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To my family

“Is humanity as a reality and as an idea a point of departure or
a point of arrival?

I do not claim to know what a human life is worth — the
question cannot be answered by word but only by action, by
the creation of a more human society.

All that | do know is that our present society wastes and, by the
slow draining process of enforced hypocrisy, empties most of
the lives which it does not destroy: and that, within its own
terms, a doctor who has surpassed the stage of selling cures,
either directly to the patient or through the agency of a state
service, is unassessable.”

(John Berger, A Fortunate Man, The Story of a Country Doctor, 1967)
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Introduction

Introduction

The challenge of rising health care costs

Health care is essential for all countries; promoting not only individual health and well-being
but also employment, economic growth, social stability, health security, social cohesion,
political stability, and economic diversification and innovation (UN 2019). However, health
care systems are increasingly facing challenges regarding rising costs. Internationally,
approximately 10% of the global gross domestic product (GDP) is now spent on health care;
with health costs increasing faster than the total economy in most countries between 2000
and 2017 (WHO 2019). Rising health care costs are a consequence of several factors,
including for example medical engineering progress, which is often expensive and leads to a
greater disease detection; demographic change with a rising number of older multimorbid
inhabitants; epidemiological transition of mortality with a rising proportion of chronic
diseases as causes of death; as well as socio-cultural changes, which lead to a new

consciousness of health and rising expectations of patients.

These challenges raise questions regarding the fair and effective allocation of health care
resources. Overall, is it acceptable or just definable to put a price on health and thereby on
life (Ubel 2000)? Does socio economic status change treatment (Buyx 2010)? What is
solidarity (Prainsack and Buyx 2016, West-Oram and Buyx 2017)? In this thesis the deeper
philosophical background will not be addressed in detail. However, in addition many more
practical and more applied questions have to be solved. This is the broader background
against which the topic of this thesis was the firmament. This thesis asks how a well-
established approach to face these challenges namely the Swedish example of priority
setting in medicine is experienced in clinical life. It does so by examining the views of
Swedish physicians on clinical decision making and the Swedish system of priority setting in

health care.

As the promotion of health care concerns every human being the challenges are
internationally discussed. The United Nations campaign to “ensure healthy lives and

promote well-being for all” points out the importance to “achieve universal health coverage,
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including financial risk protection, access to quality essential health-care services and access
to safe, effective, quality and affordable essential medicines” (UN 2015). In order to achieve
universal health coverage not only a well-functioning health care system is needed but also a
health workforce (WHO 2016, Kuhlmann, Batenburg et al. 2018). Three different levels of
key actors in health care, all affected by the challenges of rising costs, are commonly
described. The ‘macro level’ characterises the “national, regional and/or supranational
policy-making”, the ‘meso level’ the “hospital governance” and the ‘micro level’ the “day-to-
day operational management of staff and services inside the organization”, also called “
hospital management” (WHO 2011). All levels have to deal with the challenges of rising

costs, higher demands and possibilities and the questions of allocation of resources.

Within the ‘micro level’ each physician -in explicit manager position or not- experiences
consequences in daily practice, as he/she needs to fulfil two roles. First of all physicians are
the patients advocates and are expected to act medically right, do everything they can but at
the same time they are more or less obliged to act cost-efficiently within the scope of their
health care system and their respective hospital/practice management. In literature this
phenomenon is described as ‘double agent’ (Blomqvist 1991, Shortell, Waters et al. 1998,
Buyx 2007). There are different ways of handling the challenges. Each country reacts in its
own way within its pre-existing framework of health care and politics. Knowing about the
challenge of rising costs as well as the global aim of universal health coverage, the questions
raise: how to ensure universal health, distribute the resources and deal with the conjunction

of medicine and economy?

Approaches to address rising health care costs

Key approaches to address rising health care cost typically fall under one of three different
concepts: rationalisation, rationing, and prioritisation. There exist no commonly agreed

definitions of these. (Arvidsson 2013, Schmitz-Luhn 2015)

1. rationalisation, Latin ‘rationalis’ — of or belonging to reason, logic
2. rationing, Latin ‘ration” —apportion in fixed amounts

3. prioritisation/ priority setting, Latin ‘prioritas’ — fact or condition of being superior

Rationalism aims to utilise health care resources more efficiently, either by using the same
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resources more effectively so more profit is obtained or by using less resources to achieve
the same profit. It is widely agreed that rationalism should be realised before rationing takes

place. (Wohlgemuth 2009, Deutscher Ethikrat 2011, Schmitz-Luhn 2015).

Rationing limits access to health care. Different types of rationing are described. Hard
rationing in health care results in all patients having the same medical options without
exceptions, while soft rationing allows patients to pay on their own for additional options.
Implicit or covert versus explicit or open rationing describes how decision makers are dealing
with rationing, either transparent or not. Direct versus indirect rationing concerns the
realisation of it. Direct implies the exclusion of defined patients or medicines whereas
indirect money budgeting or staff shortage which due to scarcity leads to exclusion. In
addition, seven strategies of rationing throughout all levels have been described by Klein:
denial, selection, deflection, deterrence, delay, dilution and termination. (Klein 1996,

Deutscher Ethikrat 2011, Arvidsson 2013)

Prioritisation/ priority setting in health care requires deciding on the relative importance of
services. This can occur horizontally within one level (e.g. in one specialty), or vertically
across two or more levels (e.g. in different specialties). Priority setting can be used in order
to invest, reallocate or disinvest. However, in case of disinvestment, the distinction between
the terms “rationing” and “priority setting” are not always clear and the terms are
sometimes used synonymously in this context. Over time a shift of the meaning and the use
of terms was even experienced, from rationing in the beginning over resource allocation to
sustainability in future (Singer 2000). Priority setting can in case of disinvestment be done
before rationing, as a basis for explicit and direct rationing. (Deutscher Ethikrat 2011,

Arvidsson 2013)

The issue of priority setting was widely discussed internationally in the 1970s and 1980s due
to, among others, economic recession. Initially, the focus was on solutions such as cost
effectiveness analysis. At this time, priority setting was primarily understood to be evidence-
based (Sackett, Rosenberg et al. 1996), and various methods were developed, including
health technology assessment (HTA) (Jonsson and Banta 1999) and the method programme

budgeting and marginal analysis (PBMA) (Mitton and Donaldson 2004). However, priority
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setting subsequently became more complex, focusing also on normative aspects. Daniels’
and Sabin’s framework of accountability for reasonableness (A4R) for example, described
four conditions that were required to achieve a fair process of priority setting: 1. publicity
(public accessibility of decisions), 2. reasonableness (agreement on relevant rationales), 3.
appeals (revising mechanisms), 4. enforcement (voluntary or public regulation) (Daniels
1999, Singer 2000). Although the framework was developed with the privately funded U.S.
health system in mind, its relevance for publicly funded systems and other important
elements of fairness in priority setting (like “leadership, internal transparency,
understanding, opportunity to express views, agenda setting”) have been highlighted
(Martin, Giacomini et al. 2002). Besides normative aspects and cost effectiveness analysis

also clinical effectiveness should be kept in mind (Buyx, Friedrich et al. 2011).

During the 1980s and 1990s, Norway, Sweden, Denmark, and the Netherlands, started to
discuss and define concrete principles regarding priority setting. At the same time the U.S.
state of Oregon, the UK, Israel, and New Zealand, started to discuss and implement
measures to limit rising health care costs (Sabik and Lie 2008, Schmitz-Luhn 2015). Both,
reaching consensus regarding the rationales and principles of priority setting as well as
agreement concerning transparent processes of implementation were found to be difficult
(Daniels 2000), (Holm 1998). In the course of gaining more experiences, early methods like
PBMA were further developed, multi-criteria decision analysis (MCDA) became popular
(Baltussen and Niessen 2006, Peacock, Mitton et al. 2009), an effort was made to increase
the integration of ethics (Hofmann 2014), evidence-informed deliberative processes were
described (Baltussen, Jansen et al. 2016), and middle and low developed countries and
overall frameworks were focused on (Kapiriri and Chanda-Kapata 2018). In the project of this
thesis the case of Sweden was examined in detail. In the following section its health care

system and its experiences with priority setting are described.

Priority setting and clinical care in Sweden

Sweden’s approach to priority setting in health care is recognised as one of the first and
most meaningful approaches internationally, with elaborated methods of implementation
for a fair and evidence-based resource allocation system (Raspe and Schulze 2013, Schmitz-

Luhn 2015). Although Sweden’s health care system is nationally led by the policies of the
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national government, the system it highly decentralised, with the 21 county councils (in
Swedish ‘lans’) and 290 municipalities (in Swedish ‘kommuner’) having directly elected
political authorities with the responsibility to provide health care. Counties have the rights
to decide on taxes (which fund the main part of health care) and on the organisation of
health care packages. However, the national government is encouraging the counties to
become more equal within their packages, and there is a trend to create larger regions,
already starting with six health care regions providing highly specialised care. Overall, there
are seven university hospitals, approximately 70 county hospitals and six private hospitals.

(Glenngard , OECD 2019)

Health coverage is universal and automatic. About 10% of all Swedish employees have
supplementary private health insurance, mostly covered by the employer (OECD 2019).
Through the 1177 national telephone number and website, people can seek medical
information, call medical staff 24 hours a day, manage their appointments and prescriptions,
and view their medical records. Medical records are electronically shared among health
professionals. The nationally guaranteed access to healthcare (in Swedish ‘vardgaranti’)
ensures access following the 0-7-90-90 rule: Patients should get instant contact seeking
medical advice, an appointment with a general practitioner within seven days, an
appointment with a specialist within 90 days and treatment after being diagnosed within 90
days. In case cancer is suspected, there are further rules of standardised care (in Swedish
‘standardiserade vardférlop’). In order to promote equality and high quality, there exist
comparisons between counties regarding various aspect of care, including access,

diagnostics, therapies, and patient satisfaction.

Priority setting in Sweden became official when in 1992 the Swedish government initiated a
Parliamentary Priorities Commission consisting of politicians and professional experts. The
Commission examined the issue by conducting questionnaire studies and organising
discussions with many different stakeholders, including the public. In their final report
‘Health Care’s Difficult Choices’ in 1995, they presented the ‘ethical platform’ as framework
for priority setting, by defining three key principles for decision making which should be

used on all levels in health care:
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1. Principle of human dignity:
“All people have equal value and equal rights, regardless of personal

characteristics and functions in society.”

2. Principle of need and solidarity:
“Resources should be committed to those fields (activities, individuals) where

needs are greatest.”

3. Principle of cost-effectiveness:
“When choosing between different fields of activity or measures, one should
aim for a reasonable relation between cost and effect, measured by improved

health and enhanced quality of life.”

The Commission specified that these internationally established principles should be ranked
hierarchically by their order. It was decided that other criteria that have been argued to be
important in the literature (Norheim 2016) — like chronological age (Callahan 1990,
Marckmann 2003), birth weight, lifestyle, self-responsibility (Buyx 2005, Buyx 2008) , and
economic or social situation (Buyx 2010) — should not be taken into consideration.
Furthermore, it was argued that priority setting should be performed transparently and
medical assessment of people seeking care should be performed as soon as possible. In
1997, the proposals of the Commission were turned into legislation. (Socialdepartementet

1995, Socialdepartementet 1996/97)

In 2001, the National Centre on Priority Setting in Health Care was formed in Linkdping in
order to conduct research, develop new methods, spread experiences, maintain networks
and provide education in priority setting. In 2002, the National Board of Health and Welfare,
NBHW, started to develop national guidelines, in collaboration with experts and health care
professionals, to support decision makers in health resource allocation. The guidelines
include non-binding recommendations in the form of rankings of condition and treatment
pairs, ranked from one to ten, one marking highest priority, as well as the category ‘FoU’ —
‘forskning och utveckling’, meaning ‘research and development’, and the category ‘Icke-
gora’, meaning ‘should not be done’ (see the following figure 1). They combine the currently

known evidence with the ethical principles outlined above.
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Preparation and implementation

CONDITION + INTERVENTION

PRIORITISATION

How serious is the condition?

