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ABSTRACT

Background and aim: Quality improvement is continuously ongoing at different levels in
our healthcare system. In Sweden, as in other countries, guidelines are important for quality
improvement in healthcare, since they summarize the best available evidence. Improved
living conditions and enhanced treatments for a variety of diseases have resulted in increased
longevity and the need for palliative care has therefore also increased. A high proportion of
deaths occur in acute care settings, where the care has been described as inadequate for dying
patients. In 2013, the National Board of Health and Welfare published A National knowledge-
based guidance for good palliative care in end-of-life care and just prior to this in 2012, the
Regional Cancer Centre published the National clinical practice guideline for palliative care.
The overarching aim of this thesis was to study implementation of knowledge-based
palliative care in acute care settings.

Methods and results of the studies: The first and second studies covered aspects that were
to be taken into account for the implementation of the documents described above. In study I,
national policy documents in Sweden were reviewed for quality indicators relevant to
palliative care and end-of-life care. In study Il, perceptions regarding national palliative care
guidelines were investigated and obstacles to and opportunities for implementing these
guidelines in acute care hospitals were identified through interviews with local politicians,
chief medical officers and healthcare professionals. The results showed scarce knowledge of
the two documents at all levels of the healthcare organisation. Palliative care was primarily
described as end-of- life care. The environment and culture in hospitals, with heavy
workload, poor communication and poor teamwork, were described as obstacles for
implementation. However, staff emphasised a need for training and support in palliative care
through theoretical knowledge and mentoring to develop clinical skills. An implementation
strategy for the use of the Integrated Palliative care Outcome Scale (IPOS) was developed.
The strategy included information, training and facilitation to support the use of the scale.
The implementation was performed at three acute care settings and, to gain a broader
understanding of the strategy, it was also tested at a palliative care unit. The evaluation of the
strategy, presented in study Ill and IV, was conducted through multiple methods. The
findings showed varying prevalence of completed IPOS, indicating shortcomings in
implementation.

Conclusion: The awareness of the two documents on palliative care varied at all levels in the
healthcare organisation, being predominantly low among healthcare professionals in acute
care settings. The feasibility of the performed implementation strategy was considered
questionable and the components need to be further explored to enhance the impact of
implementation and thereby improve the use of IPOS in acute care settings.

Keywords: Acute care hospital, Guidelines, Integrated Palliative care Outcome Scale, Implementation, Mixed
methods, Palliative Care, Patient-reported Outcome Measure, Process evaluation, Quality indicator, Quality
Improvement.
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1 FOREWORD

During my work as a registered nurse over more than 30 years | have met many patients with
palliative care needs and receiving end-of-life care in different settings. My first employment,
as an assistant nurse, was at an oncology unit. Ulla, an assistant nurse with long experience of
caring for patients, taught me how to meet and care for severely ill and dying patients and
their next of kin with dignity and compassion. In the 1990s, | worked as a registered nurse in
a specialised palliative home care team, where | had the opportunity to meet patients in their
homes. Being a guest in someone’s home whilst carrying out work as a professional nurse is
often a challenge. Interpersonal aspects become more important and also natural. Although
death is nothing we can influence, we can make life as good as possible.

In the early 2010s, I coordinated the work for the production of the first National clinical
practice guideline for palliative care in Sweden. It was interesting to work with such a large
and varied group of healthcare professionals. They had a passion for palliative care and an
ambition to share their knowledge with others. I also participated in the work to produce A
National knowledge-based guidance for good palliative care in end-of-life care, which was
carried out by the National Board of Health and Welfare. When | was presenting these two
new documents at meetings, | became interested in and challenged by comments from both
nurses and physicians. Questions about when it is ethical to interrupt ongoing therapy and
which patients would benefit from palliative care raised many questions for me such as: How
will the documents be received by healthcare professionals in different contexts? Would they
be able to influence managers at different levels to make changes? Will only the “already
converted” use them? What about healthcare professionals working with people in need of
palliative care in hospitals, will they use the documents? My thesis will give some answers
but there are still a lot of questions waiting to be further researched.



2 INTRODUCTION

Over the last century, reduced child mortality, improved living conditions and enhanced
treatments for a variety of diseases have resulted in increased longevity, both globally and in
Sweden (1). In 2017, the Swedish population surpassed ten million inhabitants. Of these, two
million are 65 years or older and the average life expectancy is estimated to be 84 years for
women and 80 years for men (2). Old age is associated with a higher risk of living with
chronic diseases, which is reflected in the most common causes of death: ischemic heart
diseases and cerebrovascular diseases followed by death caused by cancer in the respiratory
organs (3). Due to the change in demographics, the need for palliative care has increased (4,
5), posing a challenge for today’s healthcare.

In Sweden, since the middle of the 1990s, the government has given a high priority to
palliative care within healthcare through a number of published documents (6, 7). To further
promote access to palliative care for everyone in need, particularly at the end-of-life, a
national guidance, intended to support governance and management of healthcare, was
published in 2013 by the National Board of Health and Welfare (NBHW) (8). The year
before, in 2012, the document National clinical practice guideline for palliative care was
published by the Regional Cancer Centre (9). However, it is well-known that there is a gap
between theoretical knowledge and clinical practice, leading to patients not receiving optimal
evidence-based care (10). It is also known that there is a lack of follow-up of implementation
and compliance to guidelines (11). In this thesis, implementation of national guidelines for
palliative care in Sweden is being studied. Two different research- and knowledge areas,
quality improvement and palliative care, have been combined and the implementation is
performed in the context of acute care settings.



3 BACKGROUND

3.1 QUALITY IMPROVEMENT IN HEALTHCARE

Quality improvement is continuously ongoing at different levels in our healthcare system. An
increased awareness of limited resources and complex challenges within healthcare has led to
a need for quality management, focusing on different types of processes in the healthcare
system. A common description of quality improvement in healthcare is ... the combined and
unceasing efforts of everyone - healthcare professionals, patients and their families,
researchers, payers, planners and educators - to make the changes that will lead to better
patient outcomes (health), better system performance (care) and better professional
development (learning) (12, p. 2). In accordance with Batalden and Davidoff (12), the
NBHW emphasises that healthcare in Sweden, including palliative care, should be
knowledge-based, safe and at the same time efficient, i.e. it is, as far as possible evidence-
based and available resources are used in the best possible manner. Further, the care should
be individualised with respect to the patient’s expectations and values and in time for the
patients’ need (13). Numerous efforts to improve clinical care are made by healthcare
professionals in their daily work, initiated by management in the local healthcare organisation
or by healthcare professionals themselves.

To ensure good patient care, it is of importance that the care is evidence-based. One of the
most commonly used definitions of evidence-based practice (EBP) originates from Sackett et
al. (14). They described evidence-based practice as the effort to integrate three components
when making decisions about the care of individual patients: the best available scientific
facts, the clinician’s experience from education and clinical skills and the patients’
preferences and values. To promote successful implementation, the evidence should be
scientifically robust and experienced by the healthcare professionals as useful and
corresponding to the patient’s preferences (15). How the evidence as a whole, including
research, the healthcare staff and the patient’s clinical experiences, is perceived by healthcare
professionals in the specific context is of importance (16).

Since the 1990s, different types of guidelines and their recommendations have become
increasingly important for achieving evidence-based practice. Such documents have acquired
a prominent role in healthcare as tools for translating knowledge gained from research into
practice (17, 18). The purposes of guidelines are 1) to provide support so that the patient
receives care based on the best available evidence and 2) that health care is provided as
equally as possible within the available resources. A structured process is required to identify,
appraise and compile the research that the guidelines are based on (19). To ensure broad
competence in the development of guidelines, the group involved in the work should be both
multi-professional and interprofessional, i.e. include participants from different healthcare
professions and different specialites (20). In Sweden, guidelines are developed at several
levels in the healthcare organisation. At a national level, the NBHW compiles national
guidelines and recommendations for different diseases and conditions, especially those
affecting large groups of the population. The guidelines have a top-down perspective, aiming
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to define and support healthcare organisations in governance and management of healthcare,
I.e. what to do or not to do in accordance with the available evidence and resources (21). The
content is often transferred to clinical practice guidelines at national, regional and local level.
Clinical practice guidelines could be defined as a bottom-up document, describing how to
perform the best evidence-based care according to the national guidelines from the NBHW
(22).

3.1.1 Translation of research

A large number of concepts have been used internationally to describe the translation of
research into clinical practice, e.g. knowledge translation, knowledge transfer and research
utilization (23). McKibbon et al. (24) found about one hundred terms used to describe
knowledge translation. The translation of evidence-based healthcare that has been compiled
into guidelines is also associated with different concepts. The use of guidelines for
improvements in clinical practice is implicit in their preparation. This means that healthcare
organisations are expected to make decisions in order to provide care in accordance with the
guidelines. Concepts related to implementation are associated with different levels of
activities.

Diffusion is a commonly used concept for a passive process as described by Everett Rogers.
In 1962, he published the book Diffusion of innovations, which has been updated several
times (25). In the book, which consists of several theories, Rogers explains how and why an
innovation is spread, i.e. the diffusion of an innovation.

Diffusion is the process in which an innovation is communicated through
certain channels over time among the members of a social system (25, p. 5).

Rogers further describes five kinds of innovators who adopt an innovation at different times
in the process of diffusion. The innovators are individuals who want to and dare to assume
new challenges. They are followed by early adopters, who also want new challenges but do
not want to take high risks. Early adopters are often seen as individuals whom you can ask for
advice. The early majority are people who are careful when taking decisions and the late
majority are sceptical to innovations. Finally, the laggards adhere to traditions and do not
want to make changes (25). Furthermore, five phases of the adoption process of an
innovation, e.g. a guideline, have been described by Rogers: knowledge, persuasion, decision,
implementation and confirmation. During the first step, the individual receives information
and knowledge about the innovation, e.g. by reading or hearing other people talk about the
innovation. If the individual finds the innovation interesting, they move to the next step:
seeking more information and knowledge, i.e. to say seeking persuasion. The individual
makes a decision, depending on the experienced pros and cons of the innovation, either to
reject or to accept it. If the individual experiences benefits of the innovation as being
predominant, the individual will try to use it to different degrees and search for further
information and knowledge. Finally, the individual will make a decision as to whether to
continue to use the innovation or not (25).



The concept of dissemination describes a translation when planned activities are performed.
The aim is to increase the adoption of a proposed activity, i.e. what treatment and methods
are to be used for certain diseases (26). The activities consist of information and
communication with selected recipients about, e.g. medical treatment and care of patients
with a specific disease. The activities could be in writing, e.g. different kind of guidelines,
and orally, such as conferences and workshops. The next step, implementation includes
planned and structured activities to ensure that the content of a guideline is put into use.
Several issues need to be taken into account when planning the implementation of a new
guideline and questions such as What should be transferred? and To whom should research
knowledge be transferred? are important to consider (27, p. 2-3). Even if a structured plan is
used, it can take a long time before recommendations in guidelines are adopted and used in
clinical practice. How to facilitate translation of knowledge into clinical practice depends on
e.g. the context in which the implementation is supposed to occur, which groups are to be
addressed and what the culture is like (16). However, knowledge about how to overcome
barriers for implementation is still not determined and further research is necessary (27).

In Sweden, as in other countries, guidelines are an important factor for quality improvement
in healthcare in that they summarize the best available evidence. When the NBHW publishes
guidelines, they are mainly disseminated as written publications of different kinds and
through conferences and regional/local seminars (18). In recent years, the NBHW has
published guidelines related to specific diseases, e.g. different cancer diagnoses (28), cardiac
care (29) and care of multiple sclerosis and Parkinson's disease (30). Furthermore, guidelines
for general conditions such as palliative care have been published (8). In Sweden, patients
with palliative care needs are cared for in a diversity of care settings: acute care hospitals,
nursing homes and specialised palliative care settings. Accordingly, there are a large number
of intended recipients of the guidelines for palliative care. For the recommendations in the
guidelines to benefit the patients, the recipients must also make a decision to adopt them.

3.2 PALLIATIVE CARE

3.2.1 Definition of palliative care

In the 1960s, Dame Cicely Saunders significantly contributed to the development of the
modern hospice movement. To clarify the complexity and inseparability of pain, Saunders
introduced the concept of total pain, including physical, psychological, social and spiritual
dimensions. Further, Saunders stressed the importance of including next of kin when caring
for patients at the end-of-life (31).

The World Health Organization (WHQO) emphasises palliative care as an approach to
improve quality of life for patients with life-threatening illnesses and their next of kin and the
care is neither intended to prolong life nor to hasten death (32). Palliative care aims is to
promote quality of life for the patient with as effective relief from pain and other distressing
symptoms as possible. Further, WHO emphasis to palliative care as being *“ applied as early
as possible in the course of any chronic, ultimately fatal illness” (32, p. 83). In line with
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Saunders, The European Association for Palliative Care (EAPC) defines palliative care as
active and total care, aiming to improve quality of life for the patient. Holistic perspectives in
palliative care entail seeing the whole person, including social, physiological and existential
perspectives. It also includes the next of kin’s perspective, especially when caring for patients
at the end-of-life who may no longer be able to express their wishes (33).

The benefits of palliative care being used early in the care of a life-threatening disease,
regardless of the underlying disease, have emerged during the last decades. Early integration
of palliative care in oncology has been emphasised for patients with cancer and is highlighted
in guidelines from the American Society of Clinical Oncology (34). There is a need to ensure
the same for patients with other life-threatening diseases, such as chronic obstructive
pulmonary diseases and chronic heart diseases.

In Sweden, the definition of palliative care complies with the definition by WHO, (32), in
that holistic palliative care aims to achieve the best possible quality of life for the patient,
without prolonging or shortening life. Palliative care is emphasised as inherently holistic and
subsequently articulated in four fundamental prerequisites: symptom relief, teamwork,
communication and relationship, and support to next of kin (8, 35).

Teamwork is an essential part of palliative care. Teamwork has been defined as involving
members of at least two different healthcare professions (36). The complexity of palliative
care from the perspectives of the variety of needs, and the inclusion of next of kin, requires
knowledge that cannot be obtained from one single healthcare profession, rather there is a
need for a diversity of healthcare professionals in the team. This has been described as
especially important when caring for patients with complex needs (33). Communication in
palliative care refers to conversations with the patient and the next of kin about, e.g. decision-
making regarding the goals of care and treatment of symptoms, topics which can be difficult
to talk about (33). Furthermore, to enhance the holistic approach of palliative care,
functioning constructive communication is imperative, especially among team members from
different health care professions working together (37).

