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Abstract
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The overall aim of the thesis was to describe patient—health-professional interactions in a
hospital setting, with a specific focus on the surgical care unit. The thesis consists of four studies
and includes both qualitative and quantitative studies. Content analysis and phenomenography
were used in the qualitative studies; the quantitative study was an intervention study with a
three-phase quasi-experimental design.

The findings of study I showed that patient complaints to a local Patients’ Advisory
Committee about negative interactions with health professionals most often concerned the
perceived insufficiencies of information, respect, and empathy. The findings of study II
showed that experiences of negative interactions with health professionals caused long-
term consequences for individual patients and reduced patients’ confidence in upcoming
consultations. The findings of the phenomenographic study (III) showed that surgical nurses
understand an important part of their work in qualitatively different ways, which can be
presented as a hierarchy of increasing complexity and comprehensiveness. In the most restricted
understanding, surgical nurses focus on the work task, whereas in the others surgical nurses
demonstrate increasing degrees of patient-centeredness. Finally, the results of study IV showed
that an uncomplicated intervention that invited patients to express their daily questions and
concerns in writing (using the ‘Tell-us card’) improved the patients’ perceptions of participation
in their care in a surgical care unit. For further implementation of the Tell-us card to succeed, it
needs to be prioritized and supported by leaders in ongoing quality improvement work.

The value of a patient-focused interaction needs to be the subject of ongoing discussions in
surgical care units. Patients’ stories of negative interactions could be used as a starting point
for discussions in professional reflection sessions. It is important to discuss and become aware
of different ways of understanding professional interactions and relationships with patients;
these discussions could open up new areas of professional development. Providing patients
an opportunity to ask their questions and express their concerns in writing, and using this
information in the patient—health-professional interaction, could be an important step towards
improved patient participation.
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Abbreviations

AN Assistant nurse
PAC Patients’ Advisory Committee
RN Registered nurse

Termed used in this thesis

Assistant Nurse

Clinical nurse specialist

Health professionals

Surgical nurse

Non-licensed nurse with upper secondary
school

Registered nurse with a postgraduate course in
nursing

Physicians, registered nurses, and assistant
nurses

Registered nurse working in a surgical care
unit






Preface

One day a local Patients’ Advisory Committee' in Sweden receives a letter
from an old woman, in which she describes her struggle with the health care
system. She has recently been informed that she has a cancer diagnosis and
that she is on a waiting list for abdominal surgery. In the letter she describes
having had several X-ray examinations as well as radiation therapy. She was
shocked by the information that she had cancer, but she thinks it was deliv-
ered the best way possible. But she describes the psychological support
available from health care after the information as ‘non-existent’. She also
describes her struggle to receive information from the health care organisa-
tion about self-care for the side-effects of her treatment. In a long series of
frustrating phone calls she is transferred from one unit to another, to out-
patient clinics, and back again. It seems that no one is responsible for her
care, and she is left with unanswered questions and no support. She de-
scribes her loneliness and comments that no one should be left so alone in
this situation. Her main reason in contacting the committee is to share her
negative experience in the hope it will improve care for others.

Every year about 26 000 patients® in Sweden report negative events in health
care to Patients Advisory Committees, and about 15% of their reports re-
count uncaring relations with health professionals. The letter described
above gives voice to just one patient in a surgical context, but her hope was
to speak for many. A patient who is scheduled for a surgical procedure is in
a vulnerable situation and may have many concerns and worries related to a
serious diagnosis and to undergoing surgery. During my research project I
worked with a local Patients” Advisory Committee. Some health profession-
als I met were unwilling to take the complaints seriously and argued that
these complaints represent only a small proportion of all admissions and
visits to health care. I believe, however, that these patients have something
important to tell us. Listening to their stories could be a good start towards
bringing a new understanding of the patient’s perspective to health care, and
their experiences could be used in the improvement of quality of care.

! (Svenska) Patientndmndens kansli
2 Unpublished data at the Patients” Advisory Committee, 2010
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Outline of the thesis

I will start with a brief overview of the Swedish organisation that handles
patients’ complaints about health care, followed by a description of the or-
ganisation of the surgical care unit, including the perspectives of registered
nurses on their work in this context. The introduction section also gives an
overview of the main concepts and theoretical frameworks used in the thesis,
which comprises three qualitative studies and one quantitative study. The
methods section describes the content analysis and phenomenography used
in the qualitative studies and the quasi-experimental design and approach
used in the quantitative study. This is followed by the results section and
discussion of the findings. There is also a discussion of the trustworthiness
and rigour of the studies. The thesis will end with conclusions from the stud-
ies and their clinical implications for the surgical care unit and competence
development in health professionals.
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Introduction

The value of a caring relationship in a professional
context

A caring relationship is an important factor in health care, both in nursing
care and medical treatment. The ‘soft’ qualities (kindness, sensitivity, re-
spect, etc.) of the interaction in a professional context are important not only
for their obvious emotional attractiveness, but also for their positive effect
on patients’ health and well-being, patient safety, and patients’ satisfaction
with quality of care [1-5]. Their value to health care is that patients who feel
cared for and who have access to information will use health care less often,
but will not hesitate to seek medical attention when it is necessary [6-7].
This in turn should positively influence health professionals’ efficiency at
work.

Patients admitted to hospital for an operation expect to receive high quality
medical treatment and nursing care, including access to information, the
opportunity to participate in care, and a trustful, caring relationship with the
health professionals [8-9]. A patient with an acute illness or serious diagno-
sis is in a vulnerable situation and dependent on professionals for care. To
help the patient to cope with this distressing situation, health professionals
need to show respect, empathy, and a personal approach in the patient inter-
action [10-12].

Although many health professionals do good work with a heavy workload
every day, patients’ expectations and needs are not always fulfilled in health
care [8, 13]. Some patients make a conscious decision to report their dissatis-
faction with hospital care to the appropriate authority in their country [14-
16]. Studies report the need to consider patients’ complaints as a valuable
resource, or a ‘trigger’, for improving the quality of care [15-16]. Each year
about 26 000 patients in Sweden report their dissatisfaction with hospital
care to the local Patients’ Advisory Committee (PAC), but to date these pa-
tients and their complaints have remained mostly unstudied. Only one inter-
view study including six such patients was identified [17]. A starting point
for this thesis was: What are these patients’ experiences?
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To improve quality of care in patient interactions in the fast-paced culture of
surgical care, it is important to further study the patient—health-professional
interaction and patients’ opportunities to participate in their care in the spe-
cific surgical context. How health professionals behave in the interaction
with the patient will influence the patient’s experience of the interaction.
Therefore it is important to study how health professionals understand their
role in this part of their work. The thesis presents the perspectives of patients
and registered nurses (RNs) towards their experiences of the patient—health-
professional interaction.

This thesis is based on the principal that health care should be guided by
humanistic principles and respect for human rights [18-20]. This principle
should guide all health professionals and is outlined in the Health and Medi-
cal Services Act [21], which legislates that patients should be treated with
respect and their integrity protected. Patient should also have access to in-
formation and be involved in their care [5, 22]. This requires that health pro-
fessionals see the patient from a holistic perspective as a person first and
consider the persons’ individual experience during the interaction. Health
professionals should also make an effort to identify the individual patient’s
preferences and abilities for participation.

Reports to the Patients’ Advisory Committee

In Sweden, the nationwide organisation where patients or their relatives may
report dissatisfaction with health care or ask questions, the Patient’s Advi-
sory Committee (PAC), has an office in every county council [23]. If a com-
plaint needs to be investigated further, patients may also file an application
to the National Board of Health and Welfare or to the national Patient Insur-
ance Company. The focus of the Swedish patient safety law is to identify
needed improvements in the health care system, not to identify and blame
individual health professionals [24].

The local PACs act on behalf of the patients or the relatives. It has been re-
ported that the complaints to PACs about uncaring relations with health pro-
fessionals are increasing. It has also been reported that there is probably a
considerable number of complaints of uncaring approaches unidentified as
such in the official statistics. This may be because a complaint that includes
aspects about medical treatment, as well as complaints about uncaring rela-
tions or lack of communication, will be filed as a ‘care and treatment report’
and other included complaints will be lost to tracking [13].

The reports at the local PAC are filed in an electronic system, used through-
out the country. Each complaint is investigated by the committee and feed-
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back is given to each health professional involved, as well as to the head of
the department, who are given the opportunity to respond.

During 2008 a total of 1114 reports’ were registered in the electronic system
at the local PAC in the county council of Uppsala under the following cate-
gories: ‘care and treatment’ (n=568); ‘encounters and communication’ (i.e.
reports about uncaring relations) (n=148); organisation and regulation
(n=382); and ‘other’ (n=16). A total of 663 reports (60%) were related to
care at the university hospital. In the electronic system the patients’ name
and address are registered, but age, nationality, family situation, education,
and diagnosis are not registered automatically. We know from the unpub-
lished data from 2008 at the PAC that the majority of reports related to ‘en-
counters and communication’ are made by women (n=102, 69%), other
demographic characteristics of patients who report to the PAC are unknown.

Therefore, to complete the best possible demographic picture of patients who
have complained to the PAC in Uppsala, the author conducted a detailed
review of the available data. A random selection of 10 percent (n=72) of the
reports registered in Uppsala under the categories of ‘care and treatment’
(n=57) and ‘encounters and communication’ (n=15) during 2008 were in-
cluded in the review. The majority of those who filed the reviewed reports
were women (n=49, 68%). The reports filed under ‘care and treatment’
(n=57) also included complaints about uncaring relations or dissatisfaction
with information (n=14, 25%). A total of 10 reports (14%) were made by
patients with a cancer diagnosis, while 48 reports (67%) were made by pa-
tients with other diagnoses. In 14 reports (19%) the diagnosis was not re-
ported. Many reports contained no information about the patients’ age
(n=36, 50%) or family situation (n=53, 74%). No file in the review contained
information about education or nationality. In sum, the review confirmed
that demographic characteristics of patients reporting to the PAC, other than
gender, are not filed often enough in the electronic system to draw any con-
clusions about the reporting patient population.

3Statistics published in a local report at The Patients’ Advisory Committee in the county
council of Uppsala 2008.
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The surgical care unit — the registered nurse’s
perspective

A surgical care unit in Sweden is a multi-professional work place that em-
ploys staff in various positions, including registered nurses (RNs), assistant
nurses (ANs), and surgeons. The care of the patient requires a close collabo-
ration between various departments and many professionals. Patients are
admitted from a waiting list, the emergency department, or other units. The
professional relationship and communications with the patient are funda-
mental to high quality in both nursing care and medical treatment. However,
in this thesis the professional focus is on the attitudes and experiences of the
RNs and how they understand their roles, relationships, and interactions with
patients.

