSSION

In this thesis, PCC is conceived as the operationalisation of person-centeredness. Pa-
tients admitted for worsening CHF presented a high capacity for independent liv-
ing and vitality prior to the hospital admission (Paper II). They tended to adapt to
their illness and maintain their independence by choosing different strategies, such
as decreasing their social spaces to manage their daily activities as their condition
worsened. In a recent cohort study from the USA, the Cardiovascular Health study
(n=5511) (Bowling et al. 2012), impairment in ADL ability (such as shopping) in com-
munity dwelling elderly was found to be a strong risk predictor for developing CHF.
Similarly, we found that patients actively adapted and restricted their daily activities
as their condition worsened prior to hospitalisation. Changes in behaviour patterns,
such as reducing and confining social spaces to areas near the home and performing
daily activities (shopping, gardening, etc.) less frequently and at a slower pace (Paper
II), may constitute patterns that are important to acknowledge in preventing acute
decompensation and rehospitalisation. Such behavioural changes should then not be
seen as mere physical impacts/manifestations of symptoms such as breathlessness or
fatigue on physical performance. A recent study by Moser et al. (2011) showed that
variability in the symptom breathlessness in patients with CHF (n=71) is a predictor
of hospitalisation regardless of the physical impact of symptoms on everyday life
(NYHA). Fluctuating symptoms could therefore increase a person’s uncertainty about
his/her illness and hence impact on self-efficacy.

The perception of being able to achieve life projects is an important part of one’s
self-identity (Bandura & Locke, 2003), and this may help to explain our finding of
a negative correlation between symptom severity during CHF deterioration and self-
efficacy level (Paper II). This could also explain why patients increasingly restricted
their activities to areas nearby their homes (Paper II). Home comprises a contextual
feeling of security, control and power (Zingmark, Norberg & Sandman, 1995), and is
perceived as an integrated part of one’s life (Gillsjo, Schwartz-Barcott & Von Post,
2011). The patients decreased their social spaces in order to stay independent, yet they
seemed to test their abilities/functioning during the period when they experienced
worsening in their symptoms and on the ward, suggesting a desire and eagerness to
return to their everyday life.

The prevailing attitudes, beliefs and social roles on the ward hampered healthcare
professionals from acknowledging and supporting the patients’ resources and abili-
ties. These social structures, reinforced by the physical design of the care environment
may pose barriers to the patients by inhibiting them from using their own resources
and by limiting them in their normal daily activities (Paper I1I). We observed that the
patients spent much of their time in their beds patiently waiting for the healthcare
professional. According to Toombs (1987 p. 65), confinement to a hospital bed will
increase feelings of vulnerability and dependency. Yet, in the present study, patients
had few alternatives other than to remain waiting in their beds. In a recent observa-
tional study of hospitalised medical patients (n=76), Kuys et al. (2012) reported that
the patients spent approximately 88% of their time in their rooms, and less than 20%
of their time was spent with a healthcare professional.

34



The CCU ward (Paper I1I) had very few physical attributes that could promote every-
day activities. However, the physical design of a ward, such as availability of a TV
room, etc., is just one aspect of a care environment. In fact, in a recent interview study
(n=12) about the ward architecture on a ward specialised in oncology, the patients
always returned to the importance of the staff and their ability to communicate and
interact (Rowlands & Noble, 2008). Previous studies in the Scandinavian countries
have pointed out the importance of environments that promote activity, are aesthetic
(Hansen, Tjornhoj-Thomsen & Johansen, 2011) and facilitate social interaction with
others. Such attributes form a crucial part in a person’s perception of independence,
identity, and feeling of security and being acknowledged (Edvardsson, Sandman &
Rasmussen, 2005).

Hospital structures and clinical routines seem to be organised primarily to supervise
and monitor patients rather than to support the patients’ independence, resources and
partnerships in care (Paper III). According to McCormack et al. (2010), the health-
care professional’s competence, beliefs and conviction about person-centredness are
important factors in PCC, however the context where care is delivered will have an
impact on the above mentioned factors. The ward structures seem to have a dominant
impact on the overall delivery of care, and even if there were elements of care that re-
sembled PCC, PCC was not conducted consistently throughout the admission (Paper
IIT). Social structures are created and maintained by their members (Geertz, 1973 p.
145) and in the hospital ward, structures such as the daily routines, professional hier-
archies and perceived ideals of professional competentence reflected the biomedical
supremacy. In the present study, only 60% of the patients received the structured PCC
intervention throughout their hospitalisation (Paper IV), indicating the challenges of
trying to implement PCC in the conventional care environment.