3.2.2 Place of death

The most common place of death varies between different countries, but institutions are
consistently described as having a high proportion of deaths. Around half of all deaths (42 %)
in Sweden occur in hospitals (38), which is similar to other European countries (39-42). In
contrast to this, home has been described as the most common preferred place of death
expressed by the general public (43, 44) and by patients (43).

Patients described home as being their preferred place of death when home was their place of
care at the time of being asked (45). The preferred place of death may vary during the disease
trajectory (43), which is important to take into account when caring for patients with life-
threatening diseases.



Patients with cancer were, to a larger extent, more aware of a forthcoming death compared to
patients with chronic diseases, making it possible for them to express their wishes and be able
to die in their preferred place. A large number of patients have not expressed a preference as
to where they want to die, which makes it difficult to meet their wishes (46). It has been
suggested that the availability of hospital beds near to where a patient lives is related to a
higher risk of their death occurring in hospital (41). The most common place of death differs
worldwide but cannot be entirely explained by demographic differences or access to
palliative care. Rather, the existence of policies and guidelines for palliative care and end-of-
life care has been proposed as an influence on place of death (47).

3.2.3 Symptom relief

In accordance with Saunders, the WHO (32) and the EAPC (33) highlight the importance of
taking into account the four different dimensions of total pain in the care of patients with
palliative care needs as well as care of next of kin. Nonetheless, it is still common with high
levels of perceived distressing symptoms in advanced stages of life-limiting diseases and at
the end-of-life (48, 49). Although there is a large variation in the prevalence of described
symptoms (48), pain is still the most common symptom in end-of-life regardless of the
underlying disease (49-53). No differences were found when comparing the prevalence of
symptoms between different diseases: cancer, chronic heart failure and chronic obstructive
pulmonary disease (53). However, patients with chronic obstructive pulmonary disease and
dementia have been reported to be less relieved from pain compared to patients with cancer
(50). Dyspnoea and secretions/death rattles are other distressing symptoms related to
breathing that are commonly reported at the end-of-life (48, 49). These symptoms are often
associated with pulmonary diseases, but may occur in connection with many other diseases,
such as chronic heart failure and neurological disorders. Most of the research on symptoms at
the end-of-life has focused on physical symptoms, but according to Saunders’ concept of total
pain, many other symptoms and problems may bother the patient. It can be difficult to
distinguish between different symptoms, such as those of anxiety and physical pain. Hence,
from the perspective of total pain, i.e. physical, psychological, social and spiritual issues, the
description of anxiety (51) and confusion (48) as being common symptoms at the end-of-life
is of importance so that an opportunity is provided to relieve patients from distressing
symptoms.

3.2.4 Patient reported outcome measures

The use of patient reported outcome measures (PROM) gives patients the possibility to
communicate their experiences of symptom burden, wellbeing and functional status. It is of
importance to use validated tools and select an appropriate PROM for the intended group of
patients (54, 55). A structured use of PROM has been shown to improve the care of patients
with palliative care needs: the symptoms identified and treatment of symptoms was based on
the patient’s perceived quality of life to a greater degree and can contribute to improved
communication between the patient and healthcare professionals (56).



In the past 20-25 years, several assessment tools have been developed and made available for
patients with palliative care needs. The Edmonton Symptom Assessment Scale was one of
the first assessment tools to be used in palliative care settings. It was developed in the early
1990s, initially focusing on symptom burden among patients with advanced cancer diseases.
The scale has been psychometrically validated and translated into several languages (57).
Later, the Palliative care Outcome Scale was developed (58). This tool also focused on
palliative care for patients with advanced cancer diseases being cared for in palliative care
settings. Two versions were developed, one intended for the patient and one for healthcare
professionals, which enabled proxy estimation. The Palliative care Outcome Scale has also
been validated and widely translated (58) and has proven to be comprehensive (59, 60). It has
been further developed to ensure the adequate measurement of symptoms in patients
suffering from a variety of diseases who have palliative care needs. The refined tool, the
Integrated Palliative care Outcome Scale (IPOS), is available in several languages and is
validated for this group of patients (61).

Few assessment tools for patients in palliative care have been validated in Swedish. Pain and
pain relief have commonly been assessed using the Visual Analogue Scale and Numeric
Rating Scale. Both scales consist of a pointed line, often ten-pointed, where the patient can
rate their pain, from “not at all” to ““as bad as it could be”. In line with the description of
palliative care as holistic care, pain is only one of the symptoms that can affect patients. In
order to include the assessment of other distressing symptoms, the Edmonton Symptom
Assessment System has been used, even though it was only recently culturally adapted and
evaluated in a Swedish context (62). The Edmonton Symptom Assessment Scale includes
assessment of both physical symptoms, e.g. breathlessness, as well as psychological, social
and spiritual issues, such as anxiety and well-being. It has been used for a rather long time
both in clinical care and in research (57, 63). Recently, the Integrated Palliative care Outcome
Scale (IPOS), both the patient version and the staff version, were translated and culturally
adapted into Swedish. The Swedish version is named Integrated Patient care Outcome Scale
(64).

3.2.5 Different levels of palliative care

According to the EAPC (33), a palliative care approach should be provided regardless of
where the care takes place. General palliative care should be provided in settings caring for
patients with diseases that will eventually lead to death. The main task of the care is usually
provided in settings where the focus is on the cure and treatment of diseases. Traditionally,
oncology and geriatric settings belong to healthcare settings providing general palliative care.
Healthcare professionals in such settings are expected to have good knowledge of basic
palliative care. The extensive inclusion of other conditions within palliative care implies that
patients with general palliative care needs are cared for in a large variety of care settings, e.g.
those caring for patients with chronic pulmonary diseases and heart diseases.

Specialised palliative care is required for patients with life-threating diseases who have
complex and difficult needs. These needs may be due to complex symptoms, including
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physical and psychological issues as well as a complex life situation. Providing specialised
palliative care requires healthcare professionals who have extensive knowledge of palliative
care. Further, this care places high demands on teamwork, where nurses and physicians
constitute the base complemented by other healthcare professionals depending on the needs
of the patient and next of kin (33). In Sweden, the same premises for delivering of palliative
care as those of the EAPC are applied (8, 9). General palliative care ought to be provided in
the majority of healthcare settings, e.g. in acute care as well as in nursing homes. Specialised
palliative care is provided by healthcare professionals with extensive knowledge of palliative
care in specialised palliative care settings, either in inpatient units or by home care teams. The
organization of specialised palliative care varies throughout Sweden, partly because of
demographic conditions and regional county council governance.

Compared to patients with non-malignant diseases, patients with cancer traditionally have
had good access to specialised palliative care, with improved quality of life in terms of
symptom control and being cared for in the place of their preference (65). Patients with
chronic diseases are often cared for at departments with specialist knowledge in the specific
diseases, acute care organisations. In such units, palliative care at a general level should be
possible to provide (33). Nevertheless, the awareness of the benefits of integration of
palliative care in the treatment of severe diseases has increased (66, 67).

3.2.6 Palliative care in acute care hospitals

The high proportion of deaths occurring in hospitals of patients with heart diseases and
cerebrovascular diseases indicates that deaths in hospitals may, to a certain extent, be
expected. Patients with severe, life-threatening diseases are cared for in nearly all kinds of
units in the acute care setting. The main assignment of acute care organisations is to save
lives, e.g. injured patients and patients with life-threatening diseases, which is therefore in
contrast to the care of patients with chronic diseases with more or less life-threatening
symptoms (68).

The acute care hospital has been described as an inadequate place for the care of patients with
palliative care needs. The culture in acute care hospitals raises expectations on healthcare
professionals to focus on active treatment to cure the patient (69, 70). Several studies have
indicated difficulties in identifying patients in need of palliative care in acute care hospitals,
leading to decisions concerning end-of-life care being made late in the disease trajectory (71-
73). However, in contrast to acute care settings being an inadequate setting for dying, they
may also be experienced by patients and their next of kin as a safe haven. Dying and death
may cause feelings of fear and uncertainty about how to deal with the situation (74). This is,
in a sense, confirmed by Gomes, Calanzani (43), who asked patients about their preferred
place of death. Although home was the most common preferred place of death, they found
differences between preferred place of care and preferred place of death, with advantages of
being cared for at home compared to dying at home (43). Several studies report a need for
further education in palliative care to improve the care in hospitals, e.g. about management of



pain and other symptoms (75, 76). It has been concluded that there is a constant need for
education in palliative care (71).

3.3 QUALITY IMPROVEMENT IN PALLIATIVE CARE IN SWEDEN

Since access to palliative care was perceived as not being uniform throughout Sweden (77,
78), the NBHW was assigned to develop guidelines in the area. This resulted in the 2013
publication A National knowledge-based guidance for good palliative care in end-of-life care
(8). Previously, in 2012, the National clinical practice guideline for palliative care (9) was
published by the Regional Cancer Centre. In this thesis, a distinction is made between
national guidelines from the authority, the National Board of Health and Welfare, referred to
as guidance, and clinical practice guidelines developed by healthcare professionals, referred
to as guidelines.

3.3.1 A national knowledge-based guidance for good palliative care in end-
of-life care
In addition to officials from the NBHW, a large number of participants, including healthcare
professionals with knowledge and clinical experience in palliative care, contributed to
different aspects of the work to develop the guidance. The recipients of the guidance were
defined as decision-makers at different levels in the healthcare organisation such as
politicians and official managers. Healthcare professionals were also expected to be
recipients. The concept of evidence-based in the provision of healthcare in Sweden is
emphasised in publications from the NBHW. Ten recommendations are described in the
guidance which have priorities from one to ten or not to do. Conversations about the goal of
care at the end-of-life are a recommendation with a high priority (priority 1) as is the
assessment of pain at the end-of-life (priority 2). High priority is also given to training and
tutorials in palliative care and the assessment of symptoms using assessment tools at the end-
of-life (priority 3) (8).

3.3.2 National clinical practice guideline for palliative care

The clinical guideline for palliative care was developed by a group of about 70 healthcare
professionals. In accordance with palliative care being teamwork, staff from different
professions was represented. As a supplement, a short version of the guideline was published,
designed to support healthcare professionals in their clinical work (9). The content consists of
theoretical knowledge combined with clinical implications. Concepts that were defined in the
guidance from the NBHW are further developed. Concrete suggestions and advice for
translating theory into practice are given, e.g. how to communicate with patients with severe
ilInesses and their next-of-kin, and the treatment of common symptoms. Furthermore, caring
measures to promote wellbeing, e.g. oral health, and how to create a calm and comfortable
care environment for the patient and the next of kin is emphasised. As with the national
guidance from the NBHW, the national clinical guideline was spread through dissemination,
I.e. written and oral information and communication.
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3.3.3 Measurement of the quality of palliative care

Measurement of the results of activities is a basic requirement for structured improvement
work. There is an increasing awareness of the importance of quality assurance as a basis for
improvement work aimed to achieve good care. There are several types of measures that are
relevant to use, depending on the section and level of the healthcare system the evaluation is
supposed to highlight. Quality indicators are increasingly used to assess quality of care (79).
As described by Campbell et al. (80), three kinds of indicators focusing on different aspects
of quality can be defined: structure, process and outcome. A structure measure refers to the
available prerequisites in the healthcare system. These could be related to physical aspects,
e.g. access to technical equipment, as well as the characteristics of healthcare professionals,
e.g. management and access to healthcare professionals with disease specific knowledge.
Process indicators are intended to reflect actual actions and answer the questions of when,
where and how care has been delivered, e.g. the time that has passed between a decision to
treat and when the patient receives the treatment. Finally, the results effects of the care given
on the patient’s health and well-being are captured by outcome measures. In Sweden, quality
indicators for specific areas are often formulated by the NBHW in connection with the
development and publication of new guidelines (21). Such indicators reflect the content of the
guidelines and might be used to measure adherence to guideline recommendations.

As with indicators for specific diseases, those for palliative care have to be valid, reliable and
provide both sensitivity and specificity to be able to measure what they are supposed to
measure. The content of an indicator might be easy to describe but developing a valid
outcome measure is often challenging (81) and further efforts are needed to continue the
development (82). An overview of indicators for palliative care made by Pasman et al. (83)
revealed the problem of defining indicators for palliative care. They found a total of 142
indicators for palliative care, some of them overlapping. Most of the indicators referred to
processes (n=82) and outcomes of care (n=57) (83). An update of the review showed that the
number of quality indicators had increased by an additional 187 indicators, giving a total of
326 indicators. The majority still reflected the process of care (n=199) followed by the
outcome of care (n=117) (84).

Nine quality indicators were defined in conjunction with the development of the guidance
from the NBHW (8). Six of the indicators could be used immediately. Four of them reflected
processes and two structure and result. The structure indicator is defined as the ratio of
registration of expected deaths in the Swedish Register of Palliative Care (SRPC) and the
indicator for result is the prevalence of pressure ulcers in patients at their time of death. The
four indicators reflecting processes refer to 1) inpatient care on two or more occasions during
the last 30 days in life, 2) documented oral health assessment, 3) prescription of opioid for
pain when required and 4) medication for anxiety when required. In addition, three indicators
were suggested for further development: end-of-life conversations, pain analysis and the
structured assessment of pain and other symptoms.
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In order to report and evaluate results, data can be gathered in quality registers. Sweden has
just over a hundred quality registers capturing data related to specific diseases or conditions,
of which the SRPC is one. This register was established in 2005 and, like the clinical
guidelines, the register was developed by healthcare professionals. The objective of the
register is to improve end-of- life care (85). Care units, regardless of their responsible
authority, have the opportunity to join the register and input data on line. After the patient’s
death, healthcare professionals answer about thirty questions concerning the care in the
patient’s last week of life. The questions concern the presence of symptoms such as pain and
pressure ulcers as well as the care provided to the patient and the next of kin. Each
participating unit can use their data for evaluation and improvement of care. Furthermore,
data is available for public access on a website (86). The use of the register has been shown to
contribute to improvements in quality of care in participating units, indicating that
registration in itself generate improvements (87). Another objective of the register is to create
opportunities for research in this area. Studies have been undertaken using register data about
the end-of-life of patients with different diseases, e.g. patients suffering from stroke (88) and
chronic pulmonary disease (89). Registration in SRPC is defined as a quality indicator for
palliative care by the NBHW, assessing adherence to the guidance (8).