Today the RNs in a surgical care unit have to deal with a very complex
health care system. Patients are operated on with surgery techniques that
have advanced considerably since 20 years ago, and the patients come to the
ward earlier in the postoperative phase, needing more advanced nursing care
and monitoring. Meanwhile, length of stay is becoming shorter, while pa-
tients are older and need more assistance. Organisational changes in the pre-
operative phase also mean that many patients come for a polyclinic visit
before admission and are then admitted to the unit on the day of surgery.
Altogether, patients’ responsibility for their own self-care before and after
hospital stay has increased, but time for providing information and support
has grown shorter.

In Sweden, many newly graduated RNs work in surgical care units, which
demand different qualities of the surgical nurse to meet different patient
groups in a fast-paced culture. A problem related to competence in nursing
care in the surgical unit is that many RNs work only a few years in the surgi-
cal care unit before they leave for other units or education as a clinical nurse
specialist in other areas, but clinical nurse specialists in surgical care units in
Sweden are few. Research shows that the surgical nurse values caring in
practice, but struggle daily to maintain quality nursing care [25]. Other stud-
ies point out that RNs describe the relationship with patients as an important
part of work, but report that they do not have the time or the energy to com-
municate with patients [26-28]. Research has also reported how vulnerable
and anxious patients feel prior to a surgical procedure and how important it
is for RNs to adopt an individual approach to the patient [29-31]. However,
because of the many technical procedures and administrative demands of the
work, it can be a challenge for the surgical nurse to establish a trustful rela-
tionship with the patient in the short time available.
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Competence development for RNs in the surgical care unit often focuses on
medical knowledge and technical aspects of the work. Although the relation-
ship with the patient and communication skills is included in competence
documents [32], professional growth and development in these areas is not
always prioritised in clinical practice. Just as there is little time available for
relating and communicating with the patient, there is also very little time for
surgical nurses to reflect upon their professional roles. How surgical nurses
interact with patients will be influenced by how they understand this aspect
of their work [33], and how the surgical nurses act and behave in their inter-
actions with the patients will influence the patients’ experience of the inter-
action. There seems to be a lack of studies that address the surgical nurses’
way of understanding their role in the patient interaction. A deeper under-
standing about this aspect of the work could be useful in learning and devel-
oping competence in the profession [34-35].

Fundamental concepts related to the patient—health-
professional interaction

During the work of this project it was evident that a number of concepts in
this research area are interrelated and overlap each other, e.g. interaction,
relationship, and care relation. These concepts could also be understood in
different ways by different health professionals, as well as used differently
by researchers. Other concepts such as communication, professional manner,
trust, and patient participation are also fundamental in the patient-health-
professional interaction. As described by Meleis [36], concepts may be seen
as the building blocks of theories and the cornerstones of every discipline
and therefore important to define and clarify. Supported by a literature re-
view a clarification of the fundamental concepts in this thesis follows (Fig-
ure 1).

Interaction, relationship, and care relation

In a professional context the interaction between the patient and the health
professional takes place in a care relation. A care relation has been defined
as ‘a relation between a human being in the capacity of patient and a human
being in the capacity of professional carer’. The concept can then be
combined with relevant attributes, such ‘caring’ or ‘uncaring’, or it can
remain neutral [37-38]. The relationship between the health professional and
the patient could be described as a complex of attitudes, expectations, and
behaviours attached to roles and expressed through interactions [39-40]. A
caring relationship includes kindness, helpfulness, respect, sensitivity, tone
of voice, shielding the patients’ integrity and autonomy, and seeing the
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patient as an individual [12, 41]. In the international scientific literature a
combination of ‘patient—health-professional relationship’ and ‘interaction’ is
used to describe different aspects of a caring relationship [42].

Communication

According to several theorists and researchers communication is the key tool
in the interaction, and the communication process is the vehicle through
which the relationship with the patient is established [36 , 43]. Different
theories and models have been used in health care to improve patient—health-
professional interactions [39, 41, 44]. In the framework described by
Feldman-Stewart et al. [39] four main components occur in the interaction
between the patient and the health professional. These are as follows: first,
the focus of the interaction including each participant’s communication
goals; second, the participants themselves — the patient’s and professional’s
needs, skills, values, beliefs, and emotions that affect the communication;
third, the communication process including how messages are verbally and
non-verbally conveyed and received; and fourth, the environment in which
the communication occurs. The last component also includes external factors
such as education, expectations, cultural influences, family and friends, per-
sonal experiences, and socioeconomic background.

As described, it is important to address the patient’s goal in the pa-
tient—health-professional interaction. The goal could be seen as an expres-
sion of one or more of the patient’s needs, and could prompt dialogue during
the day and be one more step towards patient involvement in the care. In this
thesis the communication framework of Feldman-Stewart et al. [39] was
used in the design of study IV as well as in the analytic process to under-
stand the outcomes of the patient—health-professional interactions.

Professional manner and trust

In a professional context the interaction between the patient and the health
professional also requires a professional manner of the professionals. A pro-
fessional manner includes the health professionals’ knowledge, understand-
ing, and awareness of the patient’s reactions as well as their own reaction in
the relation with the patient. Professional manner comprises a continuous
attempt to ensure that one’s professional conduct is guided by activity that
benefits the person seeking help in both the short and the long term, not
one’s own needs, feelings, and impulses. This requires showing respect,
interest, warmth, humanity, empathy, and a personal approach in the patient
interaction. Professional manner also requires the health professional to be
aware of the asymmetry in the patient-health-professional interaction and
the persons’ dependency as a patient [10]. Trust is the fundamental, yet si-
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lent, aspect of the interaction that helps the patient to cope with a distressing
situation. Trust in turn refers to different aspects, including interpersonal
competence, technical competence, and trust in the organisation itself [45].

Patient participation

The literature reveals ‘patient participation’ as a complex phenomenon [2,
46-47]. Researchers have defined critical attributes of patient participation
as: an established relationship, respect for the individual, recognition of the
individual’s knowledge and circumstances, as well as and shared informa-
tion [46-47]. In this study the definition of patient participation is inspired by
the work of Eldh [46], who recommends that the patient have knowledge
and, where possible, control of the disease and treatment, to enable the
patient to experience trust during the hospital stay and at disharge. A
prerequisite for patient participation is a patient-health-professional
interaction that includes dialogue characterized by respect, empathy, and
recognition of the patient as both an individual and a partner in the health
care team (Figure 1).

The literature shows that patients’ preferences for involvement are influ-
enced by many different factors [2, 48-49]. Several studies point out that
women prefer a more active role in decision making than men [2, 49-50].
Other factors influencing patients’ preferences include previous experiences
of illness and medical care, the kind of decision that needs to be taken, ear-
lier relationships with health professionals [2].

It is not possible to describe patient participation without also mentioning
‘patient-centred care’. Patient-centred care is a phrase used often both in
research and in policy documents, but it is difficult to find one definition
[51]. Patient-centred care is generally associated with patient participation,
respect for the patient’s values and expressed needs, and other aspects of
care such as the right of patients to choose where they receive care [22, 51-
53]. However, patient-centred care has been described as reflecting the per-
spective of the health care system, not the patients. In recent years the con-
cept of ‘person-centred care’ has been introduced and presented as focusing
on patients as individuals and their unique experience of the disease, not the
disease itself [54-55].
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What is a care relation?
A relation between a human being in the capacity of patient and a
human being in the capacity of professional carer [38].

What is a caring relationship about?

Kindness, helpfulness, respect, sensitivity, tone of voice,
shielding integrity and autonomy, view of patients as individual
people [12, 41].

What is patient participation?

The patient has knowledge and, where possible, control of the
disease and treatment, is able to experience trust during the
hospital stay and at discharge. A prerequisite for patient
participation is a patient-health-professional interaction that
includes dialogue characterized by respect, empathy, and
recognition of the patient as both an individual and a partner in
the health care team [46].

Figure 1. 4 brief summary of fundamental concepts.

Patient perception of quality of care, with a specific
focus on patient participation

Patient perception of quality of care has been used as a quality indicator for
many years [43, 56-58]. A caring relationship is fundamental to high quality
interactions with patients, and measuring patients’ perceptions of quality of
care is one approach to evalutate the interaction. Often items about the
relationship with health professionals, provision of information, and
opportunities for participation are included in patient questionnaires about
the quality of care [8, 43, 56]. In Sweden a patient-centred theoretical model
of quality of care was developed through a grounded theory approach [58],
and that theoretical model was used as a framework for the last study of this
thesis.

In Sweden patient perception of the quality of care has been measured in

many quality improvement projects and hospital surveys [8-9, 59]. In the
study by Frojd et al. [9], including patients’ admitted to both surgical and
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medical units, the items about information, patient participation, and physi-
cians’ commitment, empathy, and respectful treatment of patients were iden-
tified as areas in need of improvement. In 2010 a national survey, initiated
by the Swedish Association of Local Authorities and Regions, investigated
patients’ perceptions of the quality of care in Swedish hospitals. The find-
ings show that many patients were dissatisfied with information and partici-
pation during their hospital stay [8]. The need to improve patient participa-
tion has also been highlighted in a national report by the National Board of
Health and Welfare [13].

Although several reports address improving patient involvement in consulta-
tions, fewer seem to consider the hospital setting. Clinical interventions in-
cluding patient-targeted checklists and patient-held records, and provider-
targeted interventions such as education and training in communication
skills, have been introduced to enhance patient participation in consultations
[60]. In a hospital setting different interventions such as bedside reporting
[61] and routinely asking patients to establish daily goals have been reported
to improve patient involvement in care [62-63]. In a patient safety project in
the US, patient involvement was considered vital to patient safety, and pa-
tients’ goals were to be identified to all members of the health care team. In
their project, the patients’ perceptions of the quality of the communication
and the teamwork were improved®.

While many studies report the need to recognize the patient as a resourceful
partner in the health care team in different hospital settings [46, 64], others
report that for a variety of reasons patients may be displaced, forgotten, or
hindered from being an equal partner [7, 65-66]. It is also reported that
strategies to improve patient participation are most often focused on physi-
cians, while in a time of multi-professional care, interventions should in-
clude the whole health-care team [67]. There seem to be very few studies set
in a surgical care unit that investigate how to improve patient participation
by including the patient in the intervention.

* Local report - TOPS Project. Triad for Optimal Patient Safety (2007). University of
California, San Francisco, US.
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Rationale for the studies

This research project was inspired during clinical practice in the high-
pressure environment of the surgical care unit through direct observation of
the need to deepen professional understanding of patients’ experiences of
interactions with health professionals. Although many health professionals
do good work every day, hospital surveys and reports to local PACs show
that patients’ expectations and needs are not always met [8, 13]. Patients
who report negative interactions with health professionals to their local
PACs have made a conscious decision to report their experiences and this
patient group has not been much studied before. Their experiences are valu-
able sources of insight and information for the health care organisation inter-
ested in advancing quality improvement.

Another area identified as in need of improvement in the clinical practice —
closely linked to the issue above — was the need to prioritise professional
competence in patient relations. Health professionals’ behaviour in the inter-
action with the patient will influence the patient’s experience of the interac-
tion [33]. The relationship with the patient is fundamental to high quality
care in both nursing care and medical treatment; this thesis focuses on RNs
working in surgical care units. This aspect of the surgical nurse’s work has
not been well studied and could be useful in learning and developing compe-
tence in the nurse profession.