Healthcare professionals struggled with their own moral beliefs about how care should
be provided, yet they in fact sometimes depersonalised the patient (Paper III). Accord-
ing to Ricoeur (1994 p. 179), a person goes back and forth between his/her ethical
intention of having a good life and the obligations perceived in the given context. In
hospital structures today, the ethical intentions of aiming at the good life with others
(reciprocity) and for others (solicitude), in just institutions (equality) (Ricceur, 1994
p- 172) seem to be subordinate to the present social structures of the hospital ward.
Healthcare professionals tend to see the patient as an individual with needs that can be
fragmented into different patient characteristics and disease pathologies, rather than
as a capable and resourceful person with an identity that is developed and nourished in
his/her relationships with other persons. As such, the combination of social structures,
its routines and the physical design of the ward act as barriers to the practice of PCC.

It has been suggested that healthcare professionals’ authoritarian attitudes toward
the patient, which undermine patient involvement in decision-making, stem from a
lack of knowledge about the patient’s own beliefs, values and capacities (Zomorodi
& Foley, 2009). According to Bandura (1997 p. 17), structures that shape passivity
through paternalistic behaviours could influence a person’s self-efficacy negatively,
something that Bandura calls “proxy control”. This may explain why patients became
so passive in the examined ward structures (Paper III). Increased proxy control by the
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healthcare professionals may produce passive patient behaviours, which in turn may
have a negative impact on self-efficacy because a person constantly compares his/her
competence and performance with others (other patients or healthcare professionals)
(Bandura, 1997 p. 17). As observed in the ethnographic study (Paper III), patients
were referred to as room and bed numbers, and although the staff occasionally con-
sidered this practice to be necessary for reasons of confidentiality, it was sometimes
used routinely without reflection. This may lead to a care structure that promotes staff
behaviours that Kitwood (1997 p. 46-47) calls depersonalisation of the person, such
as labelling, disempowering, stigmatization or withholding information. The practice
of referring to patients as, for example room numbers, may result in the objectification
of patients, and may ultimately pose a barrier for PCC.

The failure of hospital structures to acknowledge patients’ resources and preference
could also explain the finding that vulnerable patients were less satisfied with their
care (participation and communication) and wanted to receive more information and
improved communication about their condition and treatment/discharge strategies,
as well as increased participation in clinical decision-making (Paper I). The vulner-
able patients (poor/fair SHR and dependency when toileting) were older and had a
history of higher healthcare utilisation compared to the non-vulnerable patients. In
a recent study, only 54% of elderly patients (n=214) with a serious form of chronic
illness reported that they had been informed by their physician of the seriousness of
their condition, and only 20% agreed with their physician that they had discussed or
been informed about the severity of the disease (Fried, Bradley & O’Leary, 2003).
Hence, it may be presumed that patients who perceive themselves as severely ill or
vulnerable need and want more comprehensive information about their disease and its
treatment and seek greater involvement in the decision-making process. Our findings
are strengthened by a recent study of care experience in over 10 000 patients with
complex care needs (defined as patients with fair/poor health with a history of previ-
ous healthcare utilisation within the last year) conducted in 11 countries, including
Sweden and Norway (Schoen et al., 2011). Sweden and Norway had some of the least
positive care experiences regarding care participation and communication amongst
the participating countries. Together, the above studies indicate that patients, espe-
cially vulnerable patients, judge their care experiences in conventional care settings
to be sub-optimal and that they want to be more involved in shared decision making
about the care plan.

In Paper 111, healthcare professionals were shown to often complain about having too
little time in their clinical encounters with patients. Westbrook et al. showed that RNs
spend less than about 40% of their time with the patient (Westbrook, Duffield, Li &
Creswick, 2011) and that physicians spend less than 15% of their time communicating
with patients (Becker et al., 2010). Yet, time spent with the patient does not necessary
mean that the meeting is focused on the patient as a person. Bolster and Manias (2010)
showed in an observational study that the time spent with the patient was driven by
routines and professional perceptions of what the patient needs instead of actually
inviting the patient to participate. When asked about their failure to spend sufficient
time with patients (Paper III), most RNs were very self-critical and distressed by their
inability to provide optimal care due to time constraints, increasing administration

36



and care routines. The present study indicates that the care environment with its social
structures in Sweden can lead to feelings of guilt amongst the RNs, that may lead to
moral stress. Moral stress or the closely related concept of stress of conscience, sur-
faces when the care structures and organisational aspects present values that conflict
with healthcare professionals ethical and moral convictions (Corley, Minick, Elswick
& Jacobs, 2005; Juthberg, Eriksson, Norberg & Sundin, 2007).