Approximately 1 year after the publication of the National knowledge-based guidance for
good palliative care in end-of-life care, statistics from the SRPC showed that patients who
died in acute care settings were not adequately treated in end-of-life. Of 4,099 registered
patients, 23 % had documented pain assessment during last week and 66 % were totally
relieved from pain. This indicates that the dissemination of the two described documents
and/or the uptake of the knowledge in acute care settings were unsatisfactory.
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Conversation about end-of-life
care 38%

Preferred place of death
fulfilled 10%

Offer conversation post

mortem 30% Oral assessment last week 38%

Conversation about end—of—life
with next of kin 74% |

No significant pressure ulcers
82%

Totally relieved from death }
rattles 59%

Human bedside presence at
time of death 75%

Totally relieved from anxietyiy
58%

Totally relieved from naus®sg
71%

©Pain assessment last week 23%

“Totally relieved from pain 66%

T Achieved == Goal

Figure 1. End-of-life care for reported expected hospitals deaths 1 April 2014 — 30 June
2014, Sweden. Green colour depicts percentage of achieved goals. Source SRPC, http://palliativ.se/
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4 RATIONALE

It has been proposed that a palliative approach should be an integrated part of the care of
patients with severe life-threatening diseases, regardless of where the care takes place (33). In
Sweden, approximately 90,000 people die annually and the most common causes of death are
related to chronic diseases, such as heart failure and cancer. There is an increasing awareness
of the importance of integration of palliative care early in disease trajectories for patients with
chronic diseases, including not only cancer, but also for patients with chronic heart failure,
chronic obstructive pulmonary disease and degenerative neurological diseases. The main
mission for acute care hospitals is to care for patients with life-threatening conditions related
to emergencies and acute injuries as well as for patients with acute impairment due to chronic
diseases and elective care. As in other countries in Europe, Sweden has a high proportion of
deaths occurring in hospitals. End-of-life care in hospitals has been described as
unsatisfactory with problems related to communication, decision-making late in disease
trajectories and inadequate symptom control and treatment.

Implementation in healthcare is often referred to as a complex and difficult undertaking
because it involves several interacting components (90). Two Swedish documents concerning
palliative care were published in 2012 and 2013: A National knowledge-based guidance for
good palliative care in end-of-life care (8) by the NBHW and the National clinical practice
guideline for palliative care by the Regional Cancer Centre (9). The documents were
expected to be adopted through current decision-making and dissemination processes. These
expectations required that the intended recipients at different organisations levels were aware
of the publications, perceived them as useful and thereby decided to implement them.

Data from the SRPC showed several areas where palliative care given in acute care hospitals
was deficient, e.g. regarding the assessment of pain and other distressing symptoms and the
low proportion of patients who were offered end-of-life conversations. The gap between
knowledge of palliative care and clinical practice, and how to bridge this gap, i.e. how
palliative care could be integrated in acute care settings, has been sparsely explored in
Sweden. There is a need for research on the implementation of palliative care in acute care
settings, which can provide important knowledge for improvements in this area.
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5 AIMS

The overarching aim of this thesis is to study implementation of knowledge-based palliative
care in acute care settings.

5.1 SPECIFIC AIMS

Study |
To review existing national policy documents in Sweden for quality indicators relevant to
palliative care and end-of-life care.

Study 11

To investigate the perceptions of local politicians, chief medical officers and healthcare
professionals regarding national palliative care guidelines, and to identify obstacles to and
opportunities for implementing these guidelines in acute care settings.

Study 111

To explore the feasibility of a pilot version of an implementation strategy for introducing
IPOS in acute care settings. The strategy was also tested in a palliative care unit to gain
additional understanding of the implementation process.

Study 1V

To explore factors contributing to or hindering patients with palliative care needs having their
symptoms assessed through IPOS and to describe healthcare staffs’ experiences of what
prevents and/or facilitates systematic use of IPOS in acute care settings.

Study 1 and 11 Development and Study 111 and 1V
performance of .
Pre- the Evaluation of the

implementation implementation implementation
phase strategy strategy

Figure 2. Overview of the studies in the thesis including the development and performance
of the implementation strategy
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6 DESIGN AND METHODS

6.1 DESIGN

This thesis has an implementation research design, i.e. the intention is to study methods
promoting actions that improve quality of care (91). When planning for implementation in
healthcare settings, especially if it is expected to be complex, it can be beneficial to start with
identifying obstacles and opportunities for the enterprise. If possible, this should be carried
out at different levels in the intended organization and include decision-makers as well as a
variety of healthcare professionals (92). The first and the second studies cover aspects to be
taken into account for the development of the implementation strategy. Descriptive and
qualitative analyses were used to gain a deeper understanding of obstacles and opportunities
(90). The implementation strategy, in this case the support of the implementation of the
Integrated Palliative care Outcome Scale, was subsequently carried out in clinical care
settings. The third and fourth studies refer to the evaluation of the process of the
implementation. Since implementation is most often a complex intervention (90), a
combination of qualitative and quantitative methods was used (93).
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Table 1. Overview of studies in the thesis

| Quantitative National and regional/local Review of Quantitative
descriptive design  guidelines and an annual report  existing policy descriptive
of the Swedish Register of documents. analysis

Palliative Care.

1 Explorative Six local politicians in different  Interviews, Qualitative
qualitative design  county councils, five chief individual and in  directed content
medical officers at different groups. analysis

acute care hospitals and
healthcare professionals,
(physicians, nurses, assistant
nurses) at three acute care units.

1] Explorative design  Three acute care units, one Interviews, Process evaluation
with qualitative inpatient palliative care unit individual and in  with gquantitative
and quantitative and one specialised palliative groups, and descriptive
data home care team. review of patient  analysis and

health records. qualitative content
analysis.

AV Explorative design  Three acute care units (The The same as in A mixed methods
with qualitative same as in study I11). study 1. approach with
and quantitative regression
data analysis and

qualitative content
analysis.

6.2 THEORETICAL FRAMEWORKS AND METHODS

Implementation, i.e. interventions with the intention of achieving changes in practice, often
includes several components. A number of frameworks have been developed to guide and
support implementation in healthcare. The framework Promoting Action on Research
Implementation in Health Services (PARIHS) has, in various ways, influenced this thesis (15,
16). In addition, another framework for implementation, the Consolidated Framework for
Implementation Research (CFIR), was used to frame the data analysis in study Il (94). The
analysis of the feasibility of the implementation strategy (study I11), which included several
components, was guided by the description of process evaluation of complex interventions by
Moore et al. (95). In the fourth study, a mixed methods approach was used (96).
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6.2.1 Promoting Action on Research Implementation in Health Services

Evidence, context and facilitation, the main features in the conceptual framework PARIHS,
guided the development of the implementation strategy (16). PARIHS has been used in many
studies and in different contexts (97).

As described above, evidence-based practice is the combination of scientific facts, research,
and the clinician’s as well as the patient’s experiences. In PARIHS, a broader interpretation
of the concept evidence-based is emphasised. Beyond research, healthcare and patients’
experiences, local data and information about where the change is intended to occur are
included in the concept of evidence (16). Such information could be the prevailing culture
and the presence of collaboration in different internal networks as well as existing local
policies and guidelines.

The context in which the implementation is intended to occur could affect the prerequisites
for a successful implementation. Both the physical place and the type of healthcare
organisation should be part of this concept (97). As described by Damschroder et al. (94), the
inner setting, i.e. the place where the implementation is intended to make a change and the
individuals involved in the implementation, have to be considered (94). Leadership, the
contexts’ readiness for an implementation process of the intended change and the possibilities
for feedback are of importance (16).The discussion regarding the differences between
leadership and management have been ongoing for a long time, but an unambiguous
definition is hard to find. A common description of management is a formal position with
defined tasks at some level of an organisation, while a leader could be anyone in a group of
staff who is involved in supporting activities to achieve specific aims and goals (98). A
transformative leadership inspires employees to find new solutions and ways of carrying out
tasks to enable development and innovation to be achieved to a larger extent. This kind of
leadership has also been described as important for successful implementation (99).

Facilitation can be defined as components in a strategy that enable and promote the intended
change, while a facilitator is as an organisation or an individual assigned to support the
implementation in different ways (97). Knowledge about facilitation as a pivotal component
in implementation has increased. This is emphasised in a recently revised version of PARIHS
(100). A facilitator could be internal, working within the organisation, or external, belonging
to another organisation with knowledge in the specific change that is planned to occur.
Further, Kitson et al. (101) distinguish between facilitators role depending on their skills:
novice, experienced and expert. By gaining experience of leading changes and knowledge
about e.g. their own organisation, a facilitator can build his/her capacity to act as a facilitator
on a higher level (101). With implementation at local levels, i.e. clinical care settings, the
skills needed to act as a facilitator and manage implementation could be supported or
hindered by formal and informal leadership, how the team works and the experiences of
earlier implementation processes (100).
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6.2.2 Consolidated Framework for Implementation Research

The Consolidated Framework for Implementation Research (CFIR) was developed through a
compilation of the content of several implementation frameworks, models and theories.
CFIR is a conceptual framework, i.e. a structured description of factors that may affect
implementation, and thereby important to take into account when planning, implementing
and evaluating interventions and improvements in healthcare (94). CFIR encompasses five
domains: the intervention characteristics, outer and inner setting, characteristics of the
individuals involved and the process of implementation. Each domain has a number of
defined underlying constructs, in total 39, including inclusion as well as exclusion criteria
(Table 2). CFIR has been used in many studies, especially for data analysis (102).

The first domain, the intervention characteristics, focuses on the intervention. An intervention
usually consists of several components, which may have to be adapted to the specific context
where it is supposed to produce change. This domain intends to illuminate the stakeholder’s
perceptions of the intervention from different perspectives. The second and the third domain,
outer and inner setting, reflect organisational viewpoints concerning the intervention. Clinical
practice, management and organisational factors of healthcare systems in a specific context
are affected by political and financial conditions, which are reflected in the outer setting.
These in turn can affect the inner setting in various ways. The inner setting also concerns the
specific internal context, e.g. norms and values and implementation climate. The fourth
domain, characteristics of individuals, reflects the individuals’ perceptions and expectations
of the intervention. The fifth domain focuses on the implementation process and associated
activities: planning, engaging, executing, and finally evaluating and reflecting. The authors of
CFIR underline that there is no need to use every domain and construct: instead, CFIR is to
be viewed as an overview of potentially impacting factors to consider in implementation
activities. CFIR was used to guide the analysis in study Il to enhance the understanding of
obstacles and opportunities for implementation of palliative care in acute care settings at
different levels in the healthcare organisation.
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Table 2. Overview of the Consolidated Framework for Implementation Research (CFIR)

Intervention Outer setting Inner setting Characteristics Process
characteristics of individuals
Intervention Patient Needs &  Structural Knowledge & Planning
Source Resources Characteristics Beliefs about the )
Intervention Engaging
Evidence Cosmopolitanism  Networks & ]
Strength & Communication Self-efficacy Executing
Quality Peer Pressure Reflecting &
Culture Individual Stage g
Relative Extern_al Policy & _ of Change Evaluating
Advantage Incentives Implementation
Climate Individual
Adaptability ) Identification
Readiness for with Organization
Trialability Implementation
) Other Personal
Complexity Attributes
Design Quality

and Package

Cost

Source: Damschroder et al. (2009) (94).

6.2.3 Process evaluation

The aim of a process evaluation is to understand why a complex intervention, such as an
implementation intervention, succeeded or failed (95). The Medical Research Council’s
framework for complex intervention describes the importance of designing, testing and
evaluating complex interventions (103). As suggested in the framework, the development of
an implementation strategy has to be carried out systematically. Thus, development and
evaluation of a strategy requires several steps. Pilot testing and investigation of the feasibility
of a strategy are recommended (95). It is important to scrutinize the intervention, both as a
whole as well as each included part and the selected outcome. A combination of qualitative
and quantitative research methods should preferably be used for the evaluation due to the
complexity of an intervention. This kind of evaluation covers key process factors:
implementation, mechanisms of impact and context. Further, an outcome has to be defined to
enable evaluation of whether the objective of the strategy has been achieved or not. The
evaluation of the implementation is supposed to answer questions about fidelity, dose and
reach. Was it possible to deliver the strategy as expected and to what extent was it delivered?
What adaptations of the implementation were required to fit the context? Factors related to
mechanisms of impact are supposed to contribute understanding of how the delivered strategy
produced change. The last question to be answered in a process evaluation is how factors
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related to the context affected the implementation, mechanisms of impact and the outcome
(95).

6.2.4 Mixed methods

To illuminate a research question from different perspectives, a mixed methods approach can
be used. As suggested by Creswell (104), a combination of research methods gives an
opportunity to fully understand what and why something is, or is not, happening. A
combination of different data, such as qualitative and quantitative data, and different analysis
methods, could contribute to the illumination of the results in a study. This is especially
important in implementation research where you want to gain an understanding of the change
process: what works in the specific context and why and how does it work or not works
(105). In accordance with the description of mixed methods by Creswell (104), quantitative
data was combined with qualitative data in study IV.

6.3 STUDY |- IDENTIFYING OBSTACLES AND OPPORTUNITIES FOR
IMPLEMENTATION AT GOVERNING LEVEL

6.3.1 Design

Study | focused on identifying obstacles and opportunities for implementation of palliative
care and in end-of-life care at the governing level in Swedish healthcare. The research
question was: Which quality indicators for palliative care and end-of-life care are described
in existing national policy documents in Sweden? In order to obtain an overview of existing
quality indicators for palliative care and end-of-life care in governing documents, a
quantitative descriptive design was used.

6.3.2 Sample

Based on the report National indicators for good care from the NBHW (106) were guidelines
related to diseases associated with forthcoming death identified and included in the review
Furthermore, by reading the chapter on existing practice guidelines at regional and local level
in county councils in the report End-of-life care from the NBHW (77), additional guidelines
were identified. Finally, to gain supplementary knowledge regarding the prevalence of
defined quality indicators for palliative care, the 2010 annual report from the SRPC (107) was
included. The inclusion of guidelines was complemented by a manual search on the internet.
Guidelines for palliative care and end-of-life care in municipalities were not included in the
review.