The intention of the research project was also to broaden the picture and
investigate whether an intervention could improve patient participation, in-
cluding the relationship in the patient—health-professional interaction. Al-
though the regulations require a caring relationship and patient participation
in health care [5, 22] barriers to patient participation have been reported in
acute care hospital settings [25, 46, 65]. There remains a lack of intervention
studies related to patient participation in surgical care units that include the
whole health-care team, including the patient, in the intervention.
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Overall and specific aims

The overall aim of the thesis was to describe patient—health-professional
interactions in a hospital setting, with a specific focus on the surgical care
unit.

Study I

The aim was to describe patients’ and relatives’ complaints to the local Pa-
tients’ Advisory Committee about their encounters and communication in
health care.

Study II

The aim was to describe the experiences of patients’ who complain about
negative interactions with health professionals in a surgical care setting.

Study III

The aim was to identify and describe different ways surgical nurses
understand their roles and interactions with patients and their families in a
surgical care setting.

Study IV

The aim was to investigate the impact of patient self-written cards — ‘Tell-us
cards’— on the patients’ perception of quality of care, with a specific focus
on patient participation. Another aim was to investigate the use of the Tell-us
card from a patient perspective.
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Methods

Design

This thesis consists of four studies (I-1V). Studies I and II had a qualitative
approach and a content analysis was used. Study III also had a qualitative
approach and phenomenography was used in the analysis. Study IV was an
intervention study with a quasi-experiemental design in three phases (Al, B,
A2). Phases Al and A2 were periods without intervention and phase B a
period with intervention [68]. Phases Al and A2 are presented as the control
group in the results section and phase B as the intervention group. An overall
presentation of the studies is shown in Table 1.

Table 1. Overview of studies I-IV

Study Design Sample Data Data analysis
collection

I Descriptive Reports to Written Content analysis
the PAC reports
(n=105) and letters

II Descriptive Patients Interviews Content analysis
(n=15) who
contacted
the PAC

I Descriptive RNs (n=17) Interviews Phenomenography
in surgical
care units

v Quasi- Patients Questionnaire Non-parametric

experimental (n=310) in statistics

surgical care
units
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Setting

Studies I and 11

Studies I and II took place at a local PAC. Study I included reports about
‘encounters and communication’ reported to the PAC. Study II was based on
interviews with patients who had contacted the PAC to report a negative
interaction with health professionals in surgical care. The interviews were
performed between 2007 and 2009. Both studies I and II included patients
who had been cared for at a university hospital in Sweden.

Study III

The interviews in study III were performed during the spring of 2008 with
RNs from seven different surgical care units at a university hospital and a
general hospital in Sweden. The surgical care units admitted adult patients
undergoing abdominal surgery, vascular-surgery/intervention, endocrine and
breast surgery, and urology surgery. The patients were admitted from the
waiting list and the emergency department.

Study IV

Study IV was performed from October 2009 to May 2010 in two surgical
care units at a university hospital in Sweden. The surgical care units
admitted mainly adult patients undergoing colorectal, endocrine, or breast
surgery, and also acute patients with abdominal pain or trauma. In the units
an RN and an AN work in a team responsible for 617 patients depending on
the time of the day. The team also includes a resident who performs ward
rounds twice a day on weekdays and a surgeon on call once a day on
weekends. Both report to a senior consultant. During hospital stay patients
meet the surgeon responsible for the operation, the resident, or both. In each
unit there is a nurse manager responsible for nursing care and a senior
consultant for medical care. About 50 staff in various positions works in
each unit.

Subjects

Study I

From 2002 to 2004, 1784 complaints about the quality of care at the
university hospital were reported to the local PAC. A total of 194 complaints
registered in the electronic system concerned ‘encounters and
communication’. Of these, 105 complaints were retrospectively included in
the study. The complaints included were filed by patients (n=54), relatives
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(n=47), and others (n=4). The reports consisted of data gathered from
telephone calls (n=72), letters (n=28), electronic mail (n=3), or personal
visits to the committee (n=2). The text in the included complaints varied
from a few sentences from telephone calls to long letters that carefully
described experiences of interactions with health professionals.

Study II

The patients included in study II had either gone through a surgical
procedure or were awaiting a planned surgery. Before or after surgery
several of the patients were also planned to undergo other types of medical
treatment or diagnostic procedures such as X-ray examination,
chemotherapy, or radiation therapy. The participants were 13 women and 2
men between 30 and 74 years old (median 55 years). The characteristics of
included patients are further described in Table 2.
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Table 2. Characteristics of patients (Study II)

Gender
Female
Male

Family situation
Single/living alone
Married/cohabiting

Occupation
Student
Employed
Retired
Unemployed
On sick leave

Education level
Elementary school
Upper secondary school
University

Nationality

Swedish (Non-Swedish) origin

Diagnosis

Cancer diagnosis
Other diagnosis
Awaiting diagnosis

Surgery

Yes

No

Awaiting surgery

N = B3

—

15 (1)
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Study III

In Study 111, a strategic sample of RNs (n=17) from seven surgical care units
in two hospitals, one university hospital and one county hospital, were in-
vited to participate. The RNs were between 23 and 60 years of age (median
34) and had worked in direct nursing care from 1 to 32 years (mean 9, me-
dian 6). The RNs included were working day/evening shift (n=12), night
shift (n=3), or rotation (n=2). Three of the RNs had a postgraduate course in
surgical nursing. The RNs cared for 68 patients during a day shift; 8-11
patients during an evening shift; and 14—17 during a night shift. Each RN
worked as a team with an AN. One of the units had reorganised according to
the concept of ‘patient-focused care’, which meant that the nurse’s work
station was moved closer to the patients’ rooms.

Study IV

In study IV a consecutive sample of patients admitted from the surgical wait-
ing list or from the emergency department was included. The inclusion crite-
ria were patients with a surgical diagnosis with an expected hospital stay of
at least one day. Patients were excluded if they were younger than 18 years,
not able to speak or write in Swedish, or not willing or able to give informed
consent. A number of ineligible patients with medical diagnoses were tem-
porarily in the surgical care units because hospital was short of beds. These
patients were not included.

A power calculation, based on previous results from surveys in the hospital,
was made to decide the number of patients needed in the different study
phases. It was estimated that for an effect-size of 0.35 in the primary end-
point ‘participation’ a sample size of 65 (A1), 130 (B), and 65 (A2) patients
would be needed to find a significant difference between groups. With an
estimated withdrawal rate of 25% and the lower power of a non-parametric
analysis set at 10%, the number of patients included in the three phases was
set to 95 (Al), 190 (B), and 95 (A2) (alpha <0.05 and power 0.80 with an
estimated standard deviation of 1.0 in each item)

A total of 451 patients meeting the inclusion criteria were approached, 387
agreed to participate, and 310 completed the questionnaire in the different
phases. Seventy-seven patients did not complete the postal questionnaire.
The response rate in the groups varied from 78% to 81%. The mean age was
58 years (range 21-86; SD = 16) in the intervention group and 58.5 years
(range 22-92; SD = 14.5) for controls. The background information of the
included patients is described in Table 3.
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Table 3. Background information of patients (Study IV)

Control group Intervention group

n=153 n=157

n % n %
Gender
Men 65 42 58 37
Women 88 58 99 63
Admission
Waiting list 80 52 106 68
Acute 73 48 51 32
Surgery
Yes 88 58 130 83
No 65 42 27 17
Days of admission
0-1 day 21 14 16 10
2-3 days 74 48 60 38
4-6 days 34 22 42 27
2-9 days 13 8 14 9
10 or more days 11 7 25 16

Percentages in category ‘Days of admission’ in the control group do not add up to
100% due to rounding

Data collection
Study I

In study I all electronic reports about ‘encounters and communication’ dur-
ing the study period were reviewed in detail by the author of the thesis. The
reports were copied without including any personal information. This part of
the study took place at the local PAC with the head of the committee.

Study II

In study II data was collected through interviews with patients. Some inter-
views were conducted in person (n = 12) and others, when the patient lived
too far away to travel to the hospital (n = 2) or felt too tired to travel (n = 1),
were conducted by telephone. The interviews were recorded and based on
four main questions:

e Could you please tell me about the event(s) during the hospital stay
that prompted you to contact the PAC?
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e Could you please tell me how this event(s) and interactions with
health-care professionals affected you?

e What ideas do you have about how the relationship could be
improved?

e  What was your reason(s) for contacting the PAC?

Probing questions were used during the interviews. The interviews lasted
between 40 min and 1 h 30 min. The interviews were later transcribed verba-
tim by the author of the thesis.

Study III

In study III data was collected through interviews with surgical nurses. The
interviews were mainly conducted in a room outside the surgical nurses’
work place and performed by the author of the thesis. A warm-up question
was about how it was to work as a surgical nurse. Then the interview was
guiding by the following questions:

e Could you please tell me about an interaction with a patient or
relative when you felt satisfied in your profession as a nurse?

e Could you please tell me about an interaction with a patient or
relative when you felt dissatisfied in your profession as a nurse?

e Could you please tell me about an interaction with a patient or
relative that you think was difficult in your profession as a nurse?

e What is your role as a surgical nurse in relation to the patient or
relative?

Probing questions were used during the interviews that lasted from 45 min to
1 h 40 min. The interviews were recorded and later transcribed verbatim by a
secretary and the author of the thesis.

Study IV

Intervention

In study IV the patient self-written cards, ‘Tell-us cards’, were introduced as
the intervention. The Tell-us card had previously been used in the United
States in the Triad for Optimal Patient Safety project’ as a way to assess
patients’ goals for the day. Permission to translate and adapt the American
version of the Tell-us card was obtained from the original researcher at the

*TOPS Project (2007) Triad for Optimal Patient Safety. University of California,
San Francisco, US.
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School of Nursing, University of California, San Francisco.

The Tell-us card was designed as a tent card with two sides, where the
patients could write down their specific questions and concerns for the day
or before discharge. One side of the card was printed with brief instructions
and information about patient participation as follows:

Tell us what is important for you today or before discharge. It is important
that you have the knowledge you need and that you are involved in your care.
Please use the space on the opposite side of this card and write down your
questions and concerns.

On the oppsite side of the card, with space for responses, was printed:
a) This is important for me today

b) This is important for me before discharge

The patients in the intervention group were asked to use the cards each day,
and every morning the RN responsible for their care provided new cards.
The card was placed in a fully visible spot on the table in the patients’ room.
What the patient wrote on the Tell-us card was regarded as a tool in the dia-
logue between the patient and health professionals, e.g. during ward rounds
and discharge information sessions.

Standard procedure

The control group in study IV received the units’ standard level of informa-
tion and communication during hospital stay and at discharge. The standard
could vary depending upon the attending physician’s or nurse’s knowledge
and capacity to perceive the patient’s need for conversation, information,
and support. In certain cases, patients received written information at dis-
charge.