Effect of the intervention?
Cost-effectiveness? Ethical considerations?

MOST PREFERABLE LEAST PREFERABLE

o, . o

DECISION-MAKERS AND PROFESSIONALS IN HEALTH AND MEDICAL CARE
Choose
improve the Formulate the best
. clinical treatment
—— guidelines

Figure 1 Preparation and implementation of national guidelines (Socialstyrelsen 2015)

In 2004, the first national guideline of cardiac care was published (an extract see figure 30 -
32 in the appendix). It was a broad advancement of the rather little national guideline of
coronary artery diseases of 2001 consisting the very first advice on priority setting. By spring
2020, 18 national guidelines had been published, three guidelines were in revision, and
another guidelines was being developed. The existing guidelines cover asthma/COPD,
breast/prostate/colon and rectal cancer, dementia, depression/ anxiety, diabetes, cardiac
care, prevention of unhealthy lifestyle habits, lung cancer, abuse and addiction, multiple
sclerosis/Parkinson disease, palliative care, musculoskeletal system diseases, schizophrenia,
stroke and dental care. The national guidelines are mainly thought as a support for decisions
for patient groups on the meso and macro level, but are also known to be applied in
individual cases on the micro level. As there exist other national guidelines in Sweden not
only from the NBHW (in Swedish ‘Socialstyrelsen’), but for example from the Swedish
Agency for Health Technology Assessment and Assessment of Social Services (in Swedish
abbreviated ‘SBU’), we used the term ‘Socialstyrelsens’ national guidelines’ within the
guestionnaire and within the thesis ‘the national guidelines’ meaning the ones from NBHW.

The big difference between ‘ordinary’ guidelines and those of the NBHW, is the explicit



Introduction

combination of evidence-based medical facts with the ethical principles including cost-

effectiveness data.

In 2003, Ostergétland was the first county to run a formal and explicit priority setting
process, both horizontal as well as vertical. It resulted in a new allocation of resources and
limitations characterised by a final list of disinvestments. As they were first to dare to
disinvest and due to other reasons their approach received a lot of criticism, and the process
was revised during the following years. In 2007, the first national model for transparent
prioritisation as support for decision makers on meso and macro level was published, and
was revised in 2011 and 2017 (Carlsson, Karvinge et al. 2007, Broqvist, Branting Elgstrand et
al. 2011, Prioriteringscentrum 2017) (see the following Figure 2 and Figures 33 - 34 in the
appendices). Subsequently, many other regions, counties, municipalities and professional
associations have followed and invested in transparent priority setting processes. Challenges

remain but the experiences are encouraging.

Human Dignity Principle
Needs and solidarity Principle | Cost-effectiveness Principle
Severity level of a Patient benefit/effects of the | Cost-effectiveness of E
health condition intervention intervention
* Current health * Effects on current health * Direct costs v
condition condition - health service
- suffering - suffering interventions, I
- functional impairment | - functional impairment - other measures, e.g.
- quality of life - quality of life travel D
* Risk for * Effects on risk * Indirect costs E
- premature death - premature death
- disability/continued - disability/continued N
suffering . suffering ... in relation to
- lower quality of life - lower quality of life benefit of the c
intervention

* Risk for side effects and

severe complications from E

intervention

Figure 2 Three key components of priority setting as described in the National Model (Carlsson, Kdrvinge et al. 2007)

Germany’s perspective on priority setting and clinical care

In the following the German perspective on health care and priority setting should be shortly
depicted in order to show the importance of the Swedish example for Germany. Actually,
Germany has the longest history in the world concerning universal health care. In 1883,

chancellor Otto of Bismarck launched the Sickness Insurance Law and thereby the first kind
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of universal health care worldwide. To date health insurance is mandatory. But in contrast to
Sweden it is split in a statutory health insurance and a substitutive private health insurance.
About 86% of the population are in the statutory health insurance. The statutory health
insurance is provided by 110 competing non-profit non-governmental health insurance
funds (GKV-Spitzenverband). About 11% of Germans are in private health insurances, they
are provided by 41 companies, of which 25 are for-profit (PKV-Verband 2018). They are to
some degree regulated by the government, but set their risk related premiums and health
packages on their own. Private health insurances account for about 9% of all health
expenditures (DESTATIS 2016). The German government decides upon the ambulatory care
capacity and the 16 state governments (in German ‘Bundesldnder’) decide upon the hospital
capacity. There are 1942 hospitals in total of which 560 are public, 662 charitable and 720
private (DESTATIS 2018). Overall, there are 33 university hospitals (VUD 2018).

There have been debates about the background of priority setting in Germany since a long
time, however discussions about concrete strategies are missing (Deutscher Ethikrat 2011).
Single scientific papers from the 1990s on the topic as well as the reports of the Central
Ethics Committee in 2000 and 2007 attained little attention (Zentrale Ethikkommission 2000,
Zentrale Ethikkommission 2007). Only when Prof. Dr. med. Jorg-Dietrich Hoppe, president of
the German Medical Association at that time, introduced the Congress of German Physicians
in 2009 by highlighting the implicit rationing and urgent need for priority setting, a broad
public discussion started. While the main part of the German Medical Association supported
Hoppe, among other Ursula Schmidt, Minister of Health, named priority setting “inhuman”
(NRZ 2009) and others showed their dislike, too. One year later, 2010, Philipp Rosler, the
following Minister of Health, continued to put priority setting under a political taboo stating
that: “I also cannot reconcile such a hierarchy with my ethical ideas as a physician. (...)
Prioritization would mean accepting that the solidarity system can no longer do everything.
However, at least for the tasks that a solidarity system must indisputably perform, there

must be no gradation, ranking or rationing.” (Rieser and Stiiwe 2010).

But in this system, partly regulated by the market, rationing already took place (Strech, Danis
et al. 2009, Strech 2011). Two research groups continued to work on priority setting ‘FOR655

— Priorisierung in der Medizin’, financed by the DFG (German Research Foundation) from
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2007 to 2013, and the ‘AG flr Priorisierung in der Medizin’ launched by the German Medical
Association from 2012 to 2015.

In Germany not only rationing in terms of under care but also over and inappropriate health
care takes place (Sachverstandigenrat 2018). Furthermore, there exist many different
economic incentives for making profit with health care(Dohmen and Fiedler 2015,
Marckmann and Marschmann 2017). Even while if politicians did not want to stress the
discussion about rationalisation, rationing and priority setting, it became reality in the
German health care system in a non transparent and unguided way (Schnoor, Braehler et al.
2017). In discussions about health resource allocation in Germany, physicians are expected
to take a stand for fair mechanisms (Diederich and Schreier 2010, Strech 2014, Diederich, du
Bois et al. 2015) and Sweden with its ethical principles and national guidelines is
recommended to be seen as a model (Buyx 2007, Raspe and Schulze 2013). Questions are
raised, how well this model function, whether it is known at the base and whether the

physicians’ decision making is thereby limited.

Physicians’ views on clinical priority setting in Sweden

There has been limited research examining the micro level, the clinicians’ views on priority
setting and the national guidelines in Sweden. Ridderstolpe conducted a questionnaire
among 208 cardiologists, cardiothoracic surgeons and anaesthesiologists, response rate 44%
(Ridderstolpe, Collste et al. 2003). Ekerstad performed a questionnaire study among 255
cardiologists, response rate 69% as well as a questionnaire case study among 41
cardiologists, response rate 71% (Ekerstad, Lofmark et al. 2010, Ekerstad 2011, Ekerstad,
Lofmark et al. 2011). Werntoft and Edberg led interviews with 18 physicians (Werntoft and
Edberg 2011). More studies focused on the heads of departments or medical managers
(Waldau 2007, Linander 2011, Vardanalys 2015). Others concentrated on groups including
other staff within general practices (Arvidsson 2013), politicians (Werntoft and Edberg
2009a, Werntoft and Edberg 2009b, Rosen, De Fine Licht et al. 2014, Kalkan, Sandberg et al.
2015) or different professions as other therapists, economists or ethicists (Waldau, Lindholm

et al. 2010, Nedlund 2012, Eckard, Janzon et al. 2014, Waldau 2015).

Regarding knowledge and application, Ridderstolpe reported that 80% of the cardiologists,
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cardiothoracic surgeons and anaesthesiologists were informed about the ethical principles
but only 40 to 55% of the physicians knew the meaning of them (Ridderstolpe, Collste et al.
2003). 64% were informed about priority setting and 58% knew the national guideline for
coronary artery diseases, a predecessor of the later and broader national guideline for
cardiac care, but only 26% were educated and trained in prioritisation (Ridderstolpe, Collste
et al. 2003). Ekerstad stated that 90% of the cardiologists were very familiar with the
contents of the national guideline for cardiac care and 81% used it extensively (Ekerstad,
Lofmark et al. 2010). Arvidsson experienced that only few personnel of general practices
knew about the ethical principles and the national guidelines and that they were unsure
about the contents (Arvidsson 2013). Regarding the heads of different hospital departments
in Sweden, 76% answered to apply the national guidelines, 33% in their original form, 69%
through local guidelines and 38% through lists of recommended drugs by the counties
(Vardanalys 2015). 68% applied the national guidelines to create local guidelines, 48% as
support in patients’ contacts and 42% as support to prioritise resources of the department
(Vardanalys 2015). Werntoft found a difference of application of priority setting measures
between younger and older physicians, younger ones relied mostly on the advice of older
colleagues whereas older colleagues were in favour of the ethical platform and asked for

more practically applicable national guidelines (Werntoft and Edberg 2011).

72% of the questioned chiefs confirmed high and very high trust in the national guidelines,
60% perceived them as containing all relevant condition and treatment pairs, 65% as up-to-
date (Vardanalys 2015). In total the national guidelines were seen as relevant and important,
40% expected them to lead to less inequality (Vardanalys 2015). Chiefs applying the national
guidelines were more positive towards them (Vardanalys 2015). Just as cardiologists who
were concerned with writing the national guideline were more positive, besides some stated
that the national guidelines too quickly become out of date (Ekerstad, Lofmark et al. 2010).
Only 24% of the cardiologists, cardiothoracic surgeons and anaesthesiologists experienced
the national guidelines for cardiac care as supportive (Ridderstolpe, Collste et al. 2003). A
lack of accordance regarding the use of the national guidelines was excepted to lead in

unequal treatment (Ridderstolpe, Collste et al. 2003).

Furthermore, physicians expressed a lack of support structures (Werntoft and Edberg 2011)
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and a lack of basic training and support of ethical principles (Ridderstolpe, Collste et al.
2003). They were in need for more open dialogues and discussions about priority setting and
more practical and clearer national guidelines (Ridderstolpe, Collste et al. 2003, Werntoft
and Edberg 2011), as well as more data and specific guidelines for the treatment of elderly

multimorbid patients (Ekerstad 2011).

In sum previous studies about priority setting in Sweden mostly lightened its background,
contents and development. Descriptions of ways of implementation mostly focused on the
macro and the meso level. The NBHW conducts follow ups of the national guidelines a few
years after their respective introduction, mostly concentrating on investigations of different
numeric indicators. So far, only few studies examined the physicians’ views, almost

exclusively in the fields of cardiology and general practice.