6.3.3 Data collection

The definition of a quality indicator as described by the NBHW & Swedish Association of
Local Authorities and Regions (108) was used in this review. A distinction was made
between national guidelines which were defined as coming from the authority (NBHW) and
clinical practice guidelines as developed by healthcare professionals. The search for
documents was performed from March to April 2010. An updated search was made in
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January 2011 and, finally, the 2010 annual report from the SRPC was included in the
analysis.

6.3.4 Data analysis

A quantitative content analysis guided by Krippendorff (109) was performed. The documents
were read and explicit palliative care quality indicators were marked. In total, eleven national
guidelines from the NBHW and ten regional clinical guidelines were included. Data were
tabulated regarding the source, the total number of quality indicators and the number of
indicators relevant for our study. Moreover, a matrix over numerators and denominators, as
well as the quality area the included palliative indicators referred to, was organized according
to the definition by NBHW (108).

6.4 STUDY Il = IDENTIFYING OBSTACLES AND OPPORTUNITIES FOR
IMPLEMENTATION OF PALLIATIVE CARE IN ACUTE CARE HOSPITALS

6.4.1 Design

The study had an explorative qualitative design using content analysis guided by the
Consolidated Framework for Implementation Research (94). Obstacles and opportunities for
implementation can occur at different levels in healthcare organisations. Hence, it was
important to interview participants representing different levels about their perceptions of the
two recently published documents A National knowledge-based guidance for good palliative
care in end-of-life care (8) and National Clinical Practice Guideline for palliative care, (9)
but also the Swedish Register of Palliative Care (86). Furthermore, we were interested in
their views regarding obstacles and opportunities for implementation of palliative care
guidelines in acute care hospitals.

6.4.2 Sample and participants

Participants in this study were purposefully selected aiming to include regional politicians as
well as managers and healthcare professionals in acute care hospitals. Six local politicians
with responsibility for healthcare in as many county councils were invited to participate. The
selected county councils represented all six healthcare regions in the current division of
Sweden. Further, the county councils were selected to represent different demographic
conditions in terms of geography, population and political governance. In addition, six chief
medical officers in as many acute care hospitals were invited to the interviews. One chief
medical officer declined participation late, and it was, unfortunately, not possible to
substitute.

Similar to the selection of politicians, a purposeful sample of hospitals was made, located in
both urban and rural areas. They were of different sizes and represented local as well as
university hospitals. A specific requirement for the inclusion of hospitals was having an
emergency room and the possibility of round-the-clock hospitalisation.
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Staff at several acute care hospitals were invited to participate in interviews regarding
obstacles and opportunities for implementation of palliative care according to the palliative
care guidelines. However, there was little interest in participation, either because palliative
care in the hospital was described as working well or that palliative care was not so common
in the hospital. Finally, healthcare professionals at three medical units in an acute hospital in
central Sweden volunteered to participate in interviews. Similar to the hospitals the chief
medical officers represented, this hospital had an emergency room and a variety of
departments with round-the-clock hospitalisation. Approximately 130, 000 patients with
emergency care needs visited the hospital annually. Participating staff came from units that
cared mainly for patients with neurological and pulmonary diseases and most of the patients
were admitted from the emergency room.

6.4.3 Data collection

An interview guide was developed and all interviews began with the question “What does
palliative care mean to you in relation to your work as a politician/chief medical officer/staff
member?” Further, questions were asked regarding the interviewee’s knowledge and
perceptions of the governing document, the clinical guidelines and the Swedish Register of
Palliative Care. Finally, the participants were asked about their perceptions regarding
opportunities and obstacles for implementation of palliative care in acute care hospitals.
Participating healthcare professionals were also asked to answer a questionnaire regarding
e.g. profession, number of years in their profession and number of years at current workplace.

Before the interviews with healthcare professionals were conducted, | made field visits to the
units. It had been several years since | had worked as a clinical nurse. To gain an
understanding of the daily work and to get to know the healthcare professionals in the units, |
attended three work shifts in each unit. In addition, the visit helped me to ask probing
questions during the interviews.

Individual interviews were conducted with politicians and chief medical officers. All
interviews with the chief medical officers and two with politicians were conducted at their
workplaces: the remaining interviews were conducted by telephone. The interviews lasted
between 12 and 43 minutes, with a mean time of 26 minutes. The interviews were conducted
from April to June 2013. A total of 37 healthcare professionals participated in the interviews,
represented by five physicians, twenty registered nurses (RNs) and nine assistant nurses
(ANS). The physicians were interviewed individually while the RNs and ANs participated in
group interviews. Additionally, three nurse managers, responsible for each of the
participating units, participated in individual interviews. The interviews with healthcare
professionals were conducted in a separate room at the units or in nearby rooms in the
hospital. They lasted between 27 and 56 minutes, with a mean time of 39 minutes. The
interviews were conducted between March and April 2014.
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6.4.4 Data analysis

All interviews in the study were audio recorded and transcribed verbatim by an external
person. To become familiar with the content in the interviews, | listened to them and read the
text concurrently several times. The texts were thereafter organised in the software NVivo10.
Qualitative content analysis with a deductive approach as described by Elo and Kyngés (110)
was performed which meant that words, sentences and paragraphs (meaning units) were
marked. A deductive approach was suitable for incorporating the theoretical framework CFIR
(94) to guide the analysis. Since CFIR consists of domains and constructs, directed content
analysis as described by Hsieh et al. (111) was conducted. This requires meaning units to be
sorted initially into relevant domains and constructs. The meaning units and the content in the
domains and the constructs were read through several times during the analysis. All five
domains of CFIR were useful in the analysis but not all constructs: nine out of 39 constructs
were used.

6.5 DEVELOPMENT AND DELIVERY OF THE IMPLEMENTATION STRATEGY

The goal of the implementation strategy, and thereby the outcome of the evaluation, was the
clinical use of the Integrated Palliative care Outcome Scale (IPOS), a PROM developed for
patients with palliative care needs. IPOS is available in two versions: one for self-reporting
by the patient (Appendix 1) and one for proxy-estimation by healthcare professionals
(Appendix 2). IPOS begins with an open question “What have been your main problems or
concerns over the past three days?” followed by statements about various symptoms to be
answered on a 5-point Likert Scale. A version for asking about problems or concerns over the
past seven days is also available, but not used in this strategy (61, 64). Symptom assessment
does not imply that the goal of the patient’s care needs to be defined as curative or palliative.
Rather, the discussion with the patient, and/or next of kin, about the experienced symptoms
could facilitate integration of palliative care early in a disease trajectory, as requested by
healthcare professionals in study Il. They were aware of the importance of prioritising
symptom relief and providing psychosocial support. However, dying patients, particularly
unconscious ones, were not prioritised in terms of symptom relief.

A description of the types of patients being cared for at the acute care hospitals and with a
presumed need for palliative care was compiled. The description was consistent with patients
who were to be offered assessment of their symptoms using IPOS. The assessment was
preferably to be performed by the patient her/himself. If this was not possible due to e.g.
unconsciousness, proxy assessment could be performed by healthcare professionals
preferably in cooperation with next of kin. The assessment was to be performed during the
third day of care on the unit. This day was chosen so as not to cause stress for either the
patient or the healthcare professionals since it was likely that the patient would undergo a
number of medical examinations and treatments during the first days of care in the hospital.
Assessment on the seventh day of care was proposed for evaluation and follow-up. The
completed IPOS forms were expected to be scanned into the patient’s electronic health record
or saved in the paper-based health record.
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The healthcare professionals also expressed a need for palliative care training in the
interviews in study Il. Training is a common component in implementation strategies of
palliative care (112) and has been noted to be important especially when implementing
PROM (113-115). Thereby, training became a natural part of the implementation strategy.

As pointed out by all stakeholders in study Il, and emphasised by e.g. Harvey and Kitson (97)
formally appointed implementation leaders and champions are important for successful
implementation. As suggested by the stakeholders, use of internal and external facilitators
was included in the implementation strategy. Lastly, leadership has been described as an
important component of implementation (16, 99) and a specific assignment for the nurse
managers was therefore included. They were asked to identify one or two RNs who could act
as internal facilitators. The nurse managers were also asked to support the facilitators during
the implementation period. The internal facilitators were assigned to remind and encourage
their colleagues to use IPOS. | myself acted as the external facilitator providing support and
feedback to healthcare professionals and the internal facilitators in their use of IPOS.
Contacts between me, as an external facilitator, and the internal facilitators were scheduled in
the project plan (Figure 3).

Information Training Symptom
6 modules a assessment
15 min with IPOS

during 2-4 during 12
weeks weeks

during 1
week

Facilitation: visits and contacts
Week 1: 3-4 visits, Week 2-4: visits twice a week,
Week 5-8: visits once a week,
Week 9-12: telephone or e-mail support once a week

Figure 3. Overview of the implementation strategy

Information meetings were planned to be carried out at all units at the start of the
implementation. The information meetings, held by me, introduced the aim of the project, the
content of the training course, the facilitation approach, the data collection and ethical issues.
A leaflet was distributed with information about the project, ethical approval and contact
details.

All healthcare professionals at the units were invited to participate in the training course. Six
sessions were developed giving information and knowledge related to the use of IPOS and
palliative care to support the healthcare professionals in the use of IPOS (Table 3). The
content was based on the National clinical practice guideline for palliative care (9). Learning

25



outcomes were defined for each session. A session lasted 15 minutes and the units were
allowed to set their own schedule. The participants received Power-Point handouts and the
basic and pocket versions of the clinical guidelines were distributed to the units after the
training period. Thereafter followed 12 weeks of clinical use of IPOS.

Table 3. Overview of the content and the learning outcomes in the training sessions

Training session

Learning outcomes

Session 1.
Palliative care:

The meaning of the concept
of palliative care

The learning outcome for the session was knowledge about palliative care as an approach
and as an active total care of patients with life-threatening diseases. The session aimed to
prepare healthcare professionals to identify patients who were to be offered the use of
IPOS. Further, it underlined the need to ask the patient about their symptoms and
introduced the use of IPOS as a tool for symptom assessment and communication.

Session 2.

The Integrated Palliative
care Outcome Scale
(IPOS):

Background and clinical use

The learning outcome for the session was knowledge concerning the clinical use of IPOS.
The session aimed to introduce IPOS as a tool for assessment of symptoms. Further, it
aimed to prepare healthcare professionals to identify patients who were to be offered the
use of IPOS and when and how to ask the patient or their next of kin to carry out
assessment using IPOS. Healthcare professionals were supported with regard to
discussing completion of IPOS with the patient and their next of kin. They were also
instructed to discuss the outcome of IPOS and initiate actions in cooperation with the
patient and other healthcare professionals. The completed IPOS forms were expected to
be scanned into the patient’s electronic health record or saved in the paper-based health
record.

Session 3.
Communication/
information:

The meaning of
communication and
possibilities/ obstacles for
communication

The learning outcome for the session was knowledge concerning communication related
to the clinical use of IPOS. The session aimed to prepare healthcare professionals to
identify patients who were to be offered the use of IPOS and when and how to ask the
patient or their next of kin to use IPOS. The session aimed to support healthcare
professionals in how to use IPOS as a guide for conversation with the patient and their
next of kin. Further, factors promoting or inhibiting good communication were
elucidated.

Session 4.
Symptom relief:

Pain, breathlessness and
rattles

The learning outcome for the session was knowledge concerning how to translate the
patient’s assessment of different symptoms in IPOS to treatment and other activities, in
cooperation with the patient, their next of kin and other healthcare professionals. This
session focused on pain, breathlessness and rattle.

Session 5.
Symptom relief:

Anxiety and terminal
distress

The learning outcome for the session was knowledge about how to translate the patient’s

assessment of different symptoms in IPOS to treatment and other activities in cooperation
with the patient, their next of kin and other healthcare professionals. This session focused
on anxiety and terminal distress.

Session 6.
Symptom relief:

Nausea/vomiting, infusions
at end-of-life and oral
healthcare

The learning outcome for the session was knowledge about how to translate the patient’s

assessment of different symptoms in IPOS to treatment and other activities in cooperation
with the patient, their next of kin and other healthcare professionals. This session focused
on nausea/vomiting, infusions at the end-of-life and oral healthcare.
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The implementation strategy was developed based on theoretical assumptions and research
on implementation. In addition, the results in study I and Il contributed to the tailoring of the
strategy to fit the specific context i.e. that of acute care hospitals in Sweden. The lack of
quality indicators for diseases other than cancer and care of the elderly found in study I, and
the opportunities expressed and the obstacles found in study I1, were carefully considered in
planning the strategy. The implementation components, assessment of pain and other
symptoms and training in palliative care, were consistent with proposed recommendations for
palliative care with high priority in the guidance from the NBHW (8). Assessment of pain
was given the next highest priority (2) and assessment of other symptoms and training in care
were prioritised with 3. The recommendation with the highest priority (1), end-of-life
conversations, could be initiated and performed using IPOS.

6.5.1 Settings

The implementation strategy was performed at three acute care units in two hospitals in an
urban area in central Sweden. Two of the units were the same as in study Il but had
undergone some reorganisations and had moved to other premises. These units received most
of their patients from the hospitals’ emergency rooms, which implied that patients with acute
care needs and palliative care needs were cared for on the units. In addition, a gastro-surgery
unit participated in the study. This unit cared for patients with upper gastrointestinal diseases
and admitted patients for both acute and elective treatment. Similar to the two other acute
care units, the gastro-surgery unit cared for patients with acute care needs and those with
palliative care needs, particularly related to cancer diseases.

According to the definition of palliative care by EAPC (33), a general level of palliative care
should be offered patients in acute care settings, while patients with palliative care needs
suffering from complex and severe diseases should be cared for in hospitals with knowledge
in specialised palliative care. To strengthen the evaluation of the feasibility of the
implementation strategy, the implementation of IPOS was also performed at a palliative care
setting at a smaller hospital in central Sweden. A palliative inpatient unit and a team
providing specialised palliative home care participated in the study. The implementation
strategy was performed from November 2015 to February 2016 in the palliative care unit and
from January 2016 to June 2016 in the acute care units.