The questionnaire

The data collection in study IV was performed using the questionnaire
‘Quality from the Patient’s Perspective’. The questionnaire is based on a
patient-centred theoretical model of quality of care developed through a
grounded theory approach [58]. According to the theoretical model, quality
of care can be understood in light of two conditions: the resource structure of
the organisation and the patients’ preferences. In the theoretical framework
the patients’ perception of quality of care may be considered along four
dimensions: medical-technical competence, physical-technical conditions,
the degree of identity-orientation in the attitudes and actions of the caregiver,
and the socio-cultural atmosphere [58, 69]. A short version of the
questionnaire was used, but items from the long version in the dimension of
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identity-orientation were added [70]. The questionnaire has been tested for
validity and reliability [58, 70-71].

The questionnaire consisted of 54 items for patients in the control group
(periods Al and A2) and 62 for the intervention group (period B), measured
the patient’s perception of the quality of care (‘This is what I experienced’)
and the subjective importance of each item (‘This is how important it was to
me’), and took about 15-20 minutes to complete. Items related to perceived
quality of care were rated on a scale of 1 (‘do not agree at all’) to 4 (‘com-
pletely agree’), and the subjective importance of the various items was also
rated from 1 (‘little or no importance’) to 4 (‘of the very highest importance
4). Each item also had a ‘not applicable’ response alternative. In addition the
questionnaire contained items about the patient’s background, state of health,
and counselling.

The patients in the intervention group were also given study-specific, mainly
yes/no, questions concerning the Tell-us card asking:

a) Whether the patient had used the card,

b) Reason (if applicable) for not using the card,

¢) Whether the card was useful in the dialogue with health care professionals
during hospital stay and/or before discharge, and

d) Whether the card had allowed them to raise anything for discussion that
they would not have mentioned had they not had the opportunity of writing it
down on the card.

Procedures

Study I

A close collaboration with the local head of the PAC was established. She
instructed the author of the thesis in how to find the reports in the electronic
system and to locate the patients’ letters stored in file folders.

Study 11

The patients in study II were informed about the study when they contacted
their PAC and invited to participate in a letter from the head of the PAC.
Informed written consent was collected from each participant. The name and
telephone number of each consenting participant was provided to the first
author, who made arrangements for the interviews, which were recorded.
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Study III

The RNs were invited to participate in the interview by a letter from the au-
thor of the thesis and co-researcher. Most interviews were performed during
the RNs’ workday.

Study IV

At the start of the first period (A1), only limited information about the study
was provided to the health professionals in order to avoid affecting the re-
sult. This information was given by the nurse managers. Before the start of
the intervention both verbal and written information was given to all health
professionals in the two units by the first author. Information about the study
and how to use the Tell-us card was also repeated during the intervention
several times during daily practice.

Patients in all periods were approached to take part in the study by the first
author or one of four RNs who acted as co-ordinators for the study during
data collection. Patients meeting the inclusion criteria were invited to par-
ticipate at admission or, at the latest, within the first day of their hospital
stay. The patients were given verbal and written information about the study
and informed consent was collected. Within a week after discharge all pa-
tients were sent the questionnaire by post and were asked to send it back in a
prepaid envelope. The questionnaires were coded, and up to two reminders
were sent. All administration of the questionnaires was handled by the au-
thor of the thesis.

Data analyses
Studies I and II

Content analysis was used in studies I and II. According to Krippendorff
[72] content analysis is a technique for drawing replicable and valid
inferences from texts to elicit their subtexts. Different techniques and
approaches may be used in content analysis [73], and the method makes it
possible to describe both the overt content of a text as well as its underlying
meaning.

Content analysis has been used as a quantitative research method for many
years [74]. In recent years, the potential of content analysis as a method of
qualitative analysis has been developed, and the method has come into wide
use in health research [75], because it is well-suited for analysing data on
multifaceted and sensitive phenomena [76]. In this thesis qualitative content
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analysis has been used, however, in study I a count of subcategories was
added as a final quantitative step in the otherwise qualitative analysis [77].

Qualitative content analysis is conducted by considering the descriptive
(manifest) content the text describing it in terms of sub-categories and cate-
gories. In its more interpretative approach the underlying meaning of the text
(latent content) is considered. In latent content analysis the aim is to answer
the question of the meaning of the text, which and is then described in terms
of sub-themes and themes [75].

In study I the manifest content was used. In study II the manifest content was
used for the patients’ reasons for contacting the PAC as well as for their
suggestions for improvement. The underlying meaning of the text was con-
sidered to answer the question of how the negative interaction had affected
the patient.

A summary of the analysis process used in studies I and II is described be-
low. Because the analysis is a reflective process, it is necessary to go back
and forth between the different steps.

e The analysis started with a reading of the entire text to grasp a sense
of the whole. The text was read several times to understand the
experience from the patient’s perspective as expressed either in the
reports or in the interviews.

e Meaningful passages were identified and divided into ‘meaning
units’.

e The text was further abstracted, and the meaning units were
condensed (study II) and codified. A code could be seen as a word
‘to think with’ and transformed into the language of the researcher.

e The condensations were compared to the text and abstracted to
create sub-categories and categories (study I) or sub-themes and
themes (study II).

The analyses of studies I and II were carried out both independently by the
author of the thesis, and together with co-authors. In study I, independent
analysed of the reports were also performed by the co-authors. In study II the
coding and the labelling of the sub-themes and themes were thoroughly dis-
cussed among all authors until negotiated consensus about the categorisation
was reached [75, 78].

Study III

In study III a phenomenographic method was used. Phenomenography was
developed in educational research in the 1970s by a research group in Goth-
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enburg, Sweden [79]. The ultimate goal of phenomenographic research is to
describe the different ways a group of people make sense of, experience, and
understand phenomena in the world around them [80]. The word ‘phenome-
non’, from the Greek phainomenon (‘thing appearing to view) is defined in
philosophy as ‘the object of a person’s perception’. Any phenomenon can be
studied by different research approaches. Phenomenography deals with how
people understand or experience a phenomenon [79, 81]. The investigation is
not directed at the phenomenon itself, but at the variation in people’s ways
of understanding it [79]. In any group of people there is always a limited
number of qualitatively different ways of understanding a phenomenon. In
study III the phenomenon is the interaction with the patient as understood by
surgical nurses.

Phenomenography has been described as a useful method in learning and
developing professional competence in health care [35, 81-82]. In study III
the part of the surgical nurses’ work that dealt with the interaction with the
patient was studied. It is thought that people’s behaviour is governed by their
understanding [33]. Therefore, how surgical nurses interact with patients will
be influenced by how they understand this aspect of their work. By exploring
the different ways in which surgical nurses experience and understand the
patient interaction, we can study what underlies the variation in how they
behave towards patients. The surgical nurses’ understanding will affect their
attitudes and behaviours towards the patients, which will in turn influence
patients’ experiences of the interactions.

The recorded interviews were transcribed verbatim by a secretary and the
author of the thesis. The author then listened through all of the interviews to
verify the transcriptions. The analysis of the interviews was performed by
the author of the thesis in close collaboration with two co-researchers using
the methods outlined by Larsson & Holmstrom [81]. The text parts where
the interview questions were answered were marked. In these passages the
researcher looked for what was the surgical nurse’ focus in the interaction
and /how it was described. A preliminary description of each nurses’ pre-
dominant way of understanding the interaction was made. The descriptions
were grouped into categories based on similarities and differences and a
description of each category was formulated. The categories show the differ-
ent ways of understanding the phenomenon on a collective level.

In phenomenographic research, the main result of a study is the categories of
understanding and the internal relations between them, called the outcome
space. As a last step in the present analysis the researchers investigated the
internal relations between the categories and found the outcome space was
structured hierarchically, as is often the case.
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Study IV

The data were registered in the KUPPIT computer programme [83] and
imported to SPSS version 19.0 for analysis. Means, standard deviations,
ranges, and percentages were used for descriptions of the data. For
comparisons between groups (i.e. Al versus A2, and intervention group
versus control group) Chi-square test was used for dichotomous variables
(eg. gender, nationality, family situation, surgery or not, type of admission)
and Mann-Whitney U-test was used for ordinal variables (eg. length of
hospital stay, education, and items about perceived quality of care). Student
t-test was used for the continous variable age. Statistical significance was set
atp <0.05.

Ethical considerations of the studies

In studies I and III formal approval from the regional Ethical Review Board
was not required according to national and local directives [84]. Study I was
supported and approved by the head of the local PAC. Study III was ap-
proved by the heads of the departments in the two hospitals. Studies II and
IV were approved by the regional Ethical Review Board in Uppsala (Dnr
2007/07 and Dnr 2009/170) and the head of the department of the university
hospital (study IV).

Throughout all phases of the research, including all of the studies and analy-
ses and the preparation of the manuscript, ethical standards for scientific
work were followed, and ethical issues were considered carefully [85-86].
The participants in studies II, III, and IV received both written and oral in-
formation about the study and their participation, stating that participation
was voluntary and that their responses would be treated confidentially. In
studies II and IV, an informed consent was collected. The participants had
the right to refuse participation without giving any reason and could
withdraw from the studies at any time. In study I all personal information
was omitted during the data collection. The interviews in studies II and III
were transcribed with no personal data. In study IV a protocol was coded
with the numbers used on the questionnaires to allow us to send reminders;
protocols and returned questionnaires were stored separately in a locked
place.
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Results

Study |

Three categories were identified in which the patients or the relatives de-
scribed dissatisfaction with the interaction during their visit or stay at the
hospital: ‘Not receiving information or being given the option to participate’,
‘Not being met in a professional manner’ and ‘Not receiving nursing or prac-
tical support’. Complaints occurred throughout all parts of the visit or stay
and included different departments as well as different health professionals.
An overview of the categories and sub-categories is presented in table 4.

Table 4. Overview of categories and sub-categories (Study I)

Category

Sub-category

L. Not receiving information or
being given the option to
participate

II. Not being met in a professional
manner

III. Not receiving nursing or
practical support

Insufficient information

Insufficient exchange of information
between health professionals
Insufficient participation

Difficulty speaking or understanding
the language

Inappropriate conversation
environment

Insufficient respect

Insufficient empathy
Insufficient acknowledgement
Poor conversation skills
Professional’s abuse of position
Insufficient emotional support
Discrimination

Insufficient nursing
Insufficient practical support

Many patients and relatives described their experience of insufficient infor-
mation during the hospital stay or visit at the hospital. Patients described that
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they received insufficient information during the examination or when the
diagnosis was given, or they felt the information was misleading. Also lack
of physician continuity was reported either concerning information on the
diagnosis or when treatment and care were planned. Patients felt insecure
when they received different information from several physicians. Patients
also described not receiving the results of tests and treatment within a rea-
sonable time frame.

Some patients experienced that they had not been given the option to partici-
pate in decision about whether they wanted to participate in a teaching situa-
tion with students or not. Other patients experienced that they were not al-
lowed to discuss the treatment with the physician and to participate in the
conversation or the medical decision.