Research gaps regarding physicians’ views on clinical priority setting

The Swedish ethical platform and the national guidelines are frequently described as a
successful model and template for a fair and evidence-based allocation of health care
resources in terms of priority setting. But there is still a lack of knowledge regarding how
Swedish clinicians of different specialties perceive the ethical platform and the national
guidelines in their everyday clinical work. Are these national efforts known and appreciated
at the ‘bottom’? This lack was described in Swedish as well as German literature
(Marckmann 2009, Arvidsson 2013, Waldau 2015). Furthermore, the question of possible
limitations of the freedom of decision making of physicians in a process of priority setting is
often raised in German discussions (Zentrale Ethikkommission 2007, Strech 2009, Schmitz-
Luhn 2015). In order to understand the particular perception of physicians, it was essential
to understand their situation of daily clinical life and their way of decision making. Besides all
decisions on macro and meso levels, in the end the physicians are the ones who take the
final decisions for their individual patients on the micro level. This is why we decided to look

on Sweden and examine this case by questioning physicians.
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Aim of this thesis

The primary aim of this project is to identify the Swedish physicians’ point of view on clinical
decision making and priority setting by conducting an online-questionnaire-based study
among physicians. Thereby we want to stimulate the Swedish discussion on the
implementation of priority setting as well as to enhance the discussions on how priority
setting could be applied in other countries, like for example Germany. This will be achieved
by examining the following research questions:
1. How do Swedish physicians experience their daily clinical conditions?
1.1. What is their impression of todays’ patient care?
1.2. Do they experience scarcity of resources?
1.3. Do they feel limited in their clinical decision making?
1.4.  What is their clinical decision making based upon?
2. How are national priority setting efforts taken up by clinical physicians?
2.1.  Whatis their knowledge of and their attitude towards the
ethical platform and the national guidelines?
2.2. Do views differ between cardiologists and physicians from
other specialties?
It is hypothesised that:
1. All patient care is optimal, physicians have all the resources they need, do
not feel limited at all and their clinical decision making is reasonable.
2. All Swedish physicians, cardiologists slightly more than other physicians, do
know about the national priority setting efforts in health care, apply and

appreciate them.

The thesis is composed of five chapters. The first one establishes the background and the
importance of our research questions, the second presents the methodology of our study,
the third our findings, in the fourth chapter the limitations and implications of these are

discussed and finally, in the fifth we draw a conclusion.
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Methods

General project framework

This study was a collaborative project of the University of Kiel with the National Centre for
Priority Setting in Health Care at the Department of Medical and Health Sciences, Division of
Health Care Analysis, University of Linkdping, Sweden. Alena Buyx and the author of this
thesis presented the idea of the study to the centre’s former chief Per Carlsson. His
colleagues at the centre Barbro Krevers, senior lecturer and former occupational therapist,
and Niklas Ekerstad, researcher and cardiologist, joined the project. Beside email
correspondence, meetings were organised in Linkdping and at conferences of priority setting
to discuss the ongoing work of the author. For a deepened practical insight into the clinical
conditions of priority setting and the possibility of data gathering on site the University
hospital of Orebro in Sweden was chosen. The author completed a four months’ internship
from May to September 2016 there. First results of the project were presented in form of a
poster at the international conference ‘Priorities 2018’ held by the international society on

priorities in health in Linkoping, Sweden, in September 2018 (see appendices).

Study design and implementation

The data in this study were collected with an electronic questionnaire of two different
samples of Swedish physicians. Invitation letters including the link to the English
guestionnaire were sent by e-mail. Non-responders were reminded up to four times and
asked to state the reason for not participating. The data collection for ‘group 1’ occurred
between August and September 2016, and for ‘group 2’ between November 2016 and
January 2017. The study did not require approval by a research ethics committee in Sweden
or Germany (SFS 2003). Though, we have applied ethical research principles of the
declaration of Helsinki (WMA 2013). The survey was conducted with the program EvaSys
Automation Software Version 6 (Electric Paper Ltd. 2016). The invitation letter and the
reminder were in Swedish in order to address more physicians. All documents as well as the

explanations of non-responders are annexed.
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During the first phase, invitations were sent to a list of 349 physicians working at the
University hospital in Orebro. This ‘group 1’ consisted of physicians from twelve different
departments: general medicine, cardiology, pulmonology, geriatrics, general surgery,
cardiothoracic and vascular surgery, anaesthesia/intensive care, emergency department,
urology, oncology, neurology, and psychiatry. These departments were chosen due to the
existence of corresponding national guidelines. Heads of departments approved the study,

informed physicians of the study and allowed short oral presentations by the author.

During the second phase, further invitations were sent to ‘group 2’ consisting of 1068
members of the Swedish society of cardiology. The society approved the study project and
provided a list of email addresses of their members in August 2016. A member is defined in
the society’s statute as: “Member can be any Swedish cardiologist, Swedish physicians
interested in cardiology as well as scientists, physicians-to-be and representatives of
cardiology departments.”(Svenska-Kardiologforeningen 27.09.2013). Consequently, the list
also included non-cardiologists as well as retired cardiologists. This reduced the number of
potential and willing physicians able and willing to take part in the survey. The exact

numbers were not definable.

The invitation letter explained the aim of the study and shortly its background to ensure that
participants understood what priority setting and the national guidelines meant.
Furthermore, voluntariness and anonymity were assured and it was stated that the data will
be kept on servers of the University of Kiel up to 10 years and then deleted. It was estimated
that it would take approximately 15 minutes to complete the questionnaire. Each participant
was asked to answer each question, as accurately as possible and to only choose the
alternative ‘can’t say’ in case of uncertainty or abstention. With a personal transaction code,
it was possible to open a website with the questionnaire on computers as well as tablets or
mobile phones. Participants were able to save their answers temporarily and to complete
the survey later on. It was stated that the study results will bring new knowledge for the
Swedish as well as the international discussion of priority setting and each participant will be
informed when results are published. Physicians were asked to contact the author via email

in case of any questions.
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Questionnaire design and contents

The questionnaire was developed by the author of this thesis herself and was based on an
extensive literature review and on established methods of questionnaire development
(McColl, Jacoby et al. 2001, Edwards 2010). It was written in English to ensure a better
analysis in cooperation with the German, English and Swedish speaking project partners as
well as to allow a direct result presentation within national as well as international
publications and avoid potential deviations due to translation. In Sweden, English is
commonly used in academia and everyday life (Bolton and Kuteeva 2012). Terminology was
discussed with several Swedish physicians to ensure comprehensibility. Furthermore, the
contents of the questionnaire were frequently discussed with project partners including
Alena Buyx, Barbro Krevers and Niklas Ekerstad. In addition Christoph Borzikowsky, scientist
at the Institute of Medical Informatics and Statistics at the University of Kiel, supported the
project as a statistician. Different specialists within clinical care (Stella Cizinsky and Jorg
Carlsson), medical ethics (Heiner Raspe), economics (Per Carlsson) and psychology were
contacted to increase the quality of the questionnaire. The questionnaire was pretested by
members of the Institute of Experimental Medicine at the University of Kiel, including two

English native speakers, and a small group of Swedish and German residents.

The response options were kept simple and similar throughout the whole questionnaire in
order to provide a fluent completion of the questionnaire. The most common type of
answering scale was an ordinal-scaled five-point Likert response, ranging from either ‘never
to very often’ or ‘not at all to very well’. Participants were asked twice to specify the
frequency by choosing one option out of ‘at least once per day, at least once per week, at
least once per month, less than once per month, until now never’. Ten questions were
multiple choice questions for which the author set whether it was possible to choose only
one or multiple answers, depending on the question. Furthermore, there were also single
open-ended questions for own ideas as well as single questions where the participants
needed to fill in either a percentage between zero and one hundred or a number of years of
age and working. In case of years of age and working there was an appropriate range of
years set in EvaSys Automation Software in order to prevent non-evaluable answers. The
answer possibility ‘can’t say’ was provided for each question and each question needed to

be answered in order to finish the survey. There were only two exceptions for this. Firstly, all

16



Methods

open-ended questions were optional and secondly in part two participants, who were not at
all acquainted with the ethical platform or any of the national guidelines or could not

express it, were automatically directed to a later question, which they were able to answer.

The questionnaire was divided into three parts. The first part consisted of general questions
about patient care, resources in clinical work, and clinical decision making. The answering
options regarding patient care were based on the ethical principles without naming them.
Regarding resources, physicians were asked to describe the frequency of scarcity of
resources, possible consequences and their way of handling. Regarding clinical decision
making, the independence in decision making, limiting and influencing factors as well as

sources of information were examined.

The second part continued with questions about the ethical platform and the national
guidelines for priority setting. In addition to general questions about physicians’ knowledge,
application and assessment of the ethical platform and the national guidelines, more specific
questions followed concerning the evaluation of the national guidelines. The first part was
purposely placed in front of the part two, in order to gain an insight into the physicians’
work as a whole. Physicians not knowing priority setting were thereby able to express their
views, too, and then directed to the last part of part two, in which wishes and further

comments were able to be stated.

The third part ended the questionnaire with demographic questions about age, clinical work
duration, gender, employment, specialisation, kind of hospital, county/region working in and
possible participation in writing guidelines. There were 46 questions in total, including six

open-ended questions. Please have a look at the questionnaire in the appendix.

Data analysis

Due to the online questionnaire and the setting options of EvaSys Automation Software
(Electric Paper Ltd. 2016) no missing values occurred. Data management and analysis of
guantitative results were performed using IBM SPSS Statistics for Mac (IBM 2016).
Descriptive and inferential statistics were calculated (Field 2009, Bortz 2010). Responses

were compared between ‘group 1’, physicians from the University hospital in Orebro, and
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‘group 2’, cardiologist from all of Sweden. In case of categorical, nominal or ordinal-scaled
questions the two-dimensional x* -test was calculated including the p-values. The expected
frequencies were greater five in each of the response categories and thereby the
assumptions of the x*-test were met. The significance level was 0=.05. P-values of x*-tests
were computed as asymptotic two-sided significances, as exact significances were not
possible to compute with the SPSS version of the author. However, the significances should

be unbiased as the sample sizes exceeded 30 participants in each of the two groups.

Several questions were multiple-choice questions. In these cases, responses to each single
response category were coded as 0 = no (disagreement) or 1 = yes (agreement). It was
calculated with the cumulative percentages of agreement. Box plots were used for the
illustration of the gradation and weighting of responses among different questions.
Participants stating no knowledge (‘not at all’) or insecurity (‘can’t say’) in knowing the
ethical platform as well as the national guidelines were excluded by the system for the more
specific questions on the national guidelines (questions 6.2-3 and 7.2-9). Frequencies for
these questions were calculated and named as valid without the ones excluded by the
system. Means, standard deviations, minimums and maximums are given for questions with
metric scaled response categories. In these cases, two-sample t-tests for independent
samples were calculated for examining differences between ‘group 1’ and ‘group 2’. Due to
the large sample sizes in both groups (n;=162 and n,=166) t-tests were robust against non-
fullfilling the assumption of normal distribution. Levene’s test was used to check for the
assumption of equal variances. Answers to open-ended questions as well as reasons of non-

responders were evaluated in content by the author herself.
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Results

Basic demographic information

Within ‘group 1’ invitation emails were sent to 349 email addresses, eight email addresses
didn’t exist any longer, eight persons were not working during the whole time of data
gathering and two stated no ability to answer the questions. Of the remaining 331, we
received 162 responses; a response rate of 48.9 %. Moreover, four non-responders stated
technical problems and 38 were partly on holidays during data gathering. Physicians of
‘group 1’ who received the invitation email were male at a percentage of 60.1%. This
proportional distribution is in line with the actual participants of ‘group 1’ which were male

at a percentage of 61.1%. Further background data were not available.

The size of the twelve different departments from which participants were recruited varied
between seven to 57 employed physicians and their respective responder frequency varied
between 31.4% and 76.2%. The highest responder frequency occurred within the
department of urology (76.2%, 16 of 21), followed by cardiology (66.7%, 16 of 24), geriatrics
(57.1%, 8 of 14), emergency (57.1%, 4 of 7), cardiothoracic and vascular surgery (56.3%, 9 of
16), anaesthesia/intensive care (53.3%, 24 of 45), oncology (50.0%, 14 of 28), pulmonology
(50.0%, 4 of 8), general surgery (43.6%, 24 of 55), neurology (42.9%, 9 of 21), internal
medicine (40.4%, 23 of 57) and psychiatry (31.4%, 11 of 35).