6.6 STUDY Il AND IV — EVALUATION OF THE IMPLEMENTATION STRATEGY

6.6.1 Design

Studies 111 and IV were both designed to evaluate the performance of the strategy used for
supporting implementation of IPOS in the different settings. Study 111 had an explorative
design and a process evaluation was used to explore the feasibility of the implementation
strategy.
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Similar to study Ill, study IV had an explorative design but focused on factors contributing to
or hindering patients from having their symptoms assessed using IPOS, and also described
healthcare professionals’ experiences of using IPOS. To gain an understanding of what
prevents or enables the use of IPOS, a mixed methods approach combining quantitative and
qualitative data was used.

6.6.2 Data collection and participants

Data collection for study Il and IV was conducted at the same time. Quantitative data were
collected through reviewing patients’ health records for their reason for admission and the
presence of completed IPOS. Furthermore, notes were made during the implementation
period regarding number of participants in the training sessions and contacts between internal
and external facilitators.

Qualitative data was gathered through interviews with nurse managers, internal facilitators
and healthcare professionals at the participating units. An interview guide was developed
with open-ended questions focusing on the different parts of the implementation strategy:
information meetings, training sessions, internal and external facilitation and nurse managers’
assignments. Questions regarding the healthcare professionals’ experiences of using IPOS
were also asked. In total, twelve interviews were conducted, whereof eight were performed in
the acute care settings. The interviews were conducted either individually, in pairs or in
groups depending on the practical circumstances at the units. Nurse managers and the
majority of internal facilitators (nine out of eleven) participated in the interviews. Available
nurses and assistant nurses as well as one physician in the palliative unit participated in
interviews. None of the physicians in the acute care units participated, even though they were
invited. In study 111, all units were included, while study IV focused on the three acute care
units. All interviews were conducted in rooms close to the units. Two research team
members, who had not been involved in the implementation activities, conducted the
interviews which lasted between 22 and 53 minutes.

Table 4. Overview of participants in study Il and study IV

Nurse Internal Registered Physicians
managers facilitators  nurses/assistant
nurses
Study 11 30 7 9 13 1
Study IV 19 3 6 10 0
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6.6.3 Data analysis common to study lll and IV

The quantitative data from the health records were organised in the software IBM SPSS
Statistics 22. The same dataset was used for study Il and V. The sample consisted of 1,153
patients whereof 400 patients were considered relevant to be offered assessment of their
symptoms using IPOS. The interviews were audio recorded and transcribed verbatim by an
external person. The texts were thereafter organised in the software NVivo10 for the analysis
in study 111 while the analysis in study IV was performed in Microsoft Word 2010.

6.6.4 Data analysis study Il

In study 111, descriptive data on the prevalence of completed IPOS and descriptive data
regarding number of performed activities in the implementation strategy were compiled.
Content analysis of the interviews, as described by Elo et al. (110) was performed. The texts
were read several times and meaning units were marked and inductively coded into
categories and subcategories. These in turn were deductively sorted (111) based on the
components of the process evaluation: context, implementation, mechanisms of impact and
outcome (95).

6.6.5 Data analysis study IV

In study 1V, data from the sample of 309 patients eligible to be offered to complete IPOS
were used. Descriptive statistics were used for demographic data of the patients: gender, age,
diagnosis and death on unit during the study. Further, frequency of healthcare professionals’
participation in the training sessions during the implementation period was calculated.
Multivariable logistic regression analyses were performed for identifying factors contributing
to or hindering patients from completion of IPOS. The prevalence of IPOS in patients” health
records was selected as the dependent variable and was categorised as yes or no. The
independent variables consisted of patient demographic data (n=4) and healthcare
professionals’ participation in training sessions (N=4). The patient related variables were
gender (woman/male), age (< 65 years, 66-74 years or > 75 years), diagnosis (cancer
disease/other chronic disease) and patients’ death on unit during the duration of the project
(yes/no). The variables related to healthcare professionals’ participation in training sessions
were categorised in the same way for RN/AN, internal facilitators and physicians (not at all,
1- 50 % in two or more training sessions, 51-100 % in two or more training sessions). The
categories for the nurse managers’ participation differed due to the low number of nurse
managers (not at all, 1-3 sessions, > 4 sessions).

Similar to study I11, qualitative content analysis as described by Elo et al. (110) was
performed for the eight interviews with healthcare professionals in the acute care settings.
The texts were read several times, meaning units were marked and labelled with codes.
Thereafter the codes were sorted into subcategories and finally organised into two main
categories.
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6.7 ETIHCAL APPROVAL AND CONSIDERATIONS

Palliative care research is strongly associated with ethical issues such as vulnerable study
populations. Ethical considerations according to the principles of the World Medical
Association Declaration of Helsinki (116) have been taken into account during the entire
process of this thesis. Study | was not regulated by the Swedish Act concerning Ethical
Review of Research Involving Humans (117) since it was a literature study. The interviews
with politicians, chief medical officers and healthcare professionals in study I1-1V were also
not regulated by the law, but an advisory statement from a regional ethical review board was
obtained (2013/875-31/1). A complementary application was approved (2015/2197-32) for
the review of health records in study Il and IV. Furthermore, all department managers gave
written permission for access to healthcare professionals for the interviews, for the
implementation and for access to the health records. To ensure autonomy and non-
maleficence (118), written as well as verbal information was given to the participants in the
interviews in study II-1V. The information emphasised that participation was voluntary and
participants could discontinue the interview at any time. Written informed consent was
obtained. Moreover, to give participants the opportunity to talk freely, the interviews for
study 111 and IV were performed by two research team members who had not been involved
in the clinical part of the implementation project.

The patients were not directly involved in the studies but some ethical issues are important to
discuss in relation to symptom assessment with IPOS and the review of the health records.
Assessment of symptoms is not only important in palliative care since, e.g. pain and nausea
can occur in any medical condition. It can be argued that not using assessment tools for
patients with palliative care needs could cause unnecessary suffering and thus be seen as
unethical. After gaining written permission from the department managers, IPOS was used as
an ordinary assessment tool at the participating units during the study period.

30



7/ RESULTS

7.1 MAIN FINDINGS STUDY |

A total of 240 quality indicators were detected in the review of guidelines for healthcare and
of these, eleven indicators were appropriate to palliative and end-of-life care (Table 5). Of
these eleven, three were general and common for cancer care, one was related to prostate
cancer and four were related to lung cancer. Three of the described indicators in the
guidelines were clearly related to end-of-life care: assessment of pain with numeric rating
scale during the palliative phase, prescription of opioid as required and registration in the
SRPC. Documentation of the patients’ transition to the palliative phase was referred to as a
development indicator in the guidelines for lung cancer. No indicator relevant for palliative or
end-of-life care was found in the guidelines for cardiology, diabetes, dementia, pulmonary
diseases and stroke. Moreover, in the document The care and nursing of the elderly, three
indicators that were general for palliative care were found: fraction of people aged 65 years
and older with assessment of pain with a numeric rating scale during the last week of life, the
use of guidelines for offering informed counselling to terminally ill people and counselling to
relatives after death.

Only a limited number of indicators were described in the regional/local documents. One
guideline included use of numeric rating scale for assessment of pain and one registration in
the SRPC as a quality indicator. Another guideline referred to the same quality indicators as
in the overall national guideline for cancer. The annual report for 2010 from SRPC included
quality indicators which corresponded to the indicators described in the general guidelines for
cancer as well as in the document regarding care of the elderly.

Most of the indicators found (10/11) were referred to as measuring processes. The indicator
pain assessment by numeric rating scale was generally referred to as a process measure, but
in the document for overall indicators for cancer care it was referred to as a process as well as
a structure measure. Seven of the eleven quality indicators had defined numerators and
denominators. Two out of three indicators specific to lung cancer and the three overall
indicators for cancer care included numerators and denominators: use of numeric rating scale,
prescription of opioid when required and registration in the SRPC.

The indicators in the document The care and nursing of the elderly were not referred to as
specific measures, but two out of three indicators had defined numerators and denominators.
None of the indicators defined in the regional/local documents and in the SRPC had defined
numerators and denominators.
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Table 5. Overview of quality indicators in national and regional guidelines and the Swedish Register of Palliative Care

National guidelines from the National Board of Health and Welfare including the document “The care and nursing of the elderly”

Use of numeric rating Prescription of an Registration in Other indicator relevant for palliative care and end-of-life care
scale (NRS) for the injectable opioid as the SRPC
assessment of pain required
Breast cancer care 2007
X X X
Colorectal cancer care 2007 X
X X
Lung cancer care 2010 *Palliative radiation therapy for incurable lung cancer
X X X * Palliative chemotherapy for lung cancer

*Stent in case of vena cava superior syndrome
* Documentation of the patient’s transition to the palliative phase

Overall indicators for cancer care 2007 X X X

Prostate cancer care 2007 X X X *Age-normalised incidence of palliative radiation therapy for
skeletal metastases in prostate cancer

The care and nursing of the elderly *Guidelines and procedures used for end-of-life care and nursing

2009 that describe, among other things, how informed counselling can

be offered to terminally ill people aged 65 years and older.
* Fraction of people aged 65 years and older who have died, for
whom pain was estimated with the aid of a scientifically
evaluated instrument such as a numeric rating scale or a visual
analogue scare, during the final week of life.
* Fraction of relatives offered counselling for survivors.

\ Regional clinical practice guidelines

Clinical guideline for the MdIndal area X
2006
Palliative care in Osterg6tland 2009 X X X
\ Swedish Register of Palliative Care
_ X X * Patient received information about their imminent death
(including other * Death in a preferred place
symptoms) * Did not die alone

* Next of kin offered follow-up appointment




7.2 MAIN FINDINGS STUDY I

The results of study Il are presented using all five domains in CFIR. However, not all
constructs were relevant for the data. The findings below are presented using only the
domains.

Regarding the intervention characteristics, knowledge about the National clinical practice
guideline for palliative care and the National knowledge-based guidance for good palliative
care in end-of-life care was scarce among stakeholders at all levels. However, politicians and
chief medical officers pointed out the importance of the documents concern the patient’s right
to equitable health and medical care and for further improvement of palliative care. The
concept of palliative care was mainly expressed as a holistic approach for patients at the end-
of-life and the care provided by specialised palliative care units. Knowledge about the
documents among staff was mainly restricted to the short version of the clinical guidelines.
Staff described palliative care in their everyday work as related to sudden disease and
difficulties in predicting impending death.

The outer setting was in this study, interpreted as being located outside the hospital.
Stakeholders, especially chief medical officers, described the aging population living with
chronic diseases as leading to an increasing need for palliative care. This was described as
posing a challenge for healthcare services in the future. The knowledge and perceptions of the
SRPC were, similar to that of the documents, of varying degrees among all stakeholders. The
register was to some extent experienced as not being adapted to acute care organisations.

All stakeholders described the inner setting, interpreted as being located within the hospital,
as an obstacle to the provision of palliative care. Heavy workloads and feelings of lack of
time were experienced as an obstacle for palliative care. The decision to end ongoing life-
sustaining treatment and focus on palliative care was experienced as difficult by all healthcare
professionals. Lack of internal collaboration was described, especially by ANs, and all
stakeholders described external inter-professional collaboration as insufficient.

Poor work continuity among healthcare professionals as well as poor communication and
teamwork were additional obstacles for providing palliative care. Nevertheless, healthcare
professionals emphasised a readiness for the improvement of palliative care. They requested
training and support, both theoretically and in their clinical work.

Regarding the characteristics of the individuals involved, the gender distribution among
interviewees was uneven in all groups except for the politicians. Among the participating
chief medical officers, one was a woman, while among the healthcare professionals, women
were in the majority. All nurse managers were women. Physicians participating in the
interviews had at least 15 years experience in their profession compared to participating RN,
where twelve out of 20 had worked less than five years in their profession. Four out of nine of
the participating ANs had less than five years experience as ANs. The level of formal and
informal training regarding palliative care was low among all professionals.
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Prior to upcoming process of implementation, all stakeholders described the use of internal
facilitators with formal assignments as an important factor for successful implementation of
palliative care in acute care settings.

7.3 MAIN FINDINGS STUDY llI

A total of 1,153 patients were admitted to the units during the study period. Of these, 400
were relevant for offering assessment of their symptoms using IPOS. The primary outcome
in the study, the prevalence of completed IPOS in patients’ health records, varied widely
between the units. In the pulmonary unit and the inpatient palliative care unit about half of the
patients had a completed IPOS (53 % and 44 %) in their health records. The lowest
prevalence was found in the gastro-surgery unit (6 %) followed by the neurological unit

(9 %), while the result in the home care team was 35 %.The context in the acute care units
was described as having A need for an improved culture regarding palliative care. It was
further depicted as focusing on curative therapy and the teamwork between healthcare
professionals when caring for patients with palliative care needs was perceived as
insufficient.

The implementation started with information meetings, which were held at all units except
for the gastro-surgery unit. The number of performed training occasions and the number of
participants varied between the units. The pulmonary unit had the highest prevalence of
participating RNs/ANs, where 83 % of them participated in > two sessions, followed by the
palliative care unit where nearly three quarters (72 %) of RNs/ANSs participated in > two
sessions. In the gastro-surgery unit 60 % of RNs/ANs participated in > two sessions and in
the neurological unit 49 % of RNs/ANs in > two sessions. Nurse managers at all units
participated in > two sessions, except the nurse manager at the neurological unit who did not
participate at all. Only a few of the physicians in the acute care units participated in training
sessions, claiming that the strategy was questionable and of less interest to them. The content
of the training sessions was perceived in divergent ways: in the acute care units staff stated
that it was related to everyday work, whilst staff in the palliative unit perceived it as nothing
in it for us. The visits/contacts between the internal and external facilitators were, to a large
extent carried out, although not completely, in accordance with the project plan.