Many complaints related to the fact that patients and relatives perceived that
health professionals did not approach the patient or their family member in a
professional manner. Reports about insufficient respect and insufficient em-
pathy were reported by many of the patients.

Some patients described situations in which they felt that health profession-
als had abused their position and this caused the patient anxiety and offence.
Aggressive attitudes, displays of irritation and even threats were reported.
Patients said that they felt frightened, did not ask for more information and
felt that they were an annoyance.

Study 1

The majority of the patients in study II contacted their PAC to share their
negative experience of interactions with health professionals in the hope to
improve care of other patients. Many wanted to point out to their PAC the
importance of a caring relation in improving patient education. The quota-
tion from a woman give the reader an impression what many patients
pointed out in the interviews.

‘But I felt that you can’t treat people this way. It doesn’t help me. I can’t do
much about my own situation, but I can just hope that others won’t have to
go through it, that was the thought.’

In study II, patients’ experiences of negative interactions are described under
three main themes: ‘having lost confidence’, ‘feeling like a nuisance’ and
‘feeling abandoned and lonely’. Negative interactions with health profes-
sionals caused long-term consequences for many patients, including suffer-
ing, feeling of insecurity, and worry. It also reduced their confidence in up-
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coming consultations. The complaints included were mainly directed to-
wards physicians and RNs. Table 5 provides an overview of the themes and
the sub-themes. A summary of the content in the sub-themes is described
below.

Table 5. Overview of themes and sub-themes (Study I1I)

Theme/sub-theme

I. Having lost confidence
Feeling insecure about the disease or treatment
Doubting one’s own symptoms
Feeling responsible for coordinating care

I1. Feeling like a nuisance
Not wanting to disturb caregivers
Fighting for one’s right

I11. Feeling abandoned and lonely
Suffering needlessly
Feeling dehumanized

I. Having lost confidence

Patients described that they felt insecure when meeting health professionals
and that they had no one to trust. Some patients felt that they were insuffi-
ciently informed about the disease or treatment and they felt that they did not
know all they needed. They also believed that their needs for information
could not be fulfilled in the hospital. As a result of uncaring relations some
patients also began to doubt their own somatic symptoms and wondered
whether they had just made them up. Some patients experienced confused
and disjointed contact with the hospital and felt that the responsibility for the
coordination of their care and difficult decisions were thrust upon them. The
patients described having to call the hospital to remind staff to book exami-
nations or blood tests or to check whether they were needed, because it was
unclear to them.

I1. Feeling like a nuisance

Because of uncaring relations some patients were reluctant to disturb the
physician or the RN in their work. Patients who needed to ask questions or to
tell health professionals about their needs, felt that it was futile to ask and
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was worried to be a ‘troublesome’ patient. When information was provided
arrogantly or insensitively, patients ended up feeling voiceless and sad.
Some patients described that they tried at all costs to maintain good relations
with health professionals to avoid bad medical treatment or nursing care in
the future. Although many patients described their own doubt, sadness, and
disappointment after a negative interaction, some also described how they
learned to fight for their rights, i.e. to argue for the right to be taken seriously
and to be respected.

I11. Feeling abandoned and lonely

Patients diagnosed with cancer described unnecessary suffering because of
insufficient emotional support. They described a feeling of existential loneli-
ness — a void —where they tried to cope with information about the diagnosis
and plans for treatment. Insufficient acknowledgment and missing informa-
tion added unnecessarily to patients’ stress. Some patients felt either not
respected as human beings or neglected during treatment, especially when
treatment seemed to be performed as if on an assembly line, or when the
patient felt treated more as a diagnosis or a case than as an individual.

Patients’ suggestions for improving patient —health-professional
interactions

The patients made a number of different suggestions about how the patient—
health-professional interaction could be improved such as improved emo-
tional support, improved information, better administration and coordination
and to receive an apology when a mistake has been done.
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Study 11

Four different ways of understanding the surgical nurse’s role in interactions
with the patient were identified:

A. Focusing on medical treatment, following prescribed instructions,
and maintaining routines;

B. Providing information, giving service, and coordinating care and
treatment

C. Seeing patients as vulnerable people and helping and supporting
them as individuals

D. Inviting patients to participate in the caring process and encouraging
them to take responsibility in their own care. Seeing each patient as
a person with individual needs and personal resources.

The categories, representing surgical nurses’ different ways of understanding
the interaction with the patient, are interconnected and built on one another.
Understanding A represents a restricted and task-oriented approach, the sur-
gical nurse has the work task in focus in the interaction with the patient. The
others are more patient-focused, but also more complex. In category B-D,
the surgical nurse has the person in focus, but differs in the increasingly
complex way they see the patient as a person, with each higher level includ-
ing the abilities of the level below. Understanding D is presented as the most
comprehensive one, since a surgical nurse with this understanding has the
capacity to focus on several aspects of the nurse-patient relationship depend-
ing on the demands of the situation at hand.

The findings show that some surgical nurses with short work experience
described how they base their work on a patient-focused understanding of
the nurse-patient relationship (C), whereas some surgical nurses with long
experience of surgical care understood the interactions through understand-
ing A or B. The result indicates that the professional competence in this area
does not necessarily develop over time.

Study IV

The use of the Tell-us card resulted in significant improvements in patients’
abilities to participate in decisions in their nursing and medical care. The
patients’ opportunity to participate in decisions about their nursing care re-
vealed a significant difference (p=0.02) between the groups: a mean score of
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3.2 (SD = 1.0) was reported in the intervention group compared to 2.9 (SD =
1.0) in the control group. Also a significant difference (p=0.004) in the pa-
tients’ opportunity to participate in the decisions about their medical care
was seen between the groups. The patients in the intervention group had a
mean score of 3.5 (SD = 1.0) on the item, while the control group scored a
mean of 2.7 (SD = 1.1) Figure 2.
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Figure 2. Patients’ perception of the quality of care in the dimension of ‘Identity-
oriented approach’ presented with mean values.

(Score 1= Do not agree at all. Score 4=Completely agree)

*p=0.004, **p=0.02
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As shown in figure 3 the patients in the intervention group also reported
significantly higher quality of care regarding RNs’ and ANs’ commitment
(p=0.008), empathy (p=0.004), and respectful treatment (p=0.011) of
patients compared to the patients in the control group. There was no signifi-
cant difference in the patients’ perception of physicians’ commitment,
empathy, or respectful treatment between the groups.

4.0

3.5

3.0

25

Score

o Control group
m Intervention group

0.5

Commitment - Commitment - Empathy - Empathy - Respectful - Respectful -
physicians * i > physici:

Figure 3. Patients’ perception of the quality of care in the dimension of ‘Identity-
oriented approach’ presented with mean values

(Score 1= Do not agree at all, Score 4=Completely agree)

*p=0.008, **p=0.004, ***p=0.011
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There were no significant differences in any of the six items related to in-
formation. The findings show that many patients did not feel they received
useful information about self-care or about the identity of the physician or
RN in charge. The item regarding useful information about self-care had the
lowest mean score throughout the study phases. To summarize both inter-
vention and control groups, 141 patients (51%) reported that they did not
receive useful information about self-care (scores 1 and 2), 120 patients
(40%) reported that they did not receive information about which physician
was responsible for their medical care, and 109 patients (36%) did not re-
ceive information about which RN was responsible for their nursing care.
Figure 4.

| received useful information on | received useful information on the results
self-care (n=275) of examinations and treatments (n=300)

7%

25%

| received useful information on which physician | received useful information on which registered
was responsible for my medical care (n=301) nurse was responsible for my nursing care ( n=302)

40%

£

O Do not agree at all W Largely agree

@ Agree partially m Completely agree

Figure 4. The distribution how patients in all study phases answered on the four
pointed scale in items about information.

(Score 1= Do not agree at all, Score 2=Agree partially, Score 3= Largely agree,
Score 4=Completely agree)
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There were significant differences in how useful patients’ think the Tell-us
card was in the dialogue with RNs and ANs (p<0.001) compared with physi-
cians. The patients found the Tell-us card more useful in their interaction
with RNs and ANs than with physicians. In the intervention group, 126 out
of 157 patients (80%) used the card every day or at least once during the
hospital stay. The sub-group analyses show that the Tell-us card was most
valuable for patients admitted from the waiting list for a surgical procedure,
with a hospital stay less than a week.

Patients most often wrote short comments on the Tell-us cards, but some
long descriptions were also seen. In summary, many patients wrote about
their need for information, as well as support with nursing needs. Some pa-
tients, in worry before the operation, expressed their need for emotional sup-
port on the cards.
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Discussion

This thesis presents the patient—health-professional interaction in a hospital
setting. The findings show that experiences of negative interactions with
health professionals caused long-term consequences for individual patients.
The findings also provide the insight that surgical nurses understand an im-
portant part of their work in qualitative different ways. Finally, the results
show that patient participation in a surgical care unit could be improved with
an uncomplicated tool that includes the patient in the intervention.

Patients’ experiences of interactions with health
professionals

The findings in studies I and II revealed that patients’ experiences of nega-
tive interactions with health professionals caused long-term insecurity,
worry, and suffering. The stories told by the patients reveal a gap between
the patient—health-professional interactions as described in policy documents
and as it is experienced in clinical practice. Although the findings in studies I
and II present a dark picture of health care, through patients’ descriptions of
uncaring relations and a lost confidence in health professionals, the starting
point and continuing aim of this thesis is ‘improvement’. First we need to
achieve a deeper understanding of patients’ experiences of negative interac-
tions with professionals. Second it is important to use the patients’ negative
experiences as a resource for quality improvement. As reported [15-16, 87-
88], patients’ experiences are an important source of evidence in quality
improvement work, as well as a valuable contribution towards humanizing
the caring practice [89-90].

The results from study II show us that patients’ experiences of suffering and
loneliness in a surgical context were related to health professionals’ lack of
recognition of the patients needs for emotional or informative support. Al-
though earlier studies report similar findings about patients’ suffering related
to health professional interactions in different settings [91-93], this patient
group — people cared for in a surgical care context who subsequently com-
plained to their local PAC about uncaring patient-professional relations —has
not been much studied before. The findings reveal how vulnerable and anx-
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ious a patient can be in the surgical context and how important it is for pa-
tients to have a trustful relationship with health professionals to be able to
cope with this distressing situation. This is shown clearly in the example
from study II, where one patient described her fearfulness before the surgical
procedure. She did not know the identity of the surgeon, and she felt that she
had no one to trust in the preoperative phase. Studies show trust as the fun-
damental silent aspect of the patient-health-professional interaction that
helps the patient to cope with a distressing situation [44-45]. As reported, a
caring relationship also has an impact on patients’ health and well-being, as
well as on quality of care [1, 94]. However, to improve patient relations it is
important for health professionals to identify the patient’s individual need
for support. This is important to discuss, because patients in the interviews
said that they sometimes were offered support, but not the kind of support
they needed. That individuals need various amounts of various types of so-
cial support (information, emotional, appraisal, and practical) has been de-
scribed by House [11], and in a professional context each individual’s par-
ticular combination of needs should be identified clearly.