Of 1068 email addresses of ‘group 2’ 99 email addresses didn’t exist any longer and 46
persons were not working during the whole time of data gathering. Of the remaining 923 we
received 166 responses and thus the response rate was 18.0 %. Like in ‘group 1’ four non-
responders stated technical problems and five were partly on holidays. For ‘group 2’ no
background data of the members existed by the Swedish society of cardiology itself. But the
demographic composition of our sample is well representative of cardiologists in Sweden
and can be compared with data of the society named in another study, where a mean age of
54 years and a percentage of 75% for male members is stated and standard deviation not
stated (Braunschweig 2015). The mean age of participants of ‘group 2’ was 49.9 years,

standard deviation 11.6, and the percentage of male participants 73.5%.
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An overview of demographic and work related characteristics for both groups is given in the

following Table 1. Results of t-tests to compare the age and the years of clinical work in both

groups are given in Table 2 and 3 in the appendices. There was a significant difference in

age; ‘group 1’ M=44.0, SD=11.7 and ‘group 2’ M=11.6, SD=11.6; t(326)=-4.56, p < .00.

Likewise, there was a significant difference in the scores for years of clinical work; ‘group 1’

M=16.6, SD=11.8 and ‘group 2’ M=21.5, SD=10.9; t(326)=-3.89, p < .00. These results suggest

that both groups are not similar regarding these two characteristics.

Demographic and

work related characteristics Group1 Group 2 In total Test p value
Participants in total 162 166 328
Age in years
- mean 44.0 49.9 47.0
- standard deviation 11.7 11.6 12.0 1(326)=-4.56 <.00
- minimum 25 27 25
- maximum 69 85 85
Years of clinical work
- mean 16.6 21.5 19.1
- standard deviation 11.8 10.9 11.6 t(326)=-3.89 <.00
- minimum 1 2 1
- maximum 45 52 52
Gender (%)
- female 38.9 26.5 32.6
- male 61.1 73.5 67.4 X%(328)=5.72 .02
Employment (%)
Not legitimised assistant doctor 8.0 0.6 4.3
Legitimised assistant doctor 17.9 9.0 13.4
Specialist 284 26.5 27.4
Senior doctor 40.7 50.6 45.7
Chief of department 3.7 7.8 5.8
Other 1.2 3.6 24
No employment 0 1.8 0.9] x3*328)=24.48 <.00
Specialisation (%) - most common (over 5%) - multiple responses
None - still under training 19.8 6.6 13.1| x3*328)=12.40 <.00
Internal Medicine 16.0 71.7 44.2 | x3(328)=102.90 <.00
Anaesthesia and intensive care 12.3 0,0 6.1| x*328)=21.83 <.00
Surgery 11.1 0.0 55| x*328)=19.52 <.00
Oncology 8.6 0.0 4.3 | x*328)=14.99 <.00
Cardiology 7.4 82.5 45.4 | x3(328)=186.64 <.00
Urology 7.4 0.0 3.7 | x*328)=12.76 <.00
Hospital size (%)
Small 0.0 16.3 8.2
Mid-sized 0.6 25.9 13.4
Large/academic 99.4 48.2 73.5
Other 0.0 9.6 4.9 | x¥(328)=110.28 <.00
Landsting/region (%) - most common (over 5%)
Region Orebro I&n 96.9 0.0 49.4
Stockholms lans landsting 0.0 19.3 9.8
Vastra Gotalandsregionen 0.0 16.9 8.5
Region Skane 0.0 15.1 7.9
Region Ostergétland 0.0 7.8 4.0
Landstinget i Uppsala lan 0.0 5.4 2.7 | x3(328)=293.77 <.00
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Participation in writing guidelines (%) - multiple responses

Local guidelines 53.1 57.8 55.5 x3(328)=0.75 0.39
National guidlines of NBHW 13.6 13.9 13.7 x%(328)=0.01 0.94
Other national guidelines than the

ones from NBHW 15.4 9.0 12.2 ¥%(328)=3.13 0.08
National recommendations on

internet based support resources 1.2 4.2 2.7 x3(328)=2.73 0.10
None 39.5 36.1 37.8 ¥%(328)=0.39 0.53

Table 1 Demographic and work related characteristics

Impression of patient care

The first set of questions aimed to illustrate the patient care as seen by the participating
physicians by examining four aspects. The first three aspects described the three ethical
principles without naming the origin, in order to get a first insight without asking for special
knowledge of priority setting or presuming it. The fourth aspect was a summarizing
statement; firstly ‘All patients are equally treated’, secondly ‘All resources are distributed
according to patients’ need’, thirdly ‘All decisions are made in consideration of costs in
relation to patients’ need’ and fourthly ‘All patient care is optimal’. An overview of the
responses by ‘group 1’ and ‘group 2’ is given in box plots in Figure 3 and 4. The exact results
as well as the results of the x*-test and p-value are shown in Figures 35 - 38 in the
appendices. What stands out right away in both box plots is the same gradation of aspect
one to three, one as highest and three as lowest. Aspect four is weighted in between aspect

two and three.

The responses to each aspect compared between the two groups were only in case of aspect
three related and no significant difference was found, x? (df=5, N=328) = 4.234, p = .375. For
all other aspects the p-value was < .05 and thereby the test was significant and the
responses seem to be rather different between both groups. But both groups had the same
median for each aspect. Most physicians had the impression that all patients were ‘very
often’ treated equally (‘group 1’: 58.0%; ‘group 2’: 47.6%), that all resources were ‘often’
distributed according to patients’ need (‘group 1’: 48.1%; ‘group 2’: 45.2%), that all decisions
were ‘somewhat’ to ‘often’ made in consideration of costs in relation to patients’ benefit
(‘group 1’: 70.4%; ‘group 2’: 73.5%) and all patient care were ‘often’ optimal (‘group 1’:
55.6%; ‘group 2’: 42.2%).
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Group 1: 1. Impression of patient care
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Figure 3 1. Impression of patient care box plots Questions 1-4 ‘group 1’

Group 2: 1. Impression of patient care
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Figure 4 1. Impression of patient care box plots Questions 1-4 ‘group 2’
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Resources in clinical work

The second group of questions examined the availability of clinical resources as well as the
handling of scarcity of resources. Figure 5 shows the occurrence of scarcity of resources in
physicians’ clinical work during the last six months when answering the questionnaire.
Response frequencies were widely spread from ‘at least once per day’ to ‘until now never’.
Most physicians faced scarcity of resources more often than ‘at least once per month’
(‘group 1”: 61.1%; ‘group 2’: 56.7%). In both groups no significant differences were found, x>
(df=5, N=328) = 8.707, p = .069.

2.1 How often did you face scarcity of resources in your clinical work
during the last six months?

30.0% 26.5%

"253%  25.3% 24.79%25:9%
9
20.0% - 16.3%
- 13.9%
9.3%
10.0% 7.4% 6.8%
I I I3.6%
0.0%
At least once per At least once per At least once per Less than once Until now never Can't say Chi Square Test =
day week month per month 8.707 ,p =.069

B Group1l MGroup2

Figure 5 2. Resources in clinical work Question 1

As shown in figure 6, scarcity of resources rarely or never led to a non-prescription or non-
performance of a diagnostic or therapeutic measure during the last six months before data
gathering. There were no significant differences between the two groups: x? (df=5, N=328) =
4.562, p =.335. Nearly half of all physicians had ‘until now never’ denied a clinical measure
(‘group 1’: 45.1%; ‘group 2’: 41.0%) and about one third ‘less than once per month’ (‘group
1’:29.6%; ‘group 2’: 37.3%).

2.2 How often did you not prescribe/perform
a diagnostic/ therapeutic measure because of scarcity of resources
during the last six months?

50.0% I51%
41.0%
40.0% 37.3%
29.6%
30.0%
20.0%
12.3%9 0%
8.0% U7
10.0% 5 ° 6.6% 43% 3.6%
o 2.4% 6%
0.6% =
0.0% -
At least once per At least once per At least once per Less than once Until now never Can't say Chi Square Test =
day week month per month 4562 ,p=.335

® Group1l ®Group2

Figure 6 2. Resources in clinical work Question 2
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When it comes to handling strategies of scarcity of resources the four most important
handling strategies were the same for both groups: discussing with colleagues (‘group 1’:
75.9%; ‘group 2’: 63.9%), discussing with superiors (‘group 1’: 56.8%; ‘group 2’: 47.0%),
putting patients on a waiting list (‘group 1’: 35.8%; ‘group 2’: 31.3%), and talking to the
patient about it (‘group 1’: 34.0%; ‘group 2’: 31.3%) (see following Figure 7, single x> -test
results and p-values in Table 4 in the appendices). Cardiologists, in contrast to the mixed
group of physicians, referred significantly more often to the national guidelines (‘group 1’:
14.8%; ‘group 2’: 27.7%), x* (df=1, N=328) = 8.123, p = .004, and the ethical platform (‘group
1":4.3%; ‘group 2": 13.9%), x> (df=1, N=328) = 8.969, p = .003. Recommendations to private

health insurances played almost no role at all (‘group 1’: 0.6%; ‘group 2’: 3.0%).

2.3 How do you handle scarcity of resources in your clinical work?
Please tick every option that matches.
(Percent of cases)

.

I discuss the situation with my colleagues 63.9%

T 56.8%

I discuss the situation with my superior.

47.0%
| put the patient on a waiting list. _31.3%"5‘3%
I'talk to the patient about it. _31;;0-0%
I send the patient to another hospital within the "landsting". 15.1% 25.9%
I send the patient earlier home. _ 242«7;./;%
Isend the patient to another department. _12.0%17.3%
| refer to Socialstyrelsen's national guidelines. _ 14.8% d7.7%
I send the patient to another "landsting". I 12-3?6.3%
I do not offer all the treatment/ diagnostics some patients require. | 6'209"‘0%
| refer to the principles of the ethical platform. B a3% 13.9%
I recommend an additional private health insurance. | 0'63’0%
Other (see 2.4.) -426%2%
None of these || 3'1;/;%
Can't say B s7% s 4%
0.0% 10.0% 20.0% 30.0% 40.0% 50.0% 60.0% 70.0% 80.0%

H Group 1 Group 2

Figure 7 2. Resources in clinical work Question 3
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Physicians also identified additional ways to handle scarcity of resources in free text
responses. The statements were categorised into five sections: ‘Other ways to handle
scarcity of resources’, ‘Examples/experiences’, ‘Causes of scarcity of resources’, ‘Others’ and
‘Comments which correspond with a response option already chosen in 2.3’. They can be
found in the appendices (3. Resources in clinical work). Further handling strategies included
‘continuous improvements’, ‘work more efficient’ and ‘rule out obsolete treatment options’.
As consequence physicians expressed ‘frustration’ and ‘cynicism’. Physicians of ‘group 1’
described usage of computed tomography instead of magnetic resonance imaging and a
‘grey-zone’ of decision making. Physicians of ‘group 2’ raised the question of the ‘definition
of scarcity’ as well as mentioned ‘there will always be a wish for more resources’. Regarding
causes of scarcity of resources, a lot of physicians stated ‘lack of beds’ or ‘shortage of ward-
places’. One physician wrote that he/she is doing often ‘work that other members of the

staff should have done’.

Physicians in both groups were neither rather well nor rather little personally prepared to
handle scarcity of resources. Figure 8 presents the response distribution and shows that the
median in both groups was ‘somewhat’. Most physicians felt less than ‘well’ prepared to

handle scarcity of resources (‘group 1’: 59.2%; ‘group 2’: 60.2%).