In the current ESC guidelines, multi-disciplinary care management programmes have
received the highest recommendation class (Class 1, Level A) (McMurray et al.,
2012). Interestingly, the patient is not clearly considered as an active expert member
in multi-disciplinary teams and interventions. Our study was the first to evaluate the
effects of including the patient as a central partner in a structured care management
team targeting patients with CHF (Paper IV). An important focus point in that study
was the initiation of the partnership through the patient narrative, which was sum-
marised in a care plan. Critical aspects covered in the narratives were the impact of
the patient’s illness experience on everyday life, aspects of the patient’s life prior to
the deterioration as well as the patient’s current resources, motivation and goals. The
results seemed consistent with other studies in hospitalised patients who used the ill-
ness narrative for goal setting in care planning namely, shortened LOS (Olsson et al.,
2006), decreased hospital mortality (Mudge et al., 2006) and improved ADL capacity
(Mudge et al., 2006; Olsson et al., 2007a).

A mere reduction of LOS should not be considered an end in itself if it compromises
care quality or increases hospital readmission. The PCC intervention (Paper 1V) led
to less variation in the distribution of LOS (SD PCC PP 3.2 vs. Usual care 7.4). It
has been argued that short LOS (2 days) as well as lengthy LOS (above 10 days)
negatively impact on the quality of care and medical treatment of patients with CHF
(Kossovsky et al., 2002). While the PCC intervention decreased LOS overall, it in fact
seemed to reduce the shortest LOS found in the conventional care group. The current
ESC guidelines in CHF (McMurray et al., 2012) include a recommended minimum of
diagnostic procedures and interventions, which would be difficult to perform during
an extremely short LOS. On the other hand, prolonged LOS seems also to impact hos-
pital care quality (adherence to guidelines) negatively (Svendsen, Ehlers, Andersen &
Johnsen, 2009). Predictors of prolonged LOS for CHF includes e.g. acute worsening
of vital signs/symptoms, co-morbidities, in hospital treatments (e.g., intravenous di-
uretics) and social barriers (need for home services, etc.) (Wright, Verouhis, Gamble,
Swedberg, Sharpe & Doughty, 2003). Most of the above mentioned aspects that may
lead to prolonged LOS could be reduced by early identification and care planning.
The present study’s effect in reducing both LOS, the spread in LOS and preserved
ADL level (Paper IV) could imply an increased level of quality care for the patients.
In addition, while the present study was not designed to investigate patient-reported
care satisfaction during the intervention, other studies suggest that shorter LOS has a
positive (Nguyen Thi, Briancon, Empereur & Guillemin, 2002; Quintana et al., 2006)
or non-inferior impact (Borghans, Kleefstra, Kool & Westert, 2012) in terms of pa-
tient satisfaction compared to longer LOS. In the present study, reduced LOS did not
have any negative impact on readmission. However, in agreement with the above
mentioned study by Mudge et al., (2006), the 6-month rehospitalisation rate did not
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improve in the present study (Paper IV). It may be speculated that the effects of PCC
are transitory, dissipating with time, and that PCC must be extended to other care set-
tings outside the hospital in order to improve long-term outcomes, such as 6-month
rehospitalisation or HRQoL.

Patients acquiesce and adapt to ward regimens. Care satisfaction and experiences are
complex phenomena determined by both previous experience and future expecta-
tions (Williams, 1994). The low explanatory value of different patient characteristics
found in Paper [ may reflect the complexity in evaluating care experiences, something
that has previously also been shown by Bleich et al. (2009). This raises the question
about what and how future research and benchmarking endeavours should measure
PCC outcomes in the future. As governments, patient organisations and other interest
groups strive to increase patient participation, self-reported care satisfaction or care
experience questionnaires have been increasingly used to benchmark care (Garratt,
Solheim & Danielsen, 2008). The Swedish national patient care satisfaction survey
used in Paper I assesses care experience on a hospital or ward level rather than on
an individual level. In order to gain a richer picture of the partnership that consti-
tutes PCC, it may be feasible to merge patients’ assessments of their current care
experience with their previous experiences/future expectations of care combined with
healthcare professionals’ perceptions and expectations of the care provided. Patient
and staft assessments have already been combined in surveys for evaluating the care
environment, such as the Patient-centred Climate Questionnaire (Edvardsson, Koch
& Nay, 2010), and should be further developed for assessing other areas of PCC, such
as the partnership and documentation.
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THEORETICAL AND METHODOLOGICAL CONSIDERATIONS