In studies I and II we wanted to achieve a deeper understanding of the com-
plaints about uncaring relations the PAC dealt with. Besides experiences of
uncaring relations, many reports also included interactions when patients did
not have access to the information they needed, as well as situations when
they experienced non-participation. Similar findings are reported in the in-
ternational literature about the content of patients’ complaints [14-16]. Fur-
thermore, in a review of reports about ‘care and treatment’ it was shown that
many of these reports also included aspects of uncaring relations and dissat-
isfaction with both the information and the communications. Similar find-
ings have been reported in unpublished data from PAC, indicating a number
of unknown cases about uncaring relations in the official statistics in Swe-
den.

We know from the data at the PAC that the majority of reports related to
uncaring relations are made by women, which was confirmed in the review
of reports in this thesis. Similar findings are reported in a survey from The
Netherlands that reports the majority of complaints to their committees came
from women [95]. In contrast, in a study from the UK, complaints from men
and women were almost equal in number [14]. However, several studies do
not report the demographic characteristics of the participants [15-16]. One
explanation for the gender imbalance in Sweden has been suggested to be
that women are likely to use more health care than men [13]. The findings
from study II suggest no clear reason for the gender imbalance in com-
plaints, but the majority of the patients were women and their main reason
for contacting the PAC was to share their negative experience in the hope of
improving care for others.
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Several patients in study II described unnecessary suffering because of insuf-
ficient support after receiving a cancer diagnosis, during the waiting time for
a surgical procedure, or while waiting for test results. The patients experi-
enced being uncared for, and their reports indicate a lack of continuity in the
‘care chain’. These findings are in agreement with another Swedish study
that reported uncaring relations in a hospital, but in different settings [17]. It
is noteworthy, however, that the majority of the patients in study II had no
complaints about their medical treatment. However, from a patients’ per-
spective, it was evident that a caring relationship, psychological support, and
appropriate information must be all be present for a high quality of care.
These findings are confirmed by a Swedish government report on the na-
tional strategy for improved cancer care [96] that reports that although qual-
ity indicators related to medical care are mostly met, information and psy-
chological support during waits for operations and other stressful times are
inadequate. To improve the quality and continuity of care, six regional can-
cer centres have been established in Sweden. Patient participation and the
continuity of health professionals in each patient’s care are highlighted as
key tools in the improvement of care for this patient group. It is also sug-
gested that all patients should be offered a permanent contact with a clinical
nurse specialist [96].

Some patients in studies I and II described situations in which health profes-
sionals abused their positions. Several patients reported that although they
experienced an uncaring relation they tried to maintain good relations with
health professionals. Because of their dependency for care they did not com-
plain, because they were afraid they might receive an even worse consulta-
tion the next time, or not receive the best medical or nursing care, if they
complained. We do not know what is behind these situations from the health
professionals’ perspective. Many health professionals deal daily with diffi-
cult patient relations and reactions in clinical practice. A number of studies
report that time for communication with patients is not always valued in the
organisation [97] and that a lack of time is a barrier to holistic care [98].
Other reports show that a ‘task-centred’ approach is still more valued in the
organisation than a ‘patient-centred’ one, leading to a lack of communication
with the patient [99-100]. However, patients should not bear the burden of
these organisational issues. Although the patient’s position has been
strengthen in Swedish health care over the last decade [5, 22], the findings in
this thesis suggest that the issue should be emphasised in clinical practice, in
competence development, and in quality improvement work.
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Patient participation and quality improvement in the
surgical care unit

The intervention study (IV) shows that the use of the Tell-us card resulted in
significant improvements in patients’ opportunities to participate in deci-
sions in the nursing care and in the medical care. Allowing the patients to
ask their daily questions and express their concerns in writing also improved
RNs’ and ANs’ commitment, empathy. and respect towards the patients
compared with the control group. The patients thought that the Tell-us card
was more useful in the interaction with the RNs and ANs than with the phy-
sicians. However, the findings also show that many patients did not receive
useful information, about such things as self-care or the identity on the phy-
sician and the RN in charge.

The findings of the intervention study show us that an inexpensive, uncom-
plicated tool could effectively improve patient participation in a surgical care
unit. Time for education and quality improvement work may be limited in a
busy organisation, but it is evident also that small changes could improve
patients’ perception of quality of care. Since much research is performed to
improve patient participation in consultations [51, 67], the design that in-
cludes the whole health-care team in an acute hospital setting, including the
patient, is valuable [67]. However, this is a result of one single study. The
implementation of the Tell-us card should be followed by studies that in-
clude different patient groups and units to confirm the findings. Furthermore,
the implementation of a new routine is a complex process that should be
evaluated. In the implementation some complications were observed, e.g.
some patients had difficulty handling the Tell-us card and sometimes pa-
tients’ written concerns were not considered by the health professionals.

Although the patients in study IV reported improved participation in deci-
sion making, some patients found it difficult to handle the Tell-us card or
simply did not use it. Similar findings were reported in the patient safety
project in the United States where patients also used self-written cards dur-
ing the hospital stay [62]. Being asked to take a more active role was perhaps
a new idea to many patients, and it is evident that there was a need to present
the card several times to the patient. Patients’ preferences for involvement in
their care are complex [2], and it is important for health professionals to
identify the individual patient’s preferences and capabilities for participation
[2, 49]. In a surgical care unit it is also important to remember that the indi-
vidual patients’ preferences for involvement could be changed daily with
their health status, and the decision to adopt a passive role is also an expres-
sion of preference, and hence also form of participation. According to the
framework presented by Feldman-Stewart et al. [39] it is important in the
patient-health-professional interaction to address the patient’s goal. For ex-
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ample, one patient in study II, with a long postoperative phase and complica-
tions, described her negative experience of the rushed pace of the ward
rounds. Her experience was of health professionals passing quickly by, tell-
ing her ‘what they were going to do with her’, without taking time to listen
to her questions. Use of the ‘Tell-us card’ could be a valuable way to capture
patients’ questions and expectations regularly, and thereby to improve pa-
tient involvement. However, this requires that the health professionals go
beyond collecting the cards and actually make time to listen to the patient
and respond.

Some areas could easily improve the quality of the patient-health-
professional interaction. It would be easy to provide patients with the iden-
tity of their responsible physician and RN by entering this information on the
Tell-us card. Other areas require a more comprehensive approach, espe-
cially how the card is understood, prioritised, and used by health profession-
als. For example, some patients in the intervention study reported that they
used the Tell-us cards, but that no one on the health care team paid any at-
tention to their questions and concerns. We do not know the reasons for this,
but findings of study III may provide a potential explanation. In study III
surgical nurses with the most restricted understanding of their role in the
patient-professional relationship focused on the work task. A surgical nurse
with this understanding will probably find it difficult to identify and priori-
tise patients’ needs and expectations about participation. The findings also
raise questions about how health professionals understand the concept of
‘patient participation’. Recent research reports that both staff and patients
tend to understand patient participation in terms of merely giving or receiv-
ing information [101]. So, although a patient-centred approach is stressed as
an important issue in health-care, it may be difficult for health professionals
to act in a patient-centred way. It has been argued that to develop a new
competence at work, person’s way of understanding must be interrupted and
challenged [102]. One way to accomplish this could be to use patients’ ex-
periences of negative interactions as a reflective tool in sessions for all pro-
fessionals in the unit. By reflecting on the patients’ experiences and their
own roles in the interactions, health professionals could learn about their
own ways of acting in the interaction with the patient.

As described earlier, many reports about negative interactions to the local
PAC (studies I and II) included complaints about lack of information. In the
interviews (II) several patients said they did not receive information about
their surgery or self-care after the surgical procedure. In the intervention
study (IV) the information items had the lowest scores in all study phases.
Many of the questions that the patients addressed on the Tell-us cards, as
well as the suggestions the patients in study II reported as important for im-
provement, were about things that from a health professional perspective
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could be regarded as ‘routine’, but as seen by the patient are, as one patient
said, ‘a big thing’. The need to improve patient information has been high-
lighted throughout the years in a number of studies and reports [8-9, 13], as
well as in the legislation [5]. Nevertheless, it is obvious that the adequate
provision of information should be prioritised in the quality improvement
work in the surgical care unit. Health professionals should first be aware of
the value of ‘routine’ information. Second, how information is given should
be evaluated at the organisational level. In many other countries clinical
nurse specialists, with an advanced degree in nursing care, have an important
role in providing patients with information [3, 103]. In surgical care units in
Sweden RNs with advanced degree in nursing are rare. To establish high
quality nursing care in Sweden there is a need to increase the number of
clinical nurse specialists in surgical care units. Information provision could
also be improved by considering the use of different technologies, e.g. inter-
active computer programs, as adjuncts to written and oral information [104-
105]. The different possibilities for technology, probably yet just beginning
to develop, open up another large research area.

As described in the introduction, patient perception of the quality of care has
been used as a quality indicator in hospitals for many years [43], but should
now be prioritised in an ongoing process. This was also evident in the inter-
vention study. After withdrawal of the intervention, no continuing improve-
ment was observed in the last phase of the study. The implementation of the
Tell-us card could be seen as a new routine, and in a clinical setting this im-
plementation is a process that takes time, and should be emphasised and
supported further. However, any evaluation of quality of care also should
engage staff so that they feel ownership of, and the ability to influence, the
outcomes. This could be achieved through ordinary quality improvement
methods, such as setting unit level goals and initiating small tests of change
[106]. Nurse managers have an important position in promoting the prereq-
uisites for quality improvement work. Hence, patient acquisition of informa-
tion and interaction with health professionals should be regarded as routine
quality indicators in the surgical care unit, just as wait-time for surgery, hos-
pital-acquired infection, and pressure ulcers are already.

A most valuable approach to improving quality of care may be to continu-
ously invite patients to individually and focus group interviews about their
perception of the quality of care. For example, it would be valuable to ask
patients how to outline patient information in the surgical care context in
different ways and with different technology. This qualitative approach
could be added as a supplement to hospital surveys to deepen understanding
of patients’ experiences and needs. In this way the patients’ experiences and
suggestions will be a resource for identifying areas for quality improvement
in the units.
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Surgical nurses’ different understandings of their
interactions with patients

In study III the focus was on exploring how RNs in surgical care units ex-
perience their role and interactions with patients and their families. Four
qualitatively different ways of understanding the nurse-patient relationship
were identified. The understandings represent a hierarchy of increasing
complexity and comprehensiveness. In the most restricted understanding,
surgical nurses focus on the work task, whereas in the others surgical nurses
demonstrate increasing degrees of patient-centeredness. The findings have
implications for competence development in clinical practice as well as in
education in the profession to reach a more patient-focused care.