2.4 How well do you feel personally prepared to handle
scarcity of resources in your clinical work?

50.0% 43.8%

40.0% 34.9%
32.1%
30.0% 253%
21.1%
20.0%
12.3% 10.2%
10.0% 31% 42% 5.6% 310 42%
9 | |

0.0%
Not at all (1) Little (2 Somewhat ( Well ( Very well (5) Can'tsay Chi Square Test =
9.247 ,p =.055

HGroup 1 Group 2

Figure 8 2. Resources in clinical work Question 4

Figure 9 provides similar frequency distributions for the question whether physicians
thought that resources were wasted in their hospital, the median answer was ‘somewhat’
(‘group 1': 48.1%; ‘group 2’: 33.7%)and almost half of them thought resources were being

wasted ‘often’ or ‘very often’ (‘group 1’: 37.1%; ‘group 2’: 48.2%).
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2.5 How often do you think resources are being wasted
in your hospital?

60.0%

48.1%
50.0%

40.0% 3379
30.7%
30.0% 27.8%
0%
17.5%
20.0% 13.0% 145%
9.3%

10.0% )

0.0% 0.6% I . 1.9% 3.0%
0.0% —

Never (1) Rarely (2) ~ Somewhat (3) ~ Often(4)  Veryoften(5) ~ Can'tsay  ChiSquareTest =

9.629,p=.047

B Group1l HGroup2

Figure 9 2. Resources in clinical work Question 5

Circumstances of clinical decision making

Regarding the frequency of making independent clinical decisions according to their own
assessment without being limited, 88.9% of physicians from Orebro and 83.2% cardiologists
from all of Sweden answered ‘often’ or ‘very often’. Only single physicians chose ‘rarely’ and
‘can’t say’ and nobody chose the alternative ‘never’. No significant difference were found

between the two samples: x? (df=5, N=328) = 4.308, p = .230, see figure 10.

3.1 How often can you make independent clinical decisions according
to your own assessment without being limited?

9
200 a51% 438% 4729
41.0%

40.0%
30.0%
20.0% 145%
10.0% 7.4%

00% 00% 9% 12% 19% 1.2%

0.0% | |
Never (1) Rarely (2) Somewhat (3) Often (4) Very often ( Can't say Chi Square Test =

4.308,p=.230

HGroupl ®Group?2

Figure 10 3. Circumstances of clinical decision making Question 1

From a list of thirteen different factors, which could limit the physicians’ choices of
diagnostic and therapeutic options in their clinical decision making, physicians from both
groups agreed that the most important factor is a ‘local lack of staff per patient’ (‘group 1’:
52.5%; ‘group 2’: 38.6%). However, significantly more physicians in Orebro (52.5%) identified
a ‘lack of staff’ as a limiting factor as cardiologists (38.6%): x* (df=1, N=328) = 6.404, p = .011.

Other frequently selected, over 15%, limiting factors included for both groups ‘political
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directives (for example ‘guaranty of care’ or ‘standardisation of care processes’)’, ‘local lack
of diagnostic/therapeutic resources’, ‘administrative & bureaucratic tasks’, ‘local clinical
guidelines’, and ‘Socialstyrelsen’s national guidelines and their follow up’. As important as
these ones was the factor ‘regional medication and device recommendations’ for 22.7% of
cardiologists. The factors with the lowest influence on physicians’ decisions were ‘economic
incentives to undertreat’ (‘group 1’: 3.7%; ‘group 2’: 10.2%) and ‘economic incentives to
overtreat’ (‘group 1’: 0.6%; ‘group 2’: 4.2%). Notable is that ‘incentives to overtreat’ were
slightly less known than ‘incentives to undertreat’ and in comparison both were less known
in Orebro than of cardiologists in Sweden, in case of undertreating x? (df=1, N=328) = 5.374,
p =.020, in case of overtreating x> (df=1, N=328) = 4.464, p=.035. (See following Figure 11

and Table 5 in the appendices)

3.2 Which of these factors limit your own choices of
diagnostic & therapeutic options in your clinical decision making?
Please tick every described factor that matches.

(Percent of cases)

Local lack of staff per patient 38.6% 52.5%
Political directives (e.g. "vardgaranti", "standardiserade vardforlopp") I 2;7901/“%
Local lack of diagnostic/therapeutic resources —24.7% 355%
Administrative & bureaucratic tasks I—210% 30.1%
Local clinical guidelines (PM) ] 115?71%“
Socialstyrelsen's national guidelines & their follow up F— 15 4% 21.7%
Directives of own clinical superior I— 11'110{%.5%
Other national guidelines than Socialstyrelsen's (e.g. from Swedish clinical  p—G— S 105%
societies /centers) 12.7%
Regional medication and device recommendations [ 10.5% 22.9%
Lack of official approvals for medical diagnostics/treatments e 9,{;;/?4%
National quality registers within health care & their follow up — 6'8;{“0%
Economic incentives to undertreat . s7% 10.2%
Economic incentives to overtreat 1 0'6%[’1‘2%

None of these e 10152%7%

Other (see 3.3) u 1%%%
Can't say — gg://:
0.0% 10.0% 20.0% 30.0% 40.0% 50.0% 60.0% 70.0% 80.0%

EGroup1l ®Group2

Figure 11 3. Circumstances of clinical decision making Question 2

27



Results

Physicians identified additional limiting factors in free text responses, question 3.3, including
‘lack of beds’, ‘clinical judgement’, ‘different opinions between doctors’, ‘insufficient
reimbursement systems’ and ‘people without Swedish personal number’. Furthermore,
several physicians stated that they rather feel supported and not limited by the factors
named in question 3.2. — ‘many of the above not limiting but rather giving strength to make
medical correct decisions’, ‘l do not think the guidelines limit my choices, rather help me to
use resources in an evidence-based way’ or ‘I do not feel limited by all guidelines. | use them
if | want as a resource’. Two other limiting factors were named, an inadequate functioning
‘operation planning program’ as well as ‘political decisions, which are not to the advantage
of our health care’. All comments can be found in the appendices (see section 4.

Circumstances of clinical decision making)

Importance of different factors in clinical decision making

In relation to importance of different factors in clinical decision making, the three most
commonly identified factors were ‘your own medical assessment’ (very much & much -
‘group 1’: 93.2%; ‘group 2’: 94.6%), ‘guidelines in general’ (very much & much - ‘group 1’:
86.4%; ‘group 2’: 89.2 %), and ‘a colleague’s medical assessment’ (very much & much -
‘group 1’: 59.3%; ‘group 2’: 54.3%). For ‘group 1’ followed on rank four ‘a superior’s medical
assessment’, on rank five ‘a patient’s preference/wish’ and on rank six ‘costs in relation to
patients’ benefit (cost-effectiveness-ratios)’. For ‘group 2’ these three factors were also on
rank four to six but in another order, rank four was ‘a patient’s preference/wish’, rank five
‘costs in relation to patients’ benefit (cost-effectiveness-ratios)’ and rank six ‘a superior’s
medical assessment’. Rank seven to nine were again the same for both groups, ‘your

sympathy for a patient’ followed by ‘costs for the hospital’ and ‘costs for the patients’.

Besides the once more occurring concordance of both groups, it stands out that the
participating physicians assessed, after their ‘own medical assessment’, ‘guidelines in
general’ to have the second most influence on their decision making and that costs have
only little influence on them. See the following Figure 12 and 13 and in the appendices Table
6 and 7. The median and a calculated rank as well as exact frequencies of both groups can be
found. Besides the median the rank considered also the mean, even if one should not use

the mean directly because of the categorical response scale.
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Group 1: 4. How much influence do the following factors have on your
own clinical decision making?
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Figure 12 4. Importance of different factors in clinical decision making box plots Questions 1-9 ‘group 1’

Group 2: 4. How much influence do the following factors have on your
own clinical decision making?
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Importance of different sources of information in clinical decision making

Regarding the importance of different sources of information in clinical decision making, the
results of both groups varied. For physicians from Orebro the most important source of
information was ‘local clinical guidelines’ (very much & much - ‘group 1’: 77.8%), followed by
‘other national clinical guidelines/recommendations than Socialstyrelsen’s’ (very much &
much - ‘group 1’: 69.1%), and ‘Socialstyrelsen’s national guidelines’(very much & much -
‘group 1': 66.7%). Less important for them were from rank four to seven: ‘European clinical
guidelines’ (very much & much - ‘group 1’: 43.2%), ‘national internet based support
resources’ (very much & much - ‘group 1’: 36.4%), ‘American clinical guidelines’ (very much
& much - ‘group 1’: 22.9%) and ‘international internet base support resources’ (very much &

much - ‘group 1’: 26.6%).

Whereas for cardiologists, the most important sources of information were firstly ‘European
clinical guidelines’ (very much & much - ‘group 2’: 84.9%), secondly ‘Socialstyrelsen’s
national guidelines’ (very much & much - ‘group 2’: 68.7%), thirdly ‘local clinical
guidelines’(very much & much - ‘group 2’: 68.7%), fourthly ‘other national clinical
guidelines/recommendations than Socialstyrelsen’s’ (very much & much - ‘group 2’: 64.5%),
fifthly ‘American clinical guidelines’ (very much & much - ‘group 2’: 29.5%), and sixthly
‘national internet based support resources’ (very much & much - ‘group 2’: 34.4%). Only the
seventh rank was the same in both groups, ‘international internet base support resources’

(very much & much - ‘group 2’: 26.6%). (Figure 39 and 40, Table 8 and 9 in the appendices)

Ethical platform of Swedish priority setting

With regards to physicians’ knowledge and assessment of the ethical platform containing
the three ethical principles, no significant differences between the groups were found, x*
(df=5, N=328) varied between 0.718 and 3.135 with p between .426 and .949. Exact numbers
are shown in Figure 14 to 16. The knowledge of the ethical platform varied from ‘not at all’
to ‘very much’ (figure 14). The median was ‘somewhat’, in both groups about one third

chose this category (‘group 1’: 30.1%; ‘group 2’: 33.3%).
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6.1 How much do you know the ethical platform of priority setting?
(The three ethical principles.)

40.0%
33.3%
30.1%

30.0% 25.3%

22.3%
20.5% )

20.0%

14.8% 13.9%
11. 7“/
. 0% 11.1%
10.0%
3.7% 4.2%
0.0% -
Notatall (1) Little (2) Somewhat ( Much (4) Very much (5) Can't say Chi Square Test =

3.135,p=.535

H Group 1 Group 2

Figure 14 6. Ethical platform of Swedish priority setting Question 1

When comparing the results regarding the physicians’ assessments of the helpfulness of the
ethical platform regarding their own clinical work as well as the Swedish health care, Figure
15 and 16, the median is ‘somewhat’ in case of their own clinical work and ‘much’ in case of
the Swedish health care. In both cases the median is characterised by both groups by a
frequency of 36 to 41%. The starting point and endpoint ‘not at all’ and ‘very much’ were
chosen by about 5% in cases of their own clinical work. Regarding Swedish health care only
single physicians, about 1 to 3%, chose ‘not at all’. For both questions no significant
difference between both groups could be found, x? (df=5, N=328) = 0.718, p = .949 and ¥*
(df=5, N=328) = 3.854, p = .426.

6.2 How helpful is the ethical platform for your own clinical work?

50.0%
40.9%

40.0% 36.8%
30.0%
23.6%
21.2% : 20. 40/22 2%
20.0%
10.0% — 5:8% 499 5.8% 5.6% 5.89% 6-9%
oo M | H
Not at all (1) Little (2) Somewhat (3) Much (4) Very much (5) Can't say Chi Square Test =

0.718,p =.949

B Group 1 Valid Group 2 Valid

Figure 15 6. Ethical platform of Swedish priority setting Question 2
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6.3 How important do you consider the ethical platform
for Swedish health care?