Several mechanisms of impact were identified. Feelings of constantly increasing workload
and constantly on-going changes were described at all units. Caring for severely ill patients
with a need for advanced care, in combination with endless changes of different kinds were
leading to feelings of change fatigue. However, healthcare professionals emphasised the
importance of quality improvement regarding patient care. Concerning the components of the
implementation strategy, the importance of the internal facilitator as well as the impact of
nurse managers’ support were described as crucial for the use of IPOS. A perceived barrier
that was reported for the implementation of IPOS was unclear documentation of the IPOS
form. Since it was not possible to complete IPOS forms in the digital health record, healthcare
professionals at all units described uncertainty about how to record IPOS.
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7.4 MAIN FINDINGS STUDY IV

A total of 309 patients were included in the study, whereof 126 were cared for on the
pulmonary unit, 101 on the neurological unit and the remaining 82 on the gastro-surgery unit:
a total of 22 % of the patients had completed IPOS. The largest age category was those aged
> 75 years (58 %), followed by just over a quarter of those aged 66 to 74 years and the gender
distribution was even. Nearly three quarters of the included patients (72 %) suffered from
severe chronic diseases and 6 % died on the units during the duration of the project.

Chi-square tests of the variables regarding patient demographics showed a significant
association for patients with completed IPOS and chronic diseases other than cancer

(» = 0.001) when compared with patients with cancer. Fisher’s Exact Test was used for the
variables related to healthcare staff participation in training sessions due to cell counts
smaller than 5. The tests showed a significant association between healthcare staff’s
participation and patients having completed IPOS (p < 0.001), regardless of profession.

Also the two models tested in the logistic regression analyses showed a significant
association between patients having completed IPOS and healthcare staft’s participation in
training sessions, regardless of profession. In the first model, the strongest determinant for
patients having completed IPOS was the participation of more than 50 % of the internal
facilitators (OR = 15.8; 95 % CI = 3.18-78.53) and, in the second model, participation of
more than 50 % of the physicians at the unit (OR = 15.8; 95 % CI =3.18-78.53).

Healthcare professionals’ experiences of using IPOS fell into two main categories: IPOS
acting as a facilitator and barriers for use of IPOS. The use of IPOS contributed to person-
centred care of patients with palliative care needs as well as to improvement of the quality of
care. Healthcare professionals described IPOS as making it easier to communicate with
patients. Moreover, they experienced IPOS as contributing to increased teamwork and
awareness on how to integrate palliative care. Healthcare professionals also described that the
use of IPOS contributed to and inspired to improvement of routines in that the content of
IPOS made the documentation in health records easier. However, there were also barriers and
insecurity regarding the use of IPOS. The healthcare professionals described lack of
knowledge in palliative care and limited clinical experience of caring for patients with
palliative care needs as factors hindering them in the use of IPOS. This was described as
giving them feelings of uncertainty on how to approach severely ill patients and their next of
kin. Further, they expressed an uncertainty on how to integrate palliative care in the care of
patients affected by severe chronic diseases. Another barrier to using IPOS was difficulties in
finding new routines for the use of IPOS. Contextual factors, such as a sense of high
workload and feelings of time pressure in their daily work, contributed to IPOS being
omitted. Further, insufficient teamwork contributed to difficulties in finding new routines for
the use of IPOS.
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8 DISCUSSION

Taken together, the findings in this thesis contribute with 1) knowledge about obstacles and
opportunities for the implementation of palliative care in acute care settings, 2) information
about the feasibility of a specific implementation strategy for IPOS and 3) healthcare
professionals’ experiences of using IPOS. Interviews with politicians, chief medical officers
and healthcare professionals in study Il detected several factors which could act as obstacles
or opportunities for implementation. These findings, in combination with theoretical
assumptions and research on implementation, contributed to the tailoring of a strategy to
support the implementation of IPOS. The process evaluation of the implementation showed a
large variation of completed IPOS, indicating a strong influence of contextual factors, but
also that the strategy appeared less relevant for achieving successful implementation.

Some implementations efforts succeed in fully reaching the expected change, however many
others fail. Implementation in healthcare is most often a complex undertaking because it
includes several interacting components. Each component may have the possibility to
influence the outcome of the implementation (90). According to the Medical Research
Council framework on complex intervention (119), an intervention may be defined as
complex based on five different aspects, each one contributing to the complexity. The
number of interacting components and the number of behaviour changes that the
receiver/participant in the intervention are expected to undertake contributes to the
complexity, as well as if the expected change is experienced as difficult. The number of
groups and if the groups are at different levels in the healthcare organisation also make a
contribution. Finally, the number of outcomes and opportunities for tailoring the intervention
to the context influence the complexity (119). It can be argued that the implementation of
palliative care is a complex intervention due to its holistic approach including several
perspectives, and because the emotional challenge of death.

8.1 THE PREVALENCE OF QUALITY INDICATORS

Findings in study | showed a scarce presence of quality indicators, relevant to the palliative
care of patients with disease other than cancer, in guidelines for healthcare. As described by
Mizuno et al. (120), quality indicators for the palliative care of patients with heart diseases
have not yet been developed, indicating a need for further development to enable
measurement of the quality of palliative care of patients with diseases other than cancer. The
quality indicators found in the SRPC were not specified for particular diseases and could be
applied to palliative care regardless of disease. In 2016, the NBHW evaluated end-of-life care
in Sweden based on the National knowledge-based guidance for good palliative care in end-
of-life care (121). Data from the SRPC was used as one source for the evaluation. This
showed, among other things, that the use of pain assessment tools during the last week of life
has increased in recent years. However, assessment of pain is still unequal considering patient
demographics, such as age, gender and diagnosis, and geographical location. To promote
quality of life for patients at the end-of-life, the NBHW has set a target level for the use of
assessment tools for pain in the last week of life at 100 % (122).
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8.2 THE CONCEPT OF PALLIATIVE CARE

Findings in study I, scarce knowledge among stakeholders at all levels about the two
national guiding documents on palliative care, indicate that the documents have not reached
recipients in acute care organisations to a proper extent. Moreover, the findings add
knowledge about perceptions concerning the concept of palliative care. Uncertainty regarding
the relevance of palliative care in acute care was to some extent, underlined by the chief
medical officers questioning of the appropriateness and usefulness of the Swedish Register of
Palliative Care. Research in palliative care has a short history compared to other areas of
healthcare, it has only been an academic topic for a short time. There might be uncertainty
about the evidence for providing palliative care in acute care, which may also have affected
the implementation of IPOS as reported in study 111 and IV.

Palliative care is still frequently described in the literature in terms of end-of-life care (123,
124). 1t has been suggested that the unclear definition of the concept creates confusion
regarding care (71). Gatekeeping to avoid research on palliative care has been described to
occur on different levels in healthcare organisations, from ethical boards to the direct contact
with patients and their next of kin (125). The topic itself may be experienced to cause
discomfort leading to a fear of burdening both the patient and the next of kin in a situation
where they are considered vulnerable (125, 126). However, research in palliative care has
grown in areas such as symptom assessment and symptom management. Even though the
awareness of the importance of good palliative care has increased, healthcare professionals’
perceptions of and access to knowledge about palliative care are probably crucial for whether
they want to be influenced and change their behaviour, particularly when working in acute
healthcare organisations.

8.3 FEASIBILITY OF THE IMPLEMENTATION STRATEGY

The huge variation of completed IPOS shown in study Il indicates that the strategy was not
working that well for supporting the implementation of IPOS.

The interviews in study Il enhanced the opportunities to tailor the strategy to the context, that
of acute care settings. Since two of the units, the pulmonary and the neurological units were
the same in the pre-implementation study Il and the implementation study 111 and 1V, the
strategy could be considered relatively well adapted to the context of these units. The
inclusion of the gastro-surgery unit in study Il and IV added the perspective of the surgical
specialty in hospitals. The inclusion of the palliative care unit, with an inpatient unit and a
specialised palliative home care team, brought a broader understanding of the process and
outcome of the strategy. However, it is possible that the design of the strategy would have
been differently designed if preceding interviews had been conducted in these additional
units.
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8.3.1 Outcome - IPOS

The object of the implementation, IPOS, has recently been translated into Swedish. For this
reason it was not a well-known assessment tool. Previous research has highlighted problems
related to practical issues creating barriers for the use of PROM (115) and the findings in
study Il and IV show similar barriers. One reason for the variation of completed IPOS could
be previous experience of using assessment tools. The units’ previous experiences of using
assessment tools were not investigated prior to implementation. Little experience of using
assessment tools may have contributed to the healthcare staffs’ feelings of insecurity
regarding the use of IPOS. Perhaps there was too little theoretical education on IPOS and
practicing the tool in the training sessions. The study period over twelve weeks of clinical use
of IPOS may also have been too short for the healthcare professionals being able to feel
comfortable using IPOS and establish routines for its use. However, they also experienced
IPOS as a facilitator for the care of patients with palliative care needs. Previous research on
experiences of using PROMSs has shown similar results, in that the PROMs acted as
complements to clinical assessment of the patients. By combining these information sources,
the care of the patient was improved (115).

8.3.2 Mechanisms of impact

The findings in study Il and IV provide important knowledge about factors related to the
context that affected the implementation. Nurse managers support, i.e. leadership, and
support from internal facilitators in using IPOS were highlighted as important by healthcare
professionals. However, the conditions for managers and internal facilitators to support staff
were in turn affected by contextual factors, e.g. staff shortage and high workload. The
culture in the acute care hospitals, and thereby the conditions for good care, was also
described as hindering the introduction of IPOS. All these three factors are closely
intertwined and probably affecting each other. Previous research on implementation has made
similar findings, suggesting that circumstances as in the current project are commonly
occurring (127-129).

Leadership was a prominent finding in study Il being an important factor for support or
non-support of the internal facilitators and healthcare professionals in the use of IPOS. The
support from nurse managers was perceived as either very supportive or lacking depending
on the unit. Their participation in training sessions varied and none of them participated in all
training sessions. However, the nurse managers also reported an awareness of their lack of
involvement in the project. A previous study showed that even though healthcare
professionals were positively persuaded about the use of guidelines on cardiovascular
diseases, lack of leadership acted as a barrier for implementation (129). This was pronounced
for staff of younger age and working in hospitals. According to Zheng et al. (130), caring for
patients at the end-of-life is an emotional challenge for newly graduated nurses. Nurses
experienced a variety of unpleasant feelings, e.g. nervousness and helplessness, and
performing nursing care alone made them feel uncomfortable. Since participants in study Il
indicated that RNs in the acute care units in general were young and newly graduated one
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may assume that the combination of young nurses working in acute care settings and the lack
of leadership affected the implementation of IPOS.

The findings regarding leadership and facilitation suggest that the assignments for the nurse
managers and the internal facilitators in the performed strategy worked deficient. Further
measures to strengthen the engagement of the nurse managers and preparations of the internal
facilitators would probably have improved the preconditions for a more successful
implementation. Training the facilitators and nurse managers in the use of IPOS before
training the healthcare professionals would have prepared them in a better way. Additional
contacts between the external facilitator and the nurse managers during implementation may
also have improved the nurse managers’ engagement in changing practice.

The role of a facilitator has increasingly been described as an important but complex
undertaking in supporting implementation (97). It is an active role with the objective to
motivate and support in making change. According to Cranley et al’s (131) description of
different kinds of facilitator roles, the internal facilitators in the used implementation strategy
are to be considered as coaches, while the role of the external facilitator, the one that I had, is
to be viewed as an outreach facilitator. The internal facilitators had ambitions to support
healthcare professionals in the use of IPOS, but contextual factors, e.g. lack of time and work
schedules, hindered them. This also impacted their opportunities to meet the external
facilitator. Nevertheless, the findings in study Il showed that support from the internal
facilitator was perceived as important, indicating that further efforts to strengthen the internal
facilitators in their roles should be considered in future implementation endeavours. Regular
group meetings between internal and external facilitators with opportunities to discuss
experiences and support each other may strengthen the internal facilitators in their roles.

As found in study 1V, participation in training sessions, regardless of profession, was
significantly contributing to patients completing IPOS. Furthermore, healthcare
professional’s experienced the education as helpful when caring for patients. Nevertheless,
they also expressed insecurity in their use of IPOS and uncertainty in how to approach the
patients and next of kin. Moreover, healthcare professionals experienced lack of specific
knowledge concerning IPOS. This indicates that the content in the education was not
sufficient for a more extensive use of IPOS. Previous research has highlighted education as
an important component in the implementation of PROMs (113-115). The units had huge
opportunities to influence the time and number of training sessions, but the 2-4 weeks time
period for the training sessions may have been too short. A longer period may have resulted
in higher proportions of participants in the training sessions and, thereby, increased
knowledge about IPOS, which in turn may have strengthen the group in their support of each
other.

One of the four fundamental prerequisites in palliative care is multi-professional teamwork
(8). A clear limitation in the strategy was the fact that I, as a nurse, performed the education
and acted as external facilitator without co-workers from other healthcare professions. This
may have affected the credibility of the training sessions in being intended and useful for also
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professions other than nurses and assistant nurses. Participation in training sessions by the
physicians was low. An underlined reason for this was that the project was perceived to be of
less interest for them while being regarded as a nursing project. Since teamwork is an
essential part of palliative care, it is unfortunate that the physicians did not recognise the
project as important for improving palliative care in the units. However, previous research
has described lack of a functional team as a barrier for implementation. The importance of
everyone in the team getting the same information has been highlighted as necessary to be
able to make changes (128), suggesting the need for a longer period of time for training and
facilitation in an upscaled implementation effort. Further, findings in previous research have
shown that insufficient teamwork could hinder implementation of guidelines (127). Since
completed IPOS in our strategy required cooperation between, at least, nurses and physicians
in order to initiate or change treatment to achieve symptom relief for the patient, the
insufficient teamwork described in study 1V may have contributed to the low prevalence of
completed IPOS.

The focus on IPOS may have been a contributing factor to physicians’ participation in the
project. A previous study found that physicians in acute care may feel hesitant about using
PROMs. The role of PROM in the specific context was questioned and uncertainty in
interpretation of the findings of the PROM contributed to the distrust (132).This reinforces
the importance of implementation strategies for palliative care in acute care should be carried
out by a multi-professional team. Also having a physician as an internal facilitator may
strengthen the implementation and demonstrate teamwork as a fundamental part of the
concept of palliative care.

In study I, factors related to the environment in acute care settings were described as
obstacles to the provision of palliative care. A high workload was described to contribute to
feelings of lack of time. In addition, poor work continuity among healthcare professionals and
poor communication contributed to feelings of insufficient teamwork and thereby acting as
obstacles for providing palliative care. It was not surprising that the same factors appeared in
study 111 and 1V, described as obstacles for using IPOS, indicating that the strategy did not
overcome these barriers. Staff shortages, especially among nurses, high workload, and time
pressure contributed to IPOS not being used, as well as feelings of always ongoing changes.