The findings provide the valuable insight that surgical nurses understand an
important part of their work in qualitative different ways. Some surgical
nurses explained that they did not have time to prioritise the communication
aspect of work. The technical parts of the work and administrative tasks
were instead prioritised. A number of studies report that surgical nurses
struggle daily to maintain quality nursing care, but the fast-paced culture and
demands of the surgical unit means the relationship with the patients is not
prioritised [25-27]. This ‘task-oriented’ approach is not only an obstacle to
excellence in nursing care in the surgical care unit, it is also a barrier to
overall effectiveness at work [99, 107]. It has been reported that providing
professionals with clinical supervision or supportive group discussions bene-
fits both their competence development and their quality of care [99, 108-
111]. However, because of the urgency of tasks associated with surgical
care, reflection about the professional role is often neglected because there
seems to be no available time for it. Since the surgical nurses’ understand-
ings affect their attitudes and behaviours towards the patient, which in turn
influence the patient’s experience of the interaction, competence develop-
ment in patient relations will produce benefits for quality of care in the long
term. Thus, the findings support the need of surgical nurses for time at ward
meetings or with supervisors to discuss and become aware of different ways
of understanding their interactions and relationships with patients. It is also
important that leaders are aware of the different ways of seeing the interac-
tion with the patient and that competence development within this area is
prioritised.

The findings indicate that some surgical nurses with short working experi-
ence already base their work on a more patient-focused understanding, indi-
cating that professional competence in this area does not necessarily develop
over time. Similar findings were reported in a phenomenographic study
among anaesthetists [82]. Many newly graduated RNs work in surgical care
units, which demand different qualities of the RN to meet many different
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patient groups in a fast-paced culture. Today many RNs work only a few
years in the surgical care unit. Reasons for this are interrelated and complex.
Therefore it is important to remember that RNs with short working experi-
ence are vulnerable and need to be supported; otherwise, the organisational

culture at the ward may force them to act in a task-oriented way or to leave
the field.

To realise patient-centred care in surgical care, RNs should incorporate all
four understandings of their interactions with the patient and their role in the
nurse-patient relationship. That includes the most comprehensive one, where
the patient is seen as a person, with weaknesses and strengths, individual
needs and personal resources. Through this understanding of the nursing role
in the patient interaction, nursing care in the surgical unit could attain excel-
lence.

Methodological considerations

The strength of this thesis is that it covers both qualitative and quantitative
studies. The qualitative studies deepen the understanding of the phenome-
non, and the quantitative approach broadens the picture. The trustworthiness
and the rigour of the studies follow, but first a reflection about a linguistic
complication in the research project.

One linguistic complication when performing research in this field in Swe-
den and comparing the findings with international studies, is the Swedish
word ‘bemétande’. The word is commonly used in daily language by pa-
tients and health professionals as well as in policy documents in Sweden.
However, the word has not an obvious translation into English. In the inter-
national literature a combination of ‘patient-health professional relationship’
and 'interaction’ is used to describe these aspects of the patient-health pro-
fessional interaction [42], and these terms are used within this thesis. How-
ever, in paper I the word ‘encounter’ is sometimes used where today I would
use a combination of the words mentioned above.

To achieve trustworthiness several aspects were consider during the research
process in studies I-III [112-113]. To enhance dependability in the interview
studies (II and III) the first author interviewed all the participants using an
interview guide with open-ended questions. The participants were encour-
aged to speak freely and to give concrete examples of their own experiences.
Probing questions were used to increase the richness and depth of the inter-
views [114]. All interviews were transcribed as soon as possible after they
were conducted by the author (II) of the thesis and a secretary (III). All tran-
scriptions were verified by the author to reduce the risk of misunderstanding
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and to ensure a high level of accuracy in the transcriptions. One limitation
was the author’s own limited experience of performing qualitative research.
However, the credibility of the findings are supported by the fact that the
analysis was carried out in close collaboration with the co-authors, who are
experienced qualitative researcher. In study I independent analyses of all
reports were performed by the co-authors. In all studies the coding and the
labelling of the categories and subcategories was discussed among the au-
thors until a negotiated consensus about the categorisation was reached [75,
78]. The categories and themes within the papers were confirmed and veri-
fied with quotations from the interviews [113].

Study I

The strength of study I is that it provides an overview of hospital conditions
underlying reports about negative interactions with health professionals. The
findings are valuable to understanding how dissatisfaction and communica-
tion breakdowns occur in health care. One limitation is the fact that the com-
plaints had already been categorized at the PAC. Another limitation was the
high number of reports excluded because descriptions of their complaints in
telephone reports were too short to be used in content analysis. On the other
hand, most of the reports included in the study had detailed descriptions that
were appropriate for the analysis. Another limitation is the lack of back-
ground characteristics of the patients and relatives in the reports. Due to the
retrospective design of the study and the lack of this information in the elec-
tronic system at the PAC, this information could not be collected. Therefore,
a detailed review was performed to complete the demographic picture of all
patients who have reported to a local PAC. The review confirmed the unpub-
lished data at the PAC that the majority of patients who report to the PAC
are women. However, the review also showed that there is a deficit of back-
ground information in the electronic system.

Study II

The strength of study II is that the interviews provide valuable insights into
the patients’ experiences. However, a number of limitations need to be con-
sidered. One limitation is the fact that patients were selected from one hospi-
tal. It could have been valuable to sample a group of patients from other
regions as well, but this was not possible for economic reasons. One limita-
tion is the number of participants included. The 15 patients included com-
prised a smaller number of participants than was originally intended. A total
of 23 patients were invited to participate, but 8 women declined, 2 of whom
were reluctant to relive the experience and fearful of possible consequences,
and 6 for reasons unknown. Another limitation is the lack of gender balance.
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Only two men were included. We know, however, that the majority of re-
ports related to uncaring relations in Sweden are made by women [13].

Study I1I.

The strength of study III is its ability to provide insight into the views of a
selected group of RNs in Sweden about important aspects of their role in
caring for patients in the surgical care unit. A strategic sample was used to
capture as many understandings of the phenomenon as possible. An ade-
quate sample size for phenomenographic research has been described as
comprising enough people to ensure variation, but not so many that it is dif-
ficult to manage the data [80]. In study III no new understandings was dis-
covered during the analysis of the last 5 or 6 interviews, the sample was
considered sufficient.

How do we know that interviewees describe their actual experience, rather
than what they believe are the right answers or what is described in policy
documents? In the interviews the RNs were encouraged to speak freely about
their own experiences and to give concrete examples to avoid descriptions
based on how things should be. This way of asking questions gives a much
deeper insight into how the interviewees actually see the concept in practice
and provides the interviewer a better opportunity to explore and probe in a
comfortable and non-threatening way. It also elicits more information about
the persons’ actual experiences than narrow ‘What is — ?° questions [80].
During the last phase of the interview the interviewer returned to all the main
open questions to give the RNs time for more reflection and the opportunity
to provide additional examples.

A strength of the study is that participants from two different hospitals, with
different cultures and hospital sizes, were included. A limitation is that only
one male nurse was included, but at the time of the interviews there were
mainly female nurses employed in the actual units. The information provided
by the male nurse did not differ from that of the female nurses. My own
clinical experience as a RN in the surgical setting raised considerations about
my risk of taking things for granted and having blind spots during the inter-
views. However, I paid attention to this during the interviews by asking the
nurses for clarifications and examples about their own experiences and was
conscious of my own interpretations and opinions during the interviews.

Study IV

The main strength of study IV is that the patient is included in the
intervention. More intervention studies are needed in this field, and the
whole health-care team — including the patient —should be included in the
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intervention. Another strength is that it is an intervention study, although a
quasi-experimental design is admittedly a weaker design than a randomized
controlled trial. However, it was not possible in the clinical practice to
randomize the patients to different groups. For clarity in the reporting of the
study design the ‘Transparent Reporting of Evaluations with Non-
randomized Designs’ (TREND) was followed [115].

One limitation is the fact that the postal questionnaire as well as the Tell-us
card was in Swedish, which excluded a number of non-Swedish speakers.
The intervention also seemed to exclude patients who had difficulty writing
on the Tell-us card or answering a postal questionnaire because of a vision
impairment, dyslexia, or a tremor related to medical diagnosis. In future
research, these patient groups need to be included. Also, acute patients with
an expected short hospital stay seemed more likely to decline participation in
the intervention group. It is possible that the recruitment of patients
sometime within the first day by only a limited number of RNs, rather than
all at once at admission by the RN in charge, resulted in a higher number of
exclusions of patients admitted from the emergency department. However,
we considered it important to limit the number of staff responsible in the
inclusion process to avoid undue staff drop-out related to shortage of time in
the clinical practice.

The questionnaire is a validated instrument, tested for reliability, and it
seems to be easy for the patients to use. Drop-out rates of 19% to 22% were
seen in the different phases. Reasons for most people not answering the
questionnaire are unknown, but some reasons for the drop-out were
unknown address, hospital stay over two months, and death of the patient.
However, the rate of response could be considered fairly good. One limitaion
in the questionnaire is that RNs and ANs are grouped together in the
different items. However, it would not be reasonable to ask patients
completing the questionnaire to differentiate RNs from ANs in clinical
practice in a surgical care unit they both work close to the patient and many
patients are not fully aware of the differences between them.
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Conclusions

This thesis investigated the patient—health-professional interaction in a
hospital setting. The conclusions are:

e Patient complaints about negative interactions most often concerned the
perceived lack of sufficient information, respect, and empathy from
health professionals (Study I).

e Experiences of negative interactions with health professionals caused
long-term consequences for patients in a surgical care context, including
suffering, insecurity, and worry. It also reduced their confidence in
upcoming consultations (Study II).

e Four qualitatively different ways of understanding the nurse-patient
relationship were identified among surgical nurses. The understandings
represent a hierarchy of increasing complexity and comprehensiveness.
In the most restricted understanding, surgical nurses focus on the work
task, whereas in the others surgical nurses demonstrate increasing
degrees of patient-centeredness (Study III).

e The use of the Tell-us card improved the patients’ participation in some
areas of nursing and medical care in the surgical care units. The
implementation of the Tell-us card could be an important step towards
improved patient participation in the surgical care unit (Study IV).

e The value of a patient-focused interaction should be the subject of
ongoing discussions in all surgical care units (Study I-IV).
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Clinical implications and future research

The main reason the woman in the preface shared her negative experience in
the hospital was her hope of influencing care for others. This woman, like
many other patients, had to struggle to receive basic information. In contrast,
at the same hospital where she received her cancer diagnosis, all women
diagnosed with breast cancer are supported by a clinical nurse specialist.
Thus, the findings reveal that all patient groups with serious diagnoses are
not provided with the same support. This lack of professional support causes
unacceptable suffering for individual patients. Further research should em-
phasize the identification of patient groups that are in need of support in the
preoperative phase, during admission, and after discharge. Further research
should also shed more light on patient participation in the surgical care unit
and improvements the delivery of information.

During this research project I have learned about, and to some extent come
to understand, the complexity of the patient—health-professional interaction,
and some of my questions have been answered. But this research project also
marks the beginning of further research in the field. Because of the complex-
ity of both the phenomenon and health care organisations, it is a challenge to
design studies related to quality of care, but it is very important to continue
to study and evaluate it to be able to improve it.