50.0%
40.3%

40.0% 36.5%
K 28.5%
30.0% 24.3%
20.0%
13.2% 15.3%
10.2% 11.1% 8.8% 83%
10.0% :
9
SR 0
0.0% -
Not at all (1) Little (2) Somewhat (3) Much (4) Very much (5) Can't say Chi Square Test =

3.854,p=426

B Group 1 Valid Group 2 Valid

Figure 16 6. Ethical platform of Swedish priority setting Question 3

Socialstyrelsen’s national guidelines

Regarding knowledge of national guidelines, more physicians in ‘group 2’ — the cardiologists-
knew more about national guidelines than in ‘group 1’ — the mixed group of Orebro. 75.3%
of ‘group 2’ towards only 40.6% of ‘group 1’ knew ‘much’ or ‘very much’ of the national
guidelines. 11.1% of ‘group 1’ chose the option ‘can’t say’. Frequencies varied between both
groups and a significant difference was shown, x? (df=5, N=328) = 33.096, p < .000. Further

frequency distributions are shown in the following Figure 17.

7.1 How much do you know Socialstyrelsen's national guidelines
within your own working field?(see list of existing guidelines in 7.2.)
60.0%
51.2%
50.0%

40.0%

30.0% 26:5% 25.3%
19.8% 20.5% 24.1%
20.0% 14.2% 111%
100% — 43% I
1.2% 1.2% 0 6%
0.0% -
Not atall (1) Little (2) Somewhat (3) Much (4) Very much ( Can't say Chi Square Test =

33.096,p =.000
B Group 1 ™Group 2
Figure 17 7. Socialstyrelsen's national guidelines Question 1
The clinical work of physicians of ‘group 1’ were mostly concerned by the national guideline
for breast-, prostate- & colorectal cancer, followed by cardiac care, palliative care,
depression and anxiety, stroke, lung cancer, asthma/COPD and abuse and addiction. The
clinical work of ‘group 2’ was mostly concerned by the national guideline of cardiac care,

followed by diabetes, stroke, methods of preventing diseases, asthma/COPD and palliative
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care. These distributions are in accord with the proportion of the departments of the

participating physicians. All named national guidelines showed frequencies above 12%, more

details can be found in Table 10 and 11 as well as a Figure 41 in the appendices.

Being asked for the helpfulness for their clinical work as well as the importance for the

Swedish health care of national guidelines physicians of both groups seem to be align,

similar to these questions concerning the ethical platform, no significant difference between

both groups could be found, x? (df=5, N=328) = 6.664, p = .155 and x? (df=5, N=328) = 2.927,

p =.570. Most of the physicians assessed national guidelines as ‘somewhat’ as well as ‘much’

important (in total ‘group 1’: 66.4%; ‘group 2’: 78%) for their own clinical work, whereas for

the Swedish health care they mostly assessed them as ‘much’ important (‘group 1’: 43.8%;

‘group 2’: 52.1%). Further frequencies can be found in the following figures 18 and 19.

50.0%

40.0%

30.0%

20.0%

10.0%

0.0%

7.4 How helpful are Socialstyrelsen's national guidelines

0.7% 1.2%

Not at all (1)

for your own clinical work?

39.4% 39.3% 38.7%
27.0%
16.1%
o 12.3%
IS'G% 10.2%
Little (2) Somewhat (3) Much (4) Very much (5)

B Group 1 Valid Group 2 Valid

Figure 18 7. Socialstyrelsen's national guidelines Question 4
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50.0%

40.0%

30.0%

20.0%

10.0%

0.0%

6.6%

.o.o%

Can't say ChiSquare Test =
6.664 ,p=.155

7.5 How important do you consider Socialstyrelsen's national

0.0% 0.6%

Notat all (1)

guidelines for Swedish health care?

52.1%

43.8%

o 23.3%
22.6% 20.4% 3029
5.8%
- 3.1%
Little (2) Somewhat (3) Much (4) Very much (5)
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Figure 19 7. Socialstyrelsen's national guidelines Question 5
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Can't say ChiSquare Test =
2.927,p=.570
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The remaining four questions of question group seven concerning national guidelines were
more specific. The response frequency for the option ‘can’t say’ was notably higher in ‘group
1’ for these questions than for other questions before and also compared to ‘group 2’. This
goes along with the result that physicians in ‘group 1’ knew the guidelines less well than
physicians in ‘group 2’. Up-to-dateness was perceived mostly as ‘somewhat’ and ‘much’
(‘group 1’: 59.1%; ‘group 2’: 84.2%), trustfulness as ‘much’ (‘group 1’: 51.1%; ‘group 2’:
47.9%), influence by economic interests as ‘little’ and ‘somewhat’ (‘group 1’: 62.8%; ‘group
2’:61.3%). More numbers as well as the results of the Chi Square tests can be found in the

Figure 20 - 22.

7.6 How much up-to-date do you consider Socialstyrelsen's national
guidelines within your own clinical work?

50.0% 44.2%

39.9%
40.0%

29.2% 29.9%
30.0%
212%
20.0%
8.8% 10.9%

10.0% 5 5%

0 0%1‘8%

5 5% 3.1%
0.0%

Notatall (1) Little (2) Somewhat (3) Much (4) Very much (5) Can't say Chi Square Test =
10.353,p =.035

B Group 1 Valid Group 2 Valid

Figure 20 7. Socialstyrelsen's national guidelines Question 6

7.7 How much do you trust Socialstyrelsen's national guidelines?

60.0%

51.1%

47.9%
50.0% e

40.0%

30.0%

23.3% 9
6 20.4% 233%
20.0% 153%
10.9%
10.0% 3%
0.7% 0.0% 1.5% 1.2%
0.0% -
Notatall (1) Little (2) Somewhat (3) Much (4) Very much (5) Can't say Chi Square Test =

5.351,p=.253

B Group 1 Valid Group 2 Valid

Figure 21 7. Socialstyrelsen's national guidelines Question 7
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7.8 How much do you consider Socialstyrelsen's national guidelines
asinfluenced by economic interests of different agents?

40.0%

343% 33.7%
30.0% 27.6%  28:3%
20.2%
20.0% 17.5%
. 10.2%

10.0% 6.6% 8.0% 6.1% o

l 2.9% 4.3%

0.0% -
Notatall (1) Little (2) Somewhat (3) Much (4) Very much (5) Can't say Chi Square Test =

7.053,p=.133

B Group 1 Valid Group 2 Valid

Figure 22 7. Socialstyrelsen's national guidelines Question 8

The last question of this section asked for the aspects in which physicians considered the
national guidelines to be helpful. Both groups seem to be in accord with all the proposed
aspects except for the aspect ‘priority setting of clinical measures in times of scarcity of
resources’, x? (df=5, N=328) = 7.116, p = .008. ‘group 2’ experienced the national guidelines
for this aspect as more important (‘group 1’: 38.0%; ‘group 2’: 53.4%). For ‘group 1’ the most
important aspect was ‘improvement of equity of patients in health care’ (54.0%), followed
by ‘improvement of quality of patient care’ (50.4%) and ‘writing local guidelines’ (46.7%). For
‘group 2’ the most important aspect was ‘priority setting of clinical measures in times of
scarcity of resources’ (53.4%), followed by ‘improvement of quality of patient care’ (52.8%)
and ‘improvement of equity of patients in health care’ (49.7%). Frequencies for all named
aspects are listed in the following figure 23. The aspects, which stand for the three principles
of the ethical platform, are ranked according to their ranking within the ethical platform.
Aspects as ‘health care politics’ (‘group 1': 31.4%; ‘group 2’: 33.7%) and ‘hospital
management’ (‘group 1’: 24.1%; ‘group 2’: 23.9%) are ranked low. About one third assessed
the national guidelines as helpful in ‘every clinical decision for which there is information in
them’ (‘group 1’: 27.7%; ‘group 2’: 29.4%). All information is shown in Figure 23 and in the

appendix Table 12.
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Figure 23 7. Socialstyrelsen's national guidelines Question 9

Application of Socialstyrelsen’s national guidelines

Concerning the application of the national guidelines, the questions were even more specific
than the previous ones. The frequencies for ‘can’t say’ reached from 37.2% to 50% for
‘group one’. Answers of ‘group one’ are thereby rather not representative. At first
physicians were asked for an assessment of the approximate number of their patients that

were covered by recommendations in the national guidelines.

For ‘group 1’ the mean was 61.47, standard deviation 28.178 and for ‘group 2’ the mean was
69.56, standard deviation 19.453. An independent samples t-test was conducted to compare
the number of covered patients in both groups. There was a significant difference; t

(153.254)=-2.41, p=.017 (Table 13 to 16 in the appendices). The number of covered patients
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for ‘group 2’ seems to be significantly higher. The next question asked for an approximate
estimation of the number of patients, which needed to be excluded from application of the
recommendations due to criteria like severe frailty or multi morbidity. For ‘group 1’ the
mean was 21.68, standard deviation 18.451. For ‘group 2’ the mean was 24.11, standard
deviation 18.704. The independent samples t-test was not significant and implies that there

seems to be no difference between both groups, t(214)=-0.93, p=.353.

When asked how much they agreed with the priority setting rankings (1-10, “icke-goéra”,
“FOU”) for the guidelines within their working field most physicians answered ‘much’ (‘group
1’: 38.7%; ‘group 2’: 47.9%). Within ‘group 2’ the other half was divided between
‘somewhat’ (22.7%) and ‘very much’ (20.9%). (See Figure 24)

8.3 How much do you agree with the priority setting rankings (1-10,
"icke-g6ra","FOU") for the guidelines within your working field?

60.0%

47.9%
50.0%

38.7% 9
40.0% 37.2%

30.0%
22.7% 20.9%

20.0% 14.6%

9
10.0% 2.2% 1.8% I 7.3% 6.7%
0.0% 0.0 : 7% .
0.0% _—
Not at all (1) Little (2) Somewhat (3) Much (4) Very much (5) Can't say Chi Square Test =
5.015,p=.171

M Group 1 Valid Group 2 Valid
Figure 24 8. Application of Socialstyrelsen's national guidelines Question 3
Regarding the possible consequence of a lower quality of care for single patients due to a
total prohibition of measures within “icke-géra” and “FOU” physicians estimated the

frequency mostly as ‘rarely’ (‘group 1’: 24.8%; ‘group 2’: 41.7%) and ‘somewhat’ (‘group 1’:
27.0%; ‘group 2’: 25.8%). (See figure 25)
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8.4 How often do you think a total prohibition of measures
within "icke-géra" & "FOU" would lead to lower quality of care for
single patients?