This thesis has tried to enrich and expand our understanding of PCC by exploring
usual care and the effects of a PCC intervention. The philosophical point of departure
in this thesis is that a person is unique, capable and reflective and that he/she wants
to be engaged in and nourished by dialog and interaction with others and his/her sur-
roundings. In conceptualising the person as capable, person-centredness highlights
the importance of understanding the person’s resources and vitality in everyday life
in order to support health. This thesis does not deal with the concept of becoming a
person, an ethical issue that is still heavily debated in relation to, for example, abor-
tion (Giubilini & Minerva, 2012).

An important aspect, and possibly a critique of the philosophy of personalism is that it
originated and initially developed in the Western world, mainly Europe and America.
Personalism as such is therefore often associated with the moral and ethical founda-
tions of the Western world and of Christianity (Bengtsson, 2006 p. 69). However,
while many Western philosophers, such as Martin Buber or Paul Ricoeur had a theo-
logical background in Christianity, the principal tenet of personalism concerns the
interaction and acknowledgment of the other person (Mounier, 1970). Hence, PCC
may well be applicable in other countries and other religious beliefsystems. In fact,
the ideology of personalism runs somewhat contrary to the Western conception of the
absolute autonomy of the individual, which in its extreme tries to separate the indi-
vidual from the impact of culture and society (Lock & Gordon, 1988 p. 34).

In intervention studies within the healthcare setting, complexity often implies mul-
tiple causes (Craig et al., 2008). The purpose of science is to describe, explain or
predict phenomena; however, in healthcare the phenomena are often so complex that
different investigative methods are required (Persson & Sahlin, 2009). The structure
of the care environment where the intervention is implemented as well as the patients
and healthcare professionals’ attitudes and beliefs have to be acknowledged when try-
ing to understand complex interventions (Campbell et al., 2007). Using both qualita-
tive and quantitative methods within the same paradigm has been argued to diminish
the gap between different methodological assumptions (Barbour, 1998). There are
ontological and epistemological differences in different research methods, such as
instruments and interviews, and combining different methods is often a balancing
act (Morse et al., 2006). According to Morse et al. (2006), mixed-methods designs
(using different methods within the same study) as well as multi-method designs
(multiple studies within a project or thesis) should have a theoretic drive of either a
qualitative or quantitative nature in order assure validity. The overall epistemological
perspective in this thesis is hermeneutical, that is, trying to understand and explain
complexity, rather than establishing causality. The present thesis shows that a multi-
method approach may help to understand a complex care phenomenon. Although the
randomised controlled trial design is considered the “gold standard” in evaluating
interventions, its use may be limited by practical concerns in complex interventions
that target both patients’ and the healthcare professionals’ attitudes, performance and
the everyday working tasks (Shepperd et al., 2009; Kaplan, Giesbrecht, Shannon &
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McLeod, 2011; Bird, Arthur & Cox, 2011). As the type of method used will have im-
plications for the observations and conclusions that can be made, complexity needs to
be tackled in different ways and with different designs. In a complex intervention, it
is often impossible to blind participants (both patients and healthcare professionals)
with respect to the intervention and consequently the question arises as to what care/
treatment the controls have received. Oftentimes, controls will in fact receive better
care, which could result in the effects of the interventions being underestimated. In
short, one strength of this thesis was that a multi-method design was used, including
a quasi-experimental design in the intervention study and fieldwork performed to un-
derstand the context of usual care.
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CONCLUSION

The possibilities for applying PCC in the hospital setting exist, from the perspective
of both the patient and the healthcare professional. Patients who are hospitalised for
worsening CHF have personal resources and vitality that can be used to facilitate
PCC. Furthermore, patients in general wish to be more involved in their care and de-
sire better communication with healthcare professionals.

The barriers to PCC are found in the care environment of the hospital, which seems
poorly designed to support the patient’s resources and vitality, and which through
demarked routines compels the staff to deliver care based on organisational needs. In
addition, the social structures do not value the RNs moral intentions toward person-
centredness, producing feelings of guilt that resemble moral stress.