These findings point out the need for patients to have access to information
and to be involved in their care. However, many patients in the surgical care
units reported that they did not have such basic information as the identity of
their responsible physician and RN, or what they should do for self-care. It
would be easy to improve information about the physician and the RN in
charge by simply adding their names to the Tell-us card.

This thesis has also examined how surgical nurses’ understand their role in
interaction with patients. Many newly graduated RNs work in surgical care
units, which demands different qualities of the RN nurse to meet many dif-
ferent patient groups in a fast-paced, high-pressure culture. To realise a pa-
tient-centred approach in surgical nursing, RNs should incorporate all four
understandings of their interactions with the patient and their role in the
nurse-patient relationship. Surgical nurses need to have time at ward meet-
ings or with supervisors to discuss and become aware of different ways of
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understanding their interactions and relationships with patients. In this way
new areas of professional development may be opened up. The finding indi-
cates that some surgical nurses with short working experience already base
their work on a more patient-focused understanding. These surgical nurses
are vulnerable and need to be supported. Otherwise, the organisational cul-
ture at the ward may force them to act in a task-oriented way. In further re-
search it should be valuable to further study newly graduated RNs and the
ways they understand their role in the interaction with patients.

The findings reveal that negative interactions with health professionals
caused feeling of insecurity, worry, and suffering that continued for the indi-
vidual patient long after the actual experience. To improve patient interac-
tions in the surgical care unit, patients’ stories of negative interactions could
provide the impetus towards reflection sessions including all medical and
nursing staff in the surgical care unit and new education for all health profes-
sionals to develop competence in patient relations. In the fast-paced culture
of the surgical care unit, time for reflection is often neglected. However, it is
not only RNs, but all health professionals who need to reflect upon how pa-
tients cared for on the unit. Thus, it is important that leaders are aware of the
different ways of seeing the interaction with the patient, that discussion and
learning is encouraged, and that competence development in this area is pri-
oritised.

The use of the Tell-us card improved the patients’ participation in some ar-
eas in nursing and medical care in the surgical care units. Allowing patients
to express their questions and concerns in writing and using this information
in the patient-health-professional interaction is inexpensive, uncomplicated,
and effective. The Tell-us card was most valuable for patients admitted from
the waiting list for a surgical procedure, with a hospital stay under a week. In
future research the implementation of the Tell-us card should include differ-
ent patient groups in different hospital units to confirm these findings and
further improve the use of the Tell-us card.

Finally, the findings of the intervention study show that after withdrawal of
the intervention, no continuing improvement in patient-professional relations
was observed, showing that it had no lasting effect on professional attitudes
or practices. Implementation of a new routine in a clinical setting is a com-
plicated process that takes time be assimilated. Interventions such as the
Tell-us card and professional development opportunities to improve patient
relations should be prioritised and supported by leadership to further work in
quality improvement.
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Svensk sammanfattning (Swedish summary)

Tidigare forskning, savél internationellt som nationellt, betonar vikten av att
patienten ar delaktig i sin vard och en partner i vardteamet. Detta ar viktigt
for att uppnéd en god vardkvalitet och det dr ocksa en fOrutsittning for att
varden skall vara séker. Forskningsresultat och nationella kvalitetsutvérde-
ringar visar dven att patienter upplever situationer i varden da hilso- och
sjukvardspersonal inte lyssnar till patienten, da information &r otillracklig
och patienten inte respekteras. Varje ar kontaktar cirka 26 000 personer i
Sverige patientndmndens kansli med klagomal pé hiandelser i sjukvarden. Av
dessa klagomal ér cirka 15 % sa kallade ’bemoétandedrenden’. Det finns fa
studier som analyserat vad dessa drenden innehaller.

Kirurgisk vard har de senaste aren genomgétt organisatoriska fordndringar.
Tiden som patienten &r inskriven pa sjukhuset har forkortats jamfort med
tidigare. Samtalen infor operation sker ofta vid ett Oppenvéardsbesdk och
patienten skrivs ofta in pé sjukhuset samma dag som operationen genomfors.
Detta innebér att patienterna sjilva forvintas skota en storre del av egenvard
bade fore och efter operationen i hemmet. En forutséttning for att detta skall
fungera ir att patienten blir mer delaktig i sin vard. Ett bra bemdtande och
vilutvecklad kommunikation ar viktigt for att uppna en saddan delaktighet.

Studier inom kirurgisk vard visar att sjukskoterskan virdesétter bemdtande
och kommunikation med patienten, men att denna del av arbetet inte priori-
teras beroende pa ett hogt arbetstempo diar mer medicintekniska arbetsupp-
gifterna dominerar. Kirurgsjukskoterskans arbete stiller stora krav pa hen-
nes/hans forméga att varda och mota méanga olika patientgrupper med olika
behov. Aven om bemétande, kommunikation och undervisning ir ett viktigt
kompetensomrade i sjukskoterskans profession avsitts forvanansvirt lite tid
for reflektion och kompetensutveckling for detta. Hur kirurgsjukskoterskan
forstar sin roll i motet med patienten paverkar hur sjukskdterskan agerar i
motet med patienten. Detta antas i sin tur paverka hur patienten upplever
motet med sjukskoterskan. Att fa fordjupad kunskap om sjukskoterskans
forstaelse om sin roll i métet med patienten &dr en viktig utgdngspunkt i 14-
rande och i kompetensutveckling i yrkesrollen.

Det dvergripande syftet i avhandlingen var att beskriva méten i varden mel-
lan patienten och hélso- och sjukvardspersonal. Avhandlingen bestar av fyra
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delarbeten dir bade kvalitativa och kvantitativa metoder anvéinds. Delarbete
I och II har en beskrivande design och innehéllsanalys har anvinds. Aven
delarbete III har en beskrivande design och fenomenografisk metod har an-
vinds. Slutligen genomfordes i delarbete IV en interventionsstudie.

I delarbete I var syftet att beskriva innehéllet i ’bemétandedrenden’ (n=105)
vid patientndmndens kansli betrdffande varden vid ett universitetssjukhus.
Resultatet visar att bristande information, respekt och empati var de vanli-
gaste orsakerna till att patienter och anhoriga kontaktat kansliet. For att fa
en fordjupad kunskap om vilka konsekvenser negativa méten i virden orsa-
kat patienten genomfordes i delarbete II intervjuer med patienter (n=15) som
vardats vid kirurgisk vérdavdelning eller besokt kirurgisk mottagning och
som direfter kontaktat patientndmndens kansli. Resultatet visar att negativa
moten i varden fatt till foljd att patienter tappar fortroende for ldkaren
och/eller sjukskoterskan och att dessa erfarenheter skapat osdkerhet, onddig
oro och lidande dels under vérdtiden, men dven lang tid efter utskrivning.
Flertalet patienter beskriver att de 4r ndjda med den medicinska varden, men
att det brustit i det psykologiska stddet eller den information de fétt i sam-
band med ett besked om en cancerdiagnos.

I den fenomenografiska studien i delarbete III presenteras hur kirurgsjuksko-
terskor forstér sin roll i motet med patienten. Resultatet visar att kirurgsjuk-
skoterskor uppfattar sin roll i motet med patienten pa olika sétt. Vissa sjuk-
skoterskor har ett uppgiftsorienterat fokus i mdtet med patienten, medan
andra sjukskoterskor har en bredare forstaelse om sin roll och fokuserar pa
patienten men i olika hog grad. Resultatet kan vara ett redskap for reflektion
och anvéndas i utbildning for att stimulera sjukskdterskor att fordjupa sin
yrkesroll.

Avslutningsvis har en interventionsstudie (IV) genomforts pa tva kirurgav-
delningar for att utvdrdera om patientens delaktighet i varden kunde forbatt-
ras. | studien utvirderades om véardkvalitet kunde forbéttras genom enkel
intervention vad géiller delaktighet, kvalitet p4 information, engagemang,
respekt och empati. Studien genomfordes pa tva kirurgavdelningar dér pati-
enter med framforallt tarmkirurgiska- och endokrinkirurgiska sjukdomar
samt traumapatienter vardades. Patienterna skrevs in pé avdelningarna dels
akut via akutmottagningen och dels planerat direkt frin hemmet infér en
planerad operation. Patienterna i interventionsgruppen erbjods att varje dag
skriva ned fragor och funderingar pa ett for studien utarbetat 'Patientkort’,
vad som var viktig for patienten under dagen pa avdelningen och/eller infor
utskrivning. Patientkortet skulle vara ett verktyg i dialogen med patienten
vid exempelvis ronder och utskrivningssamtal. Patientkortet placerades pa
patientens sdngbord sa det skulle vara synligt for alla yrkeskategorier som
vardade patienten. Patienten fick dagligen ett nytt patientkort. Utvirdering
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genomfordes genom att patienterna (n=310) efter utskrivning fick besvara en
enkadt. Enkdten som anvéndes i studien var ’/KUPP’ - Kvalitet Ur Patentens
Perspektiv. Resultaten visar pé signifikanta forbéttringar i interventions-
gruppen vad géller delaktighet och bemdtande. Patienterna som anvinde
patientkortet under vérdtiden i rapporterade 1 hdgre grad att de haft mojlighet
att delta i1 beslut vad géller bdde omvérdnaden och den medicinska vérden
jamfort med patienterna i kontrollgruppen som inte fatt del av patientkorten.
Patienterna som anvént patientkorten rapporterar ocksa att de upplevde att
sjukskdterskorna och underskoterskorna visade mer engagemang, mer empa-
ti och bemdtte dem med storre respekt jamfort med patienterna i kontroll-
gruppen. Resultatet visar dock ocksa att manga patienter upplevde informa-
tionen under vérdtiden som bristféllig och detta forbattrades inte genom in-
forandet av patientkorten. Vidare visar resultatet att forbéttringen vad géller
patientens mojlighet till delaktighet och forbattrat bemdtande inte kvarstod
nér patientkorten togs bort.

Sammanfattningsvis visar avhandlingsarbetet att betydelsen av ett gott be-
mdtande och att patienten gors delaktig i sin vard kontinuerligt méste priori-
teras och diskuteras inom kirurgisk vard. Patientens beréttelser om negativa
moten i varden kan anvidndas som utgangspunkt for reflektion i utbildning
och i handledning for alla yrkeskategorier. Att pa detta sétt fa reflektera dver
patientens erfarenheter i virden kan vara ett viktigt verktyg i att utveckla
hélso- och sjukvardspersonalens yrkesroll. Avhandlingen visar att patientens
delaktighet 1 varden kunde forbéttras genom en enkel och resurssnal atgérd.
Inférandet av en ny rutin som denna bor stodjas av chefer i ett fortsatt for-
battringsarbete pa avdelningarna. For att forbadttra patientens delaktighet i
varden dr det viktigt att gora fler studier dér patienten pa samma sitt som i
denna avhandling involveras i interventionen.
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