9
50.0% 41.7%

38.7%
40.0%

27.0%

30.0% 24.8% 25.8%
20.0% 15.3%
5 9.2%
10.0% 449 ©1% 5.1% L%
0.0% ~°7
ooy |
Never (1) Rarely (2) Somewhat (3) Often (4) Very often (5) Can't say Chi Square Test =

5.765,p =.217

EGroup 1 Valid Group 2 Valid

Figure 25 8. Application of Socialstyrelsen's national guidelines Question 4

The questioned physicians mostly stated that they could prescribe measures of lower
priority grades (about eight to ten) to their patients without obstacles (‘group 1’: 49.6%;
‘group 2’: 55.2%), only a smaller part denied it (‘group 1’: 8.0%; ‘group 2’: 19.6%). By
contrast in case of measure of ‘icke-géra’ and ‘FOU’ a larger proportion, especially within
‘group 2’ said no, they could not prescribe measures of these categories without obstacles
(‘group 1’: 16.8%; ‘group 2’: 42.9%). About a third of the physicians stated that they could
prescribe them (‘group 1’: 38.0%; ‘group 2’: 36.2%). (See Figure 26 and 27)

8.5 Can you prescribe measures of lower 8.6 Can you prescribe measures of 'icke-géra' and
priority grades (about 8-10) to your patients 'FOU' to your patients without obstacles?
without obstacles? 500% 25.3%
42.9%
60.0% 55.2% 38.0%
49.6% 40.0% 36.2%
50.0% 423%
40.0% 30.0%
25.2% 20.9%
30.0% 10.6% 2% 20.0% 16.8%
20.0%
8.0% 10.0%
10.0%
0.0% - 0.0%
No (0) Yes (1) Can't say Chi Square Test = No (0) Yes (1) Can't say Chi Square Test =
4318 ,p=.038 10.646 ,p =.001
EGroup 1 Group 2 EGroup 1 Group 2

Figure 26 8. Application of S.’s national guidelines Question 5 Figure 27 8. Application of S.’s national guidelines Question 6

Potential wishes and comments

The very last two questions of the questionnaire aimed to take a look into the future. The
physicians were asked whether they would like to obtain further training in the ethical
platform and the application of the national guidelines. More than half of all participants

reported that they would like to have further knowledge and training regarding the ethical
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platform (‘group 1’: 56.8%; ‘group 2’: 56.6%) as well as further support for the application of
the national guidelines (‘group 1’: 50.6%; ‘group 2’: 51.8%). Slightly more physicians wished
training in case of the ethical platform. There were no significant difference between the
two samples: x? (df=3, N=328) = 0.203, p =.652 and x?* (df=3, N=328) = 0.015, p = .902. (See
Figure 28 and 29)

9.1 Would you like to get further knowledge and 9.2 Would you like to get further support for the
training in the ethical platform of priority setting? application of Socialstyrelsen's national
60.0% 56.8% 56.6% guidelines?
50.0% 60.0% 50.6% 51.8%
50.0%
40.0% 303% 38,99 410%
30.9% 40.0%
30.0%
30.0%
20.0%
9 20.0%
23% g oo, 105% _ .
10.0% . 10.0% . 7:2%
0.0% 0.0%
No (0) Yes (1) Can't say Chi Square Test = No (0) Yes (1) Can't say Chi Square Test =
0.203,p = 652 0.015,p =.902
HGroup1 ®Group2 EGroup1l ®Group2

Figure 28 9. Final potential wishes and comments Question 1  Figure 29 9. Final potential wishes and comments Question 2

Finally, all physicians had the possibility to write comments regarding the Swedish priority
setting activities as well as the national guidelines. Comments for both questions were
divided into three sections ‘advantages’ ‘problems’ and ‘wishes/advices’. By several
physicians the Swedish priority setting was seen positively, they describe it as ‘worthwhile’
and ‘very good and especially as it follows the laws’. Many physicians stated problems
regarding the up-to-dateness, ‘always outdated’. Besides, few physicians described the
challenge of horizontal prioritisation as ‘difficult — impossible’, ‘very low prioritised are
geriatrics care, dementia care, psychiatry and primary care. Other problems were the lack in
some fields, ‘not very developed for psychiatry’, higher importance of other guidelines,
‘from regional cancer centre’, balance between different guidelines, the presentation, ‘more
on paper than in reality’, the role of economy, ‘economy plays a big role, and slow in
adjusting to new studies’ and the role of politicians, ‘Priority setting should be made by the
decision making politicians. However, they (...) fail to do this (...). If they had left it without
restrictions/instructions to the medical profession it would have been fine. (...) However,
there are number of restrictions (...). The politicians become the “de facto” decision makers
without paying the blame for controversial issues’. An overall problem is the reduced
actuality, ‘the debate among doctors, health bureaucrats, media and politicians and thus

level of knowledge and influence was higher some years ago’.
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Wishes were to gain a ‘deeper knowledge’, to focus on ‘user-friendly digital sources’ and to
introduce new methods in controlled clinical studies. Advices highlighted the importance of
the topic, ‘priority is very important and soon in the future impossible to avoid’, ‘early
updates’ as well as to ‘broaden the expert committee. Not with GPs but with clinical
expertise.” One physician specified ‘We still have a long way to go before health care is

delivered equal’.

Regarding the national guidelines in particular, advantages of them were described as
‘support with which | can explain the situation to the patient, when the patient asks for
something that is proven to be ineffective or wrong’, ‘useful for discontinuing practise’, ‘very
wise that they take the economics into regard. The European and American guidelines are
very cost rising (...)’. Named problems to this open-end question were alike to the problems
named to the question above, they focus on the covered fields and the lacking up-to-
dateness, ‘important areas are not focused’ and ‘problems with continuous updates’.
Moreover, the presentation is taken up again several times, like ‘marketing is poor’ and ‘too
much text’. Few physicians reminded of the controversial situation of population based
recommendations versus individual based decisions. Advices and wishes took up the
problems, ‘needs to be updated more frequently’, ‘Socialstyrelsen should focus on fewer but
important and high priced treatments’, ‘marketing to patients and relatives ought to be
done’ and ‘new guidelines need to be sold on a wider basis, like ‘obligatory’ webinars or web
based knowledge tests (...)’. All comments can be found in the appendices (10. Potential

wishes and comments).
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Discussion

The main objectives of this thesis are to enlighten the clinical physicians’ perception of the
national efforts on priority setting in Sweden, to understand their working situation in order
to see the complexity and to draw conclusions for the future. The two main research

questions are:

1. How do Swedish physicians experience their daily clinical conditions?

2. How are national priority setting efforts taken up by clinical physicians?

Therefore, two groups of physicians were questioned. ‘Group one’ consisted of 162
physicians of different departments within one university hospital. The response rate of
48.9% was good and similar to or better than in previous studies (Ridderstolpe, Collste et al.
2003, Ekerstad, Lofmark et al. 2010, Vardanalys 2015). Within ‘group two’, 166 cardiologists
in Sweden, the response rate was low with 18.0%. We can point out that the demographic
composition was alike to the one of the society of Swedish cardiologists (Braunschweig
2015). In the following sections main findings to both research questions are highlighted,
discussed and compared to other published findings. In addition, Germany’s situation
regarding clinical resource allocation and implications of our results as well as the limitations

of the study are depicted.

Clinical care — patient care and resources

Concerning physicians’ impression of patient care and their experiences of scarcity of
resources, clinical care was ‘often’ or ‘very often’ perceived ‘optimal’ by the physicians
(‘group 1’: 64.9%, ‘group 2’: 53.6%). Surprisingly their impression of patient care was
according to the hierarchal gradation of the three principles of the ethical platform. Without
assuming their knowledge of the principles or stating the origin of the statements, both
groups perceived the treatment of patients rather as ‘very often’ equally, resource
distribution as rather ‘often” according to patients’ need and consideration of costs in
relation to patients’ benefit in decision as rather ‘somewhat’ to ‘often’. These results are
encouraging and show that the relevance of the ethical principles have became apparent

even in their gradation in clinical care. Still, the assessments of clinical care could be
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expected to be even more positive. About one third in both groups experienced patient care

only as ‘somewhat’ optimal.

Regarding resources in clinical work speaking about scarcity of resources is complicated as
there will be on the one hand side always a need for more and on the other hand side the
tendency to deny and neglect scarcity (Alexander, Werner et al. 2004, Strech, Synofzik et al.
2008). Open comments of participants like “Definition of Scarcity? There will always be a
wish for more resources regardless of economic reality.” or “Everything can’t be done at
once.” (see appendices) showed how difficult a common understanding of scarcity was. The
biggest issue of scarcity named in open comments was the lack of hospital beds, respective
the closing of beds due to lack of staff. Actual rationing, described as not prescribing or
performing a diagnostic or therapeutic measure during the last six months, occurred
approximately for about 9% of Swedish physicians once a day or once a week (‘group 1'=
8.6%, ‘group 2'= 9%) and for about 44% once a month or even less (‘group 1’=41.9, ‘group
2'=46.3%). In comparison, 13% of German physicians within intensive care units and
cardiology rationed once a day or once a week and 64% once a month or even less (Strech,
Danis et al. 2009). Physicians from Great Britain, Italy, Norway and Switzerland being asked
the same questions rationed at a percentage of 15% once a day or once a week and 41.3%
once a month or even less (Hurst, Slowther et al. 2006). These numbers suggest that
Swedish physicians ration slightly less often than colleagues in Europe. Do they ration less
because they have the national guidelines or despite having them? The Swedish efforts of
priority setting could be seen as support in “muddling through elegantly”, doing it
“elegantly”, neither being dictated explicit rationing nor being left alone with decisions in

order to ration implicit (Hunter 1995).

Many handling strategies identified by physicians focused on communication, with
discussions with colleagues and superiors being identified as most important for about by
half to three quarter of the physicians. While about a third of physicians reported talking to
the patients about it, about a quarter reported sending patients home earlier, and a minority
reported ‘not offer all the treatment/diagnostic some patients required’. This supported
physicians’ view regarding the rarity of rationing. Only 14% of physicians thought that

resources were wasted in their hospital ‘never’ or ‘rarely’, which indicates a potential for
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rationalism. Overall, the physicians wanted more assistance regarding such decisions, 60% of
participants stating that they felt less than ‘well’ (‘not at all’, ‘little’ or ‘somewhat’) prepared

to handle scarcity of resources.

Regarding the discussion of scarcity in health care, unpleasant consequences of some
political directives and consequences of scarcity need to be kept in mind; naming for
example the queue billion in 2005, favouring some patient groups while blinding out others
as well as the expansion of administrative and economical structures while minimising
professional ethics (Jansson, Nitz et al. 2013, Makdessi and Halmin 2013, Hansson 2014). As
waiting times for patients exceeded up to eight to 16 hours, extra money for county councils
was promoted reducing waiting time of first contacts. As a consequence, waiting times for
return visits got extended and wrong patients were prioritised. Public debates raised and
many physicians stressed the intolerant situations in the hospital. The Swedish Medical
Association, the Swedish Teachers’ Union and the Swedish Police Union published an article
where they claimed: “Reliance on professional responsibility has been replaced by a control
system that risks leaving professional ethics aside and threatens the basic human qualities of
the work to be done.” (Jansson, Nitz et al. 2013). Further physicians published a second
appeal stating: “Production-centred healthcare puts our professional ethics at risk.
According to medical ethics the principles of need and human value should always have
priority. Today’s system is ruled by the principle of cost-efficiency. (...) Where politicians
relish shortened queues to healthcare we see how chronically ill patients are displaced by
patients with minor ailments. Where politicians require shorter completion times in
emergency departments we see how patient safety is threatened. Where politicians see
efficiency improvements, we see lack of hospital beds (...). Where politicians see shortened
hospital stays as efficiency gains we are worried by increased number of readmissions and
complications. (...) We want a healthcare governed by the patient’s needs (...) where we can

act according to our professional competence.” (Makdessi and Halmin 2013).

These perceptions of time-taking administrative control burdens, political incentives, focus
on economy, loss of professional responsibility and quality of care may be explanations for
the potential gap of improving the situation as identified by the participants in this study. In

contrast to the second appeal, participants in our study did not seem to agree that actual
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decisions in health care were primarily made due to cost-efficiency reasons, but rather of
patients’ need and their equality. The following group of questions examined the described

loss of professional responsibility and medical ethics.

Clinical decision making

Independence in decision making seemed to exist to a great extent. In contrast to the
expression of the feeling of limitation in the two appeals named in the section above
(Jansson, Nitz et al. 2013, Makdessi and Halmin 2013), in our study a vast majority of
physicians of both groups reported that they were ‘often’ or ‘very often’ able to make
independent decisions according to their own assessment without limitations (‘group 1'=
88.9% , ‘group 2'=83.2%). Only about 20% of Swedish physicians identified guidelines as
limiting (‘local clinical guidelines’ - ‘group 1’: 19.1%, ‘group 2’: 18.7%; and ‘Socialstyrelsen’s
national guidelines and their follow up’ - ‘group 1’: 15.4%, ‘group 2’: 21.7%). Physicians
expressed conflicting opinions regarding these issues in the open comments: ‘I do not think
the guidelines limit my choices rather help me’ or ‘I do not feel limited by all guidelines. | use

them if | want as a resource’ (see appendices).