Previous research has highlighted lack of time as an important barrier for implementation of
guidelines (127, 129) and for the use of quality indicators for palliative care (128).
Furthermore, time constrains is a well-known barrier for use of PROM (114). Time shortage
has also been shown to contribute to nurses leaving care left undone. For example,
communication has been described as a prominent activity not being performed (133). In the
qualitative findings in study 1V, healthcare professionals described feelings of uncertainty on
approaching severely ill patients and their next of kin. Probably these patients were perceived
as vulnerable, which is a reason for gatekeeping (125). Since communication is a prerequisite
for use of IPOS, healthcare professionals’ uncertainty in talking with patients and feelings of
lack of time, one may assume that using IPOS may have been left undone as described by
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Ball et al. (133). In future research on implementation of IPOS further efforts are needed to
support healthcare professionals in communicating with severely ill patients.

8.3.3 Theoretical assumptions

The components in the strategy were based on theoretical assumptions on implementation
taken from the PARIHS framework: evidence, context and facilitation (16). Nevertheless, a
more extensive use of theoretical assumptions could probably have contributed to better
feasibility, which is of importance for a potential upscaling of the implementation strategy.
Different types of theories could be useful depending on whether the intention of the
implementation is to change behaviour or affect attitudes and awareness regarding different
ways of working. Implementation of PROMs implies changes in behaviour, e.g. on how to
integrate palliative care in acute care, and awareness of ways of working, e.g. teamwork and
routines for the use of PROM. Consequently, theoretical assumptions developed for such
objectives are needed (134). Several types of theories may then be relevant to take into
account, such as theories on communication and teamwork (26).

8.4 METHODOLOGICAL CONSIDERATIONS

In order to fulfil the evaluation of the implementation design, a mixed methods approach was
used. Both qualitative and quantitative data were collected and qualitative and quantitative
analysis methods were used. This means that trustworthiness needs to be discussed from
several perspectives. Trustworthiness is reflected by different concepts depending on whether
qualitative or quantitative methods have been used. Credibility, dependability, conformability
and transferability are important for qualitative studies, while reliability and validity are
relevant to discuss for quantitative studies.

A major strength is the overall design of the doctoral project, with studies I and Il illustrating
obstacles and opportunities for implementation, followed by the use of the results in the
development of the implementation strategy and finally the evaluation of implementation as
presented in study Il and IV. In study I and Il, where obstacles and opportunities for
implementation of palliative care were investigated, data were collected from several levels
of the healthcare organisation, from the authority NBHW, to politicians in county councils,
different levels of managers in acute care and also clinically practising healthcare
professionals. The variation of the sample thereby strengthens the credibility.

To strengthen the transferability of the implementation strategy, a project plan was
developed. The components of the strategy were described in detail, such as the assignments
for the nurse managers and the internal and external facilitators. Furthermore, learning
outcomes were developed for each training session. However, adaptations needed to be made
continuously during the implementation process based on the specific situations that
emerged, e.g. follow-up of questions that arose during the training sessions. The description
of the context of the participating units strengthens the transferability, while the small number
of participating units is a limitation. At the same time, it is appropriate to conduct smaller
studies to understand feasibility before conducting a larger implementation intervention.
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Previous research has shown that a bottom-up perspective on implementation of clinical
guidelines is preferred by healthcare professionals (135). This indicates a need for integrated
knowledge translation, i.e. researchers and user of guidelines working close together (136).
Workshops with healthcare professionals could provide opportunities to set a common
benchmark for tailoring of future implementation strategies.

In connection with the interviews in study Il and during the work with the implementation
study, a close cooperation was established between myself as a nurse researcher and the study
participants: healthcare professionals, facilitators and nurse managers. Interactive research
approaches have both pros and cons. It is important to maintain a proper distance between the
researcher and the participants. On the other hand, acting as an external facilitator in the
implementation strategy required an ability to enthuse the participants. By keeping a diary
and continuously discussing with my co-authors, my objectivity during the implementation
and its evaluation was strengthened.

In study I, data were collected through a review of guidelines searching for quality indicators
related to diseases associated with forthcoming death. The inclusion of guidelines was mainly
based on the reports National indicators of good care (106) and End-of-life care (77) from
the NBHW, which may have limited the search and thereby the result. It cannot be excluded
that further guidelines existed at the time of the search, primarily concerning municipally
organised healthcare, such as nursing homes.

In study 11, the length of the interviews with the politicians and chief medical officers varied
widely. The shortest duration was 12 minutes and the longest 43 minutes. Although the
shortest interview only lasted for 12 minutes, it provided important information. The findings
regarding interviewees not knowing that much about the national documents add a dimension
to the problems of diffusion of knowledge and are a result in itself. A limitation is that four
out of eleven of the interviews were conducted by telephone. This may have affected the
conversation, since it is not as personal as a face-to-face interview.

In study Il, 111 and IV, healthcare professionals were recruited according to their availability
during their working shifts. It was therefore not possible to achieve an equal distribution of
participants from the different units or heterogeneity in terms of age, gender and years in
profession.

In study Il, the number of participants in the group interviews with healthcare professionals
varied, from three to six, while nurse managers and physicians were interviewed individually.
The field notes | made before the interviews contributed to the probing questions asked
during the interviews. Trustworthiness in study Il was strengthened by the moderation of one
co-author (JS) in three of the group interviews.

Similar to study I, the numbers of participants at each interview occasion for study Il and 1V
varied from individual interviews to groups of two to four participants due to the recruitment
procedure being the same as in study Il. To strengthen the relevance of content in the
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interviews, an interview guide had been developed. While I had supported the
implementation in the units, it was not appropriate for me to conduct these interviews. To
enable the participants to talk freely, all the interviews were performed by a co-author (JS)
except for one interview which was conducted by another co-author (TB). The small number
of participants in the groups may have influenced the interaction during the conversations and
thereby affecting the credibility. In order to inspire the participants to share their experiences,
open-ended questions were asked, followed by probing questions. A limitation of the
interviews might be that no pilot interview was conducted.

The use of the framework CFIR (94) in study Il, and the guidance from the Medical Research
Council (95) in study I, contributed to the focus of the research questions in the analyses.
However, it was important not to be completely guided by the framework in the analysis
process, as this can lead to lack of attention to the content in the text. CFIR was helpful in
ensuring focus on the research questions: the participants’ perceptions of the guidelines, and
the obstacles and opportunities for their implementation. To increase the credibility of the
content analyses in study 11-1V, regular discussions took place among the researchers
involved in the analysis. In the initial part of the analysis process, | had continuous
discussions about the findings with the current last author. Later, the findings were discussed
with the whole research group on several occasions. Citations have been used to illustrate
statements and make the analysis transparent.

To structure a process evaluation, the investigation and its findings might be sorted into the
following main components: context, implementation and mechanisms of impact (95). The
evaluation in study Il focused on the implementation process and, thereby, on the strengths
and weaknesses of the design and performance of the implementation support. However, it
can be difficult to cover all aspects contributing to the results. The interpretation of the
statements in the interviews in study 11 was a challenge in having an open mind to what the
interviewees described and at the same time the distinguish between the main components in
the process evaluation. Although a description of the components is available in the guidance
from the Medical Research Council, it was not obvious how to separate between statements,
primarily in sorting it to context or mechanisms of impact. A further limitation of process
evaluations, as described in the guidance, is that there is no consensus regarding how to
distinguish between the different concepts fidelity, reach, and dose (95). This means an
uncertainty in the comparability between projects evaluated with this approach.

Aspects of reliability and validity are of importance when dealing with quantitative data.
Although a description was compiled regarding types of patients with a presumed need for
palliative care and thereby relevant to be offered to complete IPOS, there may be a difference
in how | viewed relevance and how the healthcare professionals viewed relevance. Further,
the healthcare professionals experienced storing the completed IPOS in the patient health
records as a barrier for the use of IPOS, which may have affected the number of completed
IPOS found in the health records. The sample in study IV (n=309) strengthened the logistic
regression analyses.

43



9 CONCLUSIONS

In conclusion, the findings from the four studies in this thesis add important knowledge about
the obstacles and opportunities for implementation of palliative care in acute care settings in
general, and specifically on implementation of the assessment tool IPOS.

There was a lack of quality indicators relevant for palliative care and end-of-life care in
national guidelines for diseases other than cancer and care of the elderly. The most common
quality indicators were the use of a numeric rating scale for the assessment of pain,
prescription of an injectable opioid as required and registration in the SRPC.

The knowledge about the National knowledge-based guidance for good palliative care in
end-of-life care among local politicians as well as chief medical officers and healthcare
professionals in acute care settings was scarce. Palliative care was referred to as a holistic
approach for patients in end-of-life. Demographic changes with an aging population living
with chronic diseases were described as a challenge for healthcare services.

Providing palliative care in acute care settings was associated with obstacles related to the
context. A heavy workload and a feeling of lack of time as well as poor communication and
teamwork among healthcare professionals were described as obstacles for providing
palliative care. They emphasised training and support in their desire to improve palliative
care.

A strategy to support implementation of IPOS, based on the healthcare professionals’
descriptions of obstacles and opportunities for implementation of palliative care and
theoretical assumptions for implementation, was developed. It included information, training
and symptom assessment using IPOS. Internal facilitators and nurse managers were assigned
to support the implementation. An external facilitator provided support to healthcare
professionals and the internal facilitators. The strategy was performed at three acute care
units, one palliative inpatient unit and a specialised palliative home care.

Findings from the evaluation imply that the strategy was not feasible to fully support
implementation of IPOS. The components in the strategy had limitations, e.g. the training
sessions were performed by a nurse instead of a team, and contextual factors relating to acute
care settings, e.g. lack of teamwork and a high workload, were not possible to overcome.
There was a positive association between healthcare professionals’ participation in training
sessions and patients completing IPOS. The use of IPOS was found to act as a facilitator for
improvements in the care of patients with palliative care needs, but healthcare professionals
also described uncertainty in how to approach severely ill patients and how to integrate
palliative care for these patients.
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10 IMPLICATIONS AND FUTURE RESEARCH

Demographic changes with an aging population living with chronic diseases will increase the
need for palliative care. Patients with palliative care needs will be cared for in a diversity of
settings, including hospitals. Palliative care as an approach to improve quality of life for
patients with life-threatening diseases should be offered to everyone person who needs it,
regardless of place of care. The scarce awareness of the two documents on palliative care, A
National knowledge-based guidance for good palliative care in end-of-life care and National
clinical practice guideline for palliative care shows a continuing need for dissemination of
knowledge about palliative care in acute care settings. Although the findings in this thesis
indicate that the strategy for supporting implementation of IPOS was not that successful as
we had hoped for, the findings add important knowledge that can be used in clinical practice
and future research. The thesis highlights the need for more research on implementation of
palliative care in hospitals in general and of PROMs, such as IPOS, more specifically.
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11 SWEDISH SUMMERY/SVENSK SAMMANFATTNING

11.1 BAKGRUND

Kvalitetsarbete genomfors kontinuerligt och systematiskt inom halso- och sjukvarden. Ett
vanligt satt att sammanstalla den evidens som finns for vard genom forskning och utveckling
inom ett visst omrade, ar att publicera olika former av riktlinjer och vardprogram. For att
kunskapen ska spridas och anvéndas behéver dokumenten implementeras, vilket sker med
varierande resultat. Ett flertal faktorer kan paverka en implementeringsprocess, t.ex. vilka
evidens som finns for atgarden, vilka personer som berors av forandringen och i vilken
kontext/sammanhang forandringen ska genomforas.

I Sverige avlider cirka 90 000 personer arligen och vanligtvis orsakas dodsfallen av kroniska
sjukdomar, t.ex. kronisk obstruktiv lungsjukdom och neurologiska sjukdomar. Palliativ vard,
dvs. att lindra lidande och framja livskvalitet, ar en viktig del av halso- och sjukvarden. En
tredjedel av dodsfallen i Sverige sker pa akutsjukhus, dvs. i en hogteknologisk miljo vars
framsta uppdrag att radda liv. Tidigare studier visar pa problem med palliativ vard inom
akutsjukvarden sasom svarigheter med stallningstagandet att patienten befinner sig i livets
slutskede och att ge information till patienten/narstdende om vardens mal och inriktning.

Som all halso- och sjukvard ska palliativ vard och vard i livets slutskede vara evidensbaserad.
Socialstyrelsen publicerade 2013 nationella riktlinjer - Nationellt kunskapsstod for palliativ
vard i livets slutskede - och 2012 publicerades ett nationellt vardprogram - Nationellt
vardprogrammet for palliativ vard fran Regionala cancercentrum i samverkan. Genom
registrering i Svenska Palliativregistret ges mojligheter till uppfdljning av varden. Det
Overgripande syftet med avhandlingen var att studera implementering av kunskapsbaserad
palliativ vard inom akutsjukvarden.

11.2 SYFTE OCH METOD

Studie I och 11 fokuserade pa att identifiera hinder och majligheter for implementering av
palliativ vard inom olika organisationsnivaer. Resultaten anvandes i utarbetandet av en
strategi for att stodja implementeringen av symtomskattningsformuléaret Integrated Patient
Outcome Scale (IPOS). I studie 111 och IV utvérderades genomfdrandet av strategin.

Syftet i studie I var att beskriva vilka kvalitetsindikatorer relevanta for palliativ vard och vard
i livets slutskede som kunde aterfinnas i befintliga nationella policydokument publicerade av
Socialstyrelsen. Darutover granskades regionala/lokala vardprogram for palliativ vard samt
arsrapporten for Svenska Palliativregistret 2010. En kvantitativ deskriptiv analys
genomfordes.

Syftet i studie I var att undersoka landstingspolitikers, cheflakares och vardpersonalens
uppfattning om dokumenten Nationellt kunskapsstod for palliativ vard i livets slutskede och
Nationellt vardprogram for palliativ vard samt att identifiera hinder och méjligheter for att
implementera dessa inom akutsjukvarden. Sex politiker i lika manga landsting samt fem
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chefslakare pa olika akutsjukhus intervjuades. Darutéver intervjuades lékare, sjukskoterskor
och underskoterskor vid tre vardavdelningar pa ett akutsjukhus om sin kdnnedom om
dokumenten samt hinder och mojligheter for implementering. En kvalitativ riktad
innehallsanalys genomfordes. Vid analysen anvéandes The Consolidated Framework for
Implementation Research (CFIR), ett teoretiskt ramverk som kan anvandas for att stddja och
utvardera implementeringsprocesser.