The benefits of adopting a PCC approach may also be considerable from a healthcare
management perspective. By supporting the development of a partnership between
the patient and the healthcare professionals through a structured PCC approach, a
reduction in hospital LOS by 30% was achieved. The greatest effects of PCC were
seen when the partnership and care plan were established within the first 48 hours
and maintained throughout the patients’ entire hospital stay. To ensure effective and
satisfactory care in Sweden, the healthcare system must learn to rely upon and exploit
both the patient’s resources, vitality and motivation as well as the experience and
knowledge of healthcare professionals.
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FUTURE PERSPECTIVES

A growing number of research studies, including those in this thesis, indicate that a
structured PCC approach is effective in improving clinical outcomes. Future studies
should evaluate the efficiency and scalability of PCC in other settings. In order to
implement PCC, the structures of the care environment and the multi-professional
team must be adapted to PCC. It will be necessary to make changes in the care envi-
ronment and the multi-professional team’s ability to provide care consistent with their
moral conviction. This change needs to target the architectural design of the hospital,
organisational aspects of the delivery system, such as the healthcare professionals’
schedules and shift rotation, as well as social structures, i.e., attitudes and common
belief systems that regard the patient as a capable person and partner. Redesigning
the hospital clinics requires educating healthcare professionals as well as patients and
their relatives about the prerequisites and effects of PCC. In addition, the implementa-
tion of PCC and its effects should be benchmarked in order to evaluate the quality and
acceptance of PCC in the hospital setting.
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SAMMANFATTNING PA SVENSKA

Ar personcentrerad vard effektiv och inte bara moraliskt efterstrivansvird? Person-
centrerad vard bygger pa ett partnerskap mellan experter; patienten som expert pa
sin livssituation samt den professionella vardaren med generiska expertkunskaper. I
denna avhandling presenteras analys av en vardavdelnings kultur och strukturella for-
utsdttningar for personcentrerad vard, patientrapporterade data om sjukhusvard samt
en utvérdering av personcentrerad vard.

Pa gruppniva rapporterar sjukhusinlagda patienter att kommunikation och delaktighet
i varden r otillracklig. I synnerhet bedomer patienter som upplever sin hélsa som da-
lig samt behdver assistans fran sjukvardspersonalen kommunikation och delaktighet
mera bristfallig dn patienter med god hilsa och hog fysisk oberoendegrad. Patienter
som sjukhusvardas for forsimring av kronisk hjéartsvikt har trots sin hoga medelalder
samt symptom i form av bland annat andfdddhet och trotthet ménga personliga resur-
ser 1 vardagen sé som tillit till sin egen formaga att 16sa problem och en hog vardaglig
oberoendegrad. Patienter anpassar gradvis sin vardag till forsdmringen. Vardagens
fokusering till trygghetssfdren i och omkring hemmet kan utgora ett tidigt varnings-
tecken pa en forsdmring av patientens symptom. Jamfort med traditionell véard av pa-
tienter som sjukhusvardas for forsdmring av kronisk hjartsvikt innebdr personcentre-
rad vard en signifikant 30% (2.5 dagar) reduktion i vardtid samt en bibehallen daglig
aktivitetsformaga. Den kortare sjukhusvardtiden ledde inte till 1agre livskvalitet eller
hogre éterinldggningsfrekvens efter 6 manader.

Enbart 60% av interventionsgruppens patienter fick personcentrerad vard under hela
vardtiden. Detta pekar pa den troligtvis stdrsta utmaningen for implementeringen av
personcentrerad vard, ndmligen de traditionella och rigida strukturer inom sjukvérden
som inte tillvaratar patientens resurser. Istillet observerades en rutindriven vardmiljo
som var uppbyggd kring sjukvardens fokus pa patientens biomedicinska behov. Den-
na struktur kan i sin tur leda till att vardpersonal, framforallt sjukskdterskor kdnner
maktldshet och skuldkénslor.