These two results, that Swedish physicians mostly did feel independent in decision making
and guidelines were perceived mostly not as limiting, close preliminary gaps in literature.
Even though, these aspects should be further discussed in relation to Swedish socio-cultural
aspects and compared to further studies. From a German perspective, it is a very relevant
point as one of the major concerns is whether physicians feel limited by guidelines for
priority setting or not. In Germany, 44% of physicians assessed (hypothetical) guidelines that
would include information about costs as a limitation of their freedom in clinical decision

making (Marckmann and Strech 2009).

Swedish physicians identified a number of limitations of the current system. For example,
participants reported that they experienced ‘local lack of staff per patient’ (‘group 1’: 52.5%,
‘group 2’:38.6%), followed by ‘political directives’ (‘group 1’: 25.9%, ‘group 2’: 27.1%), ‘local
lack of diagnostic/therapeutic resources’ (‘group 1’: 24.7%, ‘group 2’: 35.5%) and
‘administrative & bureaucratic tasks’ (‘group 1:21.0%, ‘group 2’: 30.1%). These factors

support the two appeals of Swedish physicians (Jansson, Nitz et al. 2013, Makdessi and
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Halmin 2013). The political directives in Swedish health care (like guarantee of care,
standardised care course or the queue billion), aimed for more standardisation and thereby
validation and efficiency. Practically something which is craved both by politicians in order to
reduce the risk of blame and provide equality, and by physicians, in accord with their wish
for an equal evidence-based medicine (Hood 2011). But as shown in the two physicians’
appeals, it can collide with the self-governance of the profession, its role and responsibility

(Timmermans and Berg 2003).

In our sample, economic incentives were perceived to have little influence on clinical
decision making in relation to undertreatment (‘group 1’: 3.7%, ‘group 2’: 10.2%), and even
less so regarding overtreatment (‘group 1’:0.6%, ‘group 2’: 4.2%). This may indicate that
there was little economic pressure on clinical decisions of the questioned physicians in 2016,
in contradiction to the claim of the two appeals in 2013. However, it may also suggest that
physicians did not perceive economic pressure because it occurs in a more implicit manner.
The lack of staff and the burden of administrative tasks, which were highly rated, can be
seen as consequences of economic pressure. The controversial political incentive of the
queue billion was rescinded after five years in 2015. In the beginning the waiting time had
been reduced, but during the last years it was slightly more than doubled (Sveriges
Kommuner och Landsting 2018). A new professional as well as a patient billion were

introduced, promoting more education of professionals and shortening of queues.

It should be highlighted that undertreatment was more often experienced than
overtreatment, suggesting that rationing was performed due to economic reasons rather
than resources were wasted due to economic reasons. In Germany, both incentives to
undertreat and overtreat are commonly known. Reifferscheid’s study among German chiefs
of departments implied that economic incentives were experienced to a high degree, leading
slightly more to undertreatment than to overtreatment. In the study, 46% of participants
reported that they have refused useful measures due to economic reasons, and 39% had the
impression that economic reasons have led to an excessive number of cases, especially in
orthopaedics and cardiology (Reifferscheid, Pomorin et al. 2015). Furthermore, 70% stated
to have felt limited in their medical profession by the economic framework (Reifferscheid,

Pomorin et al. 2015).
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The biggest influence, ‘much’ and 'very much’, on physicians’ decision making in our study
was their ‘own medical assessment’ (‘group 1’: 93.2%; ‘group 2’: 94.6%) directly followed by
‘guidelines in general’ (‘group 1’: 86.4%; ‘group 2’: 89.2%). In another study, physicians own
clinical experience was the most important one as well, followed by the patients’ view
(Ekerstad, Lofmark et al. 2010). In another study, 93% physicians assessed discussions with
their colleagues as most important knowledge support, 72% internet based resources, and
65% local guidelines (SOU 2017). Discussions were identified as most important handling
strategies in times of scarce resources in our study. Meanwhile internet-based resources had

the least importance.

When asked to differentiate the guidelines, ‘group 1’ assessed local guidelines, followed by
the national guidelines of NBHW and to a similar extent other national guidelines or
recommendations from Swedish centres or societies as most important guidelines. For
‘group 2’ European guidelines were the most important ones, followed by the ones from
NBHW and local guidelines, other national ones were less important. This may be explained
by the national guideline of cardiac care being the first guideline, well known and in its
development and revision supported by the cardiologists. It is commonly known that in
other departments the national guidelines are less popular and often cover fewer areas.
There is some confusion between the many different national guidelines and
recommendations. In consequence, it is difficult for the physicians to keep track of
important information (Simon 1971, Vardanalys 2015). Worldwide seen, an example of
outlining the existing research is the Cochrane library, a collection of medical databases and

provider of systematic reviews and meta-analyses.

In Sweden, the development of and the concentration on single and concise clinical national
guidelines by one authority including the medical facts with the ethical principles and cost
effectiveness data would be of help. Guidelines have much impact on physicians and are
rather seen as supporting help than as limiting rules. In 2017, the State planned to revise
and clean the national guidelines, make them applicable especially for the persons in
management positions and support the clinical professionals by uniting many different local

and national guidelines in one place as guiding but not binding knowledge support including
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the priority setting information as stated in a state public report (SOU 2017). It is aimed to
put trust and confidence in the work of professionals and to let them decide due to scientific
evidence and their own clinical experience (SOU 2017). A very welcome initiative. In sum, at
least based on our findings, Swedish physicians did not perceive Swedish national guidelines
as limiting but as supporting. They do influence their decision making a lot. Physicians wish
for more clarity in the many different national guidelines and economic pressure is

perceived as little.

The ethical platform and the national guidelines

Some insights concerning the ethical platform and the national guidelines have been gained
and discussed already within questions of the first part of the study concerning clinical care
and decision making. In the following sections the physicians’ specific knowledge of and
attitudes towards them will be underlined and discussed. In addition, it will be shown

whether the views between cardiologists and physicians from other specialties differed.

Knowledge and attitudes
The ethical platform was less known than the national guidelines themselves. About one

third of the physicians knew ‘much’ or ‘very much’ about the ethical platform (‘group 1’:
36.4%; ‘group 2’: 36.2%). About half of ‘group 1’ (50.6%) and three quarters of ‘group 2’
(76.5%) knew ‘much’ or ‘very much’ about the national guidelines in their department.
Regarding the ethical platform both groups were alike, regarding the national guidelines
‘group 2’, the cardiologists, knew the national guidelines to a higher degree. As explained
earlier this may be due to the outstanding role of the national guideline of cardiac care to be

the first national guideline ever.

A previous study among cardiologists, cardiothoracic surgeons and anaesthesiologists in
2001/2002 showed a higher knowledge of about 48% on average of the meaning of each of
three ethical principles and a low appreciation of being supportive of the national guideline
of coronary artery diseases of 24%, a predecessor of the extensive national guideline of
cardiac care (Ridderstolpe, Collste et al. 2003). A study among cardiologists in 2007/2008
showed that 90% were very familiar with the national guideline of cardiac care and 94%

considered it mainly positively (Ekerstad, Lofmark et al. 2010).
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These differences can be explained, probably among others, by the development in the
course of time. When the ethical platform was inaugurated in 1997 and the extensive
national guideline for cardiac care in 2004, they were more popular and discussed in the
media than it later could be observed. Little knowledge and insecurity about the contents
were experienced in the ambulant sector and on management level as well (Arvidsson 2013,
Kalkan, Sandberg et al. 2015). In comparison to the results of other studies a decline of

knowledge in the course of time is found.

The ethical principles were assessed relatively alike by both groups, concerning the
importance for their own work rather ‘little’ and ‘somewhat’ helpful (‘group 1’: 62.1%,
‘group 2’: 60.4%) and for the Swedish health care rather ‘much’ and ‘very much’ important
(‘group 1’: 51.8%, ‘group 2’: 51.4%). Answers are limitedly evaluable as most, about two
thirds, did not know them well. The national guidelines were assessed as more helpful for
their own clinical work than the principles, ‘much’ and ‘very much’, (‘group 1’: 37.2%, ‘group
2’:51.6%) as well as more important for Swedish health care, ‘much’ and ‘very much’
(‘group 1’: 64.2%, ‘group 2’: 72.3%). By ‘group 2’ these two aspects of the national guidelines
were assessed higher than by ‘group 1’, showing the higher importance for those knowing

them better.

The trust in the national guidelines was high, (‘group 1’: 71.5%, ‘group 2’: 71.2%), and similar
to the result of the study among department chiefs which stated a high or very high trust at
a percentage of 72% (Vardanalys 2015). National guidelines were rather ‘somewhat’ to
‘much’ assessed to be up-to-date and ‘little’ to ‘somewhat’ influenced by economic interests
of different agents in any meaningful way. The confusion between the different national
guidelines not only developed by NBHW was found again: 22.6% of ‘group 1’ marked ‘others’
and were thereby not able to distinguish between the guidelines. Although a description was
given in the invitation email and a notice before the question asked them only to answer if
they knew national guidelines of NBHW. Answers of ‘group 1’ concerning the national
guidelines therefore need to be evaluated with caution, remembering the uncertainty
among participants. However, given the high proportions of participants from ‘group 1’ that

answered ‘can’t say’, the limitation is already minimized by the uncertain participants
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themselves. In total, we found a high acceptance and a high trust in the system, most
probably because priority setting measure were developed with the support of the
physicians themselves. For other countries, one should learn that bottom up organisation

proved to be helpful.

Ways of application
The national guidelines were considered as helpful especially for improving quality of patient

care, achieving the aims of the ethical principles and priority setting. About half of the
physicians (‘group 1': 54%, ‘group 2’: 49.7%) expected them to improve equity of patient
care. A few years before, chiefs of departments had expected the same at a percentage of
40% (Vardanalys 2015). The clinical relevance was high. The national guidelines were
considered as helpful for ‘writing local guidelines’ (‘group 1’: 46.7%, ‘group 2’: 39.9%).
Remembering that guidelines in general had the second most important influence on
decision making and that local guidelines were among the most important sources of
information for physicians in our study, an implicit application of information of the national
guidelines can be assumed. Furthermore, the national guidelines were seen as helpful for
‘every clinical decision for which there is information in them’ (‘group 1’: 27.7%, ‘group 2":
29.4%). These results are in contrast to the objection of some people that the national
guidelines are not meant for clinicians. Surprisingly, slightly less physicians considered them
helpful for hospital management (‘group 1’: 24.1%, ‘group 2’: 23.9%), and only little more of
them for health care politics (‘group 1’: 31.4%, ‘group 2’: 33.7%). These results are in accord
with the finding that the national guidelines are difficult to understand for politicians and

rather applied by the medical profession (Kalkan, Sandberg et al. 2015).

Ekerstad found a high rate of application among cardiologists, 81% stated extensive use
(rather frequent or very frequent) of the national guideline of cardiac care (Ekerstad,
Lofmark et al. 2010). Participants in our study were not asked for their rate of use but rather
their perception and assessment as presented above and furthermore by specific questions
concerning the concrete application. In ‘group 1’ partly up to 50% stated inability to answer
these specific questions. This showed the complexity of the questions, which were only
answerable with knowledge of the national guidelines. Thus, we focused on the answers of

‘group 2’. 68.8% cardiologists agreed with the rankings in the national guidelines ‘much’ and
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‘very much’. They assessed that 69.6% of their patients were covered by the national
guideline and 21.7% needed to be excluded due to criteria like severe frailty or multi
morbidity. These results were better than the result that 60% of chiefs of different
departments perceived the national guidelines as containing all relevant condition and
treatment pairs (