En strategi for implementering av IPOS utarbetades, baserad pa teoretiska antaganden i
ramverket Promoting Action on Research Implementation in Health Services (PARIHS),
tidigare implementeringsforskning samt resultaten i delstudie I och Il. Strategin bestod av
information, utbildning samt klinisk anvandning av symtomskattningsformuldret IPOS under
12 veckor. En beskrivning av patienter med allvarliga sjukdomstillstand och palliativa
vardbehov som torde erbjudas att skatta sina symtom utarbetades. For att ytterligare stodja
implementeringen ombads respektive chefsjukskoterska att utse 1-2 sjukskéterskor som
kunde agera som interna faciliterare, dvs. stodja 6vrig personal i anvandandet av IPOS.
Chefsjukskaoterskorna ombads dven att stodja de interna faciliteterna under projekttiden. For
att ytterligare stodja implementeringen agerade jag sjélv som extern faciliterare. All
vardpersonal erbjods att delta i sex uthildningsmoduler & 15 minuter. Innehallet i utbildningen
bestod av information och kunskap om palliativ vard, symtomlindring, kommunikation samt
symtomskattningsformularet IPOS. Utbildningen var baserad pa Nationellt vardprogram for
palliativ vard och genomfdrdes pa enheterna utifran respektive enhets énskemal. Under den
kliniska anvandningen genomfordes kontinuerliga kontakter, inledningsvis som méten och
senare via mail mellan de interna faciliterana och mig som extern faciliterare.

Syftet i studie 111 var att utforska genomforbarheten av strategin for att implementera IPOS
inom akutsjukvarden. Strategin genomfordes pa tre akutsjukvardsavdelningar. For att fa
ytterligare kunskap om genomfarbarheten av strategin genomférdes den aven pa en
vardavdelning for specialiserad palliativ vard samt ett hemsjukvardsteam for specialiserad
palliativ vard.

Syftet i studie IV var att undersoka vilka faktorer som bidrog till eller forhindrade att
patienter med behov av palliativ vard fick sina symtom skattade med hjalp av IPOS samt att
beskriva vardpersonalens erfarenheter av vad som forhindrar och/eller underlattar systematisk
anvandning av IPOS inom akutsjukvarden.

Datainsamlingen for studie 111 och 1V genomfordes vid samma tillfalle. Som utfallsmatt
anvandes forekomsten av IPOS i patientjournaler. Kvantitativ data insamlades genom att
undersoka forekomsten av IPOS i journaler for de patienter som borde erbjudits att anvanda
IPOS. Deskriptiv data angaende deltagare i utbildningarna och genomforda méten med
interna och extern faciliterare insamlades genom dagboksanteckningar. Kvalitativ data
insamlades genom intervjuer med vardpersonalen och chefsjukskoterskor vid de deltagande
vardavdelningarna. I delstudie 111 genomfordes en processutvardering dar alla deltagande
vardenheter ingick. | delstudie IV ingick data fran de tre akutvardsavdelningarna. Delstudie
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IV har en mixed-metod ansats med deskriptiv statistik, regressionsanalyser och kvalitativ
innehallsanalys.

11.3 RESULTAT

Resultatet i delstudie | visar dverlag att endast ett fatal (11/240) av de kvalitetsindikatorer
som aterfanns i de granskade dokumenten var relevanta for palliativ vard och vard i livets
slutskede. Dessa indikatorer fanns beskrivna for varden vid cancersjukdomar samt for vard
och omsorg av aldre personer. Den vanligaste indikatorn var registrering i Svenska
Palliativregistret och dérefter skattning av smarta med skattningsinstrument samt vid
behovsordination av opioid.

Intervjuerna i delstudie 11 visade generellt en 1ag kdnnedomen om dokumenten Nationellt
kunskapsstod for palliativ vard i livets slutskede och Nationellt vardprogram for palliativ
vard och kdnnedomen om Svenska Palliativregistret varierade. Begreppet palliativ vard
beskrevs som ett holistiskt forhallningssatt vid vard av patienter i livets slutskede.
Vardpersonalen beskrev palliativ vard som vanligt forekommande i det dagliga arbetet.
Vardkontexten inom akutsjukvarden, med hog arbetsbelastning och otillracklig
kommunikation och teamarbete, beskrevs som hinder for att kunna ge god palliativ vard.
Vardpersonalen efterfragade kunskap om palliativ vard, bade teoretiskt och praktiskt.

Processutvarderingen av genomfdrandet av implementeringsstrategin i delstudie 111 visade
att forekomsten av IPOS i patientjournalerna varierade stort: fran 6 % till 53 %. Aven
deltagandet i utbildningen varierade: av alla sjukskdterskor/underskoterskor vid respektive
avdelning deltog fran 83 % till 49 % i > 2 utbildningsmoduler. Alla utom en av
chefsjukskoterskorna deltog i > 2 utbildningsmoduler. Endast ett fatal lakare deltog da de
ansag att strategin inte var intressant ut deras perspektiv. Flera faktorer beskrevs paverka
anvandningen av IPOS, varav flera av dem beskrevs som hinder for implementering i
delstudie II: hog arbetsbelastning samt otillracklig kommunikation och teamarbete.
Ledarskap och stod fran faciliterarna beskrevs som viktiga faktorer for att IPOS skulle
anvandas. Oklarheter i dokumentationen av IPOS, som inte var mojlig att gora i det digitala
journalsystemet, var en hindrande faktor.

| delstudie 1V, dar data fran de tre akutavdelningarna analyserades, visade de kvantitativa
analyserna en signifikant association mellan vardpersonalens deltagande i
utbildningsmodulerna och férekomsten av IPOS i patientjournalerna. De kvalitativa
analyserna visade att anvandning av IPOS bidrog till ett personcentrerat forhallningssétt i
varden av patienter med palliativa behov. Anvandning av IPOS bidrog ocksa till
kvalitetsforbattringar av varden. Vardpersonalen upplevde dock osékerhet i att ndrma sig
svart sjuka patienter och deras narstaende samt osakerhet hur palliativ vard kan integreras
inom akutsjukvarden.
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11.4 SLUTSATSER

Resultaten visar att spridningen av de publicerade nationella dokumenten om palliativ vard,
Nationellt kunskapsstod for palliativ vard i livets slutskede och Nationellt vardprogram for
palliativ vard inte ar tillfredsstallande inom akutsjukvarden. Begreppet palliativ vard
beskrevs som ett forhallningssétt. framfor allt for patienter som vardas i livets slutskede.
Resultaten visar ocksa pa svarigheter att ge palliativ vard inom akutsjukvarden beroende pa
faktorer i vardkontexten: hog arbetsbelastning, otillracklig kommunikation och otillrackligt
teamarbete.

Resultaten visar att den framtagna strategin inte vara tillrackligt stddjande for att
implementera symtomskattningsformularet IPOS inom akutsjukvarden, men att
anvandningen av IPOS bidrog till kvalitetsforbattringar av palliativ vard. Ytterligare studier
bor genomforas for att stodja implementering av palliativ vard inom akutsjukvarden.
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14 APPENDICES

Personnummer:

[ L[ I[= [

Appendix 1

IPOS Patientversion

o

Datum (dd/mm/aaaa)

www.pos-pal.org

Viénligen texta tydligt, en bokstav eller siffra per ruta. Dina svar kommer att hjdlpa oss att

fortsiitta forbéttra varden for dig och fér andra.

F1. Vilka har dina huvudsakliga problem eller bekymmer varit de senaste 3 dagarna?

Ts

2.

3.

r2. Nedan finns en lista 6ver symtom som du kan ha upplevt. Vénligen markera den
ruta som bést beskriver hur varje symtom har paverkat dig de senaste 3 dagarna.

Inte alls Mycket Overvildigande
Smirta o [ 1 [ 2 [ 3 [ 4[]
Andfaddhet o [ 1 O 2 [ 3 [ 4[]
Svaghet eller brist pa energi o [J 1 2 [] 3 [ 4[]
lllamaende 0[] 1 ] 2 [] 3 ] 4[]
Krakningar 0[] 1 [] 2 [] 3 [ 4[]
Dalig aptit 0[] 1 ] 2 [] 3 [ 4]
Forstoppning o [] 1 2 [] 3 [ 4[]
Ont eller torr i munnen 0 D 1 |:| 2 |:| 3 D 4 D
Dasighet o [ 1 2 [] 3 [] 4[]
Nedsatt rérlighet o [ 10 2 [ 3 [ 4[]
Vianligen skriv ner eventuella andra symtom som inte namns ovan och
markera en ruta for att visa hur de har paverkat dig de senaste 3 dagarna.
1. o [ 1 O 2 [ 3 [ 4 [
2, 0o [J 10 2 [ 3 [] 4 [
3. o [ 1 O 2 [ 3 [ 4 [
IPOS PATIENT IPOSv1-P3-SWE 16/12/2014

WWW.pos-pal.org
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Under de senaste 3 dagarna:

_ Nej, Viq eunstaka Ibland Ofta Ja,_
inte alls tillféllen hela tiden
F3. Har du ként angest eller oro
6ver din sjukdom eller 0] T 2] 3] 4]
behandling?
F4. Har nagon i din familj eller
vinskapskrets kint oro eller o[ ] 1 ] 2] 3] 4[]
varit bekymrad for dig?
F5. Har du ként dig deprimerad? 0 D 1 |:| 2 |:| 3 D 4 D
Ja, Vid enstaka Nej,
hela tiden Qlts ihiarid tilfallen  inte alls
F6. Har du kint dig tillfreds? o [] 14 2 [ 3] 4[]
F7. Har dui den utstriackning du
onskat kunnat dela med dig av
hur du mar till din familj ellerdina ~ © [] 1 [ 2 [] 3] 4[]
vanner?
F8. Har du fatt den information du
onskat? 0 D ! D 2 D SD 4 D
Problemen
Problemen har Problemen Proilae,men Problemen
gl il
gap bembtts bemétts bemdts
F9. Har nagra praktiska fragor
som uppkommit pa grund
av din sjukdom bemétts? o] 1 [ 2 [] 3 [] 4[]
(antingen ekonomiska eller
personliga)
& Med hjélp av en Med hjélp av
Pa egen hand vén eller slakting vardpersonal
F10 Hur besvarade du detta ] 0 n

frageformular?

Om du kénner dig orolig éver ndgon av fragoma som tagits upp i

frageformuléret. vénligen tala med din Ilékare eller sjukskéterska.

IPOS PATIENT

www.pos-pal.org
2
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Appendix 2

Patientens personnummer:

IPOS Personalversion

Patientens NAMN: . www.pos-pal.org

Datum (dd/mm/aaaa)

F1. Vilka har patientens huvudsakliga problem eller bekymmer varit de senaste 3 dagarna?
1.

2.
3.

F2. Vianligen markera den ruta som béast beskriver hur patienten har paverkats av
nedanstaende symtom de senaste 3 dagarna?

Kan inte
bedémas
. (t.ex.
Inte alls Lite Mattligt Mycket Overvildigande medvetslés)

Smirta ] O O O ] ]
Andfaddhet o [ 10 2 [ 3 [ 4[] ]
Svaghet eller brist pa
e 0o [ 1 [ 2 [ 3 [] 4[] ]
lllamaende 0[] 10 2 [] 3 [] 4[] ]
Krékningar o [] 1 [ 2 [] 3 [ 4[] ]
Dalig aptit o 1 [ 2] 3 [ 4[] L]
Forstoppning o [] 1 [ 2 ] 3 [ 4[] ]
Ont eller torr i munnen o [ 1 [ s [ 3 [ 4[] ]
Dasighet o [ 10 2 [ 3 [ 4[] ]
Nedsatt rérlighet o [] 1 [ 2 [] 3 [] 4[] O]

Vanligen skriv ner eventuella andra symtom som inte namns ovan och markera en ruta
for att visa hur du upplever att dessa symtom har paverkat patienten de senaste 3

dagarna.

1. o [] 1 2 ] 3 ] 4[] ]

3, o J 1 O 2 [ 3 [ 4 [ ]

3. o[ 1 2 [ 3 [ 4 [] ]

IPOS PERSONAL www.pos-pal.org IPOSv1-S3-SWE 16/12/2014
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Under de senaste 3 dagarna: Kan inte

) bedémas
Nej, Vid enstaka ilnd Ofta Ja, (tex.
inte alls tilifallen hela tiden  medvetslés)
F3. Har han/hon kant
angest eller oro 6ver
sin sjukdom eller o] 1 [ 2[] 3] 4[] O

behandling?

F4. Har nagon i hans/
hennes familj eller
vanskapskrets kant
oro eller varit o L] 1 [ 2[] 301 [ O
bekymrad for
patienten?

F5. Anser du att han/hon 0[] 1] 2] 3] 4[] ]

kéant sig deprimerad?

Kan inte
bedémas
Ja, Vid enstaka Nej, (t.ex.
Visla ticlen Ofta Ibiand tilfillen inte alls  medvetsiGs)
F6. Anser du att han/
hon kant sig o [] 10 2 [] 3] 4[] L]

tillfreds?

F7. Har patienten i den
utstriackning som
han/hon dnskat
kunnat dela med sig 0 1 2 3 4
av hur han/hon mar [ [ [ [ [ O
till sin familj eller
sina vanner?

F8. Har patienten fatt
sa mycket
information som o [] 1 [ 2 [] 3] 4[] ]
han/hon 6nskat?

Problemen Problemen Kan inte
Problemen Problemen Problemen i
har bembils/ har Popney har ; bedémas
ge.p bemotts bemétts bemdtts  meqyetsiss)
F9. Har nagra praktiska
fragor som
uppkommit pa grund
av hanslhenng_s OD 1 D 2 D 3 |:| 4|:, D
sjukdom bemoétts?
(antingen ekonomiska
eller personliga)
IPOS PERSONAL www.pozs-pal.org IPOSv1-S3-SWE 16/12/2014
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