Dagens konventionella vard uppvisar en diskrepans mellan patientens vilja och mal
och vardgivarnas bedomning och behandling, vilket tyder pa en brist i den konven-
tionella vardens sitt att varda patienter. Darfor bor den aktuella studien ses som ett
forsta steg 1 det paradigmskifte som nu borjar ta form i den praktiska véarden, vilken
kombinerar medicinsk evidensbaserad vard med patientens sjukberittelse och kun-
skap om sitt tillstdnd. Detta skifte kommer att krdva fordndring i vardmiljon och dess
strukturer, utbildning till sjukvardpersonal, patienter och anhoriga kring personcentre-
rad vard samt verktyg for utvardering av personcentrerad vard.
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Appendix 1: The Swedish PPE-15

Item 1

Item 2

Item 3

Item 4

Item 5

Item 6

Item 7

Item 8

Item 9

Item 10

Item 11

Item 12

Item 13

Item 14

Item 15

Nar du fragade en ldkare om nagot som var viktigt for dig, fick du dé svar som
du forstod?
Ja, alltid, Ibland, Nej, Jag vagade inte, Jag hade inget behov att fraga.

Nir du fragade en sjukskdterska om nagot som var viktigt for dig, fick du da
svar som du forstod?
Ja, alltid, Ibland, Nej, Jag vagade inte, Jag hade inget behov att fraga.

Hénde det att du fick olika besked fran sjukskéterskor och lakare?
Ja, alltid eller néstan alltid, Ibland , Ne;.

Om du kénde oro eller dngslan dver ditt tillstdnd eller din behandling, hade du
mojlighet att prata med en lidkare om det?

Ja, helt och hallet, Delvis, Nej, Jag kdnde ingen dngest, Jag ville inte prata om
det.

Talade personalen med varandra i din ndrvaro som om du inte var dér?
Ja, alltid eller néstan alltid, Ibland, Ne;j.

Kénde du dig delaktig i beslut om din vard och behandling, s mycket som du
onskade?
Ja, helt och hallet, Delvis, Nej.

Kénde du att du blev bemoétt med respekt och pa ett hansynsfullt sétt?
Ja, helt och hallet, Delvis, Nej.

Om du kéinde oro eller dngslan dver ditt tillstand eller din behandling, hade du
mdjlighet att prata med en skoterska om det?

Ja, helt och héllet, Delvis, Nej, Jag kénde ingen angest, Jag ville inte prata om
det.

Niér du behovde tala med en lidkare/sjukskoterska, fick du da mojlighet till det?
Ja, alltid eller néstan alltid, Ibland, Nej, Jag hade inget behov.

Upplevde du att personalen gjorde allt de kunde for att lindra din smérta?
Ja, helt och hallet, Delvis, Nej, Nej, det behdvdes inte.

Om dina nérstaende ville tala med personalen om ditt tillstand och din vard, fick
de da mojlighet till det?
Ja, helt och hallet, Delvis, Nej, Ej aktuell, Jag ville inte.

Har den/de som ger dig fortsatt behandling fétt information om din sjukdom och
behandling fran sjukhuset?
Ja, helt och hallet, Delvis , Nej, Jag vet inte, Ej aktuellt.

Forklarade nagon ldkare varfor du skulle ta de lakemedel du fatt pa ett sitt som
du forstod?

Ja, helt och hallet, Delvis, Nej, jag forstod inte, Nej, jag fick ingen forklaring, Ej
aktuellt.

Berittade nadgon liakare for dig om eventuella biverkningar av lidkemedel som du
skulle uppmirksamma?

Ja, helt och hallet, Delvis, Nej, Jag behovde inge information, Jag behovde inga
lakemedel.

Berittade nagon ur personalen for dig om vilka eventuella varningssignaler som
du skulle vara uppmérksam pa betraffande din sjukdom eller behandling
Ja, helt och hallet, Delvis, Nej.
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Appendix 2: The Swedish GSES

Item 1

Item 2

Item 3

Item 4

Item 5

Item 6

Item 7

Item 8

Item 9

Item 10

Jag lyckas alltid 16sa svara problem om jag bara anstranger mig tillrdckligt.

Aven om ndgon motarbetar mig hittar jag ind4 utviigar att nd mina mal.

Jag har inga svarigheter att halla fast vid mina malséttningar och
forverkliga mina mal.

I ovéntade situationer vet jag alltid hur jag skall agera.
Till och med 6verraskande situationer tror jag mig klara av bra.

Tack vare min egen formaga kénner jag mig lugn dven nér jag stills infor
svarigheter.

Vad som an hénder klarar jag mig alltid.

Vilket problem jag én stélls infor kan jag hitta en 16sning.

Om jag stélls infor nya utmaningar vet jag hur jag skall ta mig an dem.
Nér problem uppstar kan jag vanligtvis hantera dem av egen kraft.

1=Tar helt avstind, 2=Tar delvis avstand, 3=Instimmer delvis,
4=Instimmer helt.

(Love et al., 2011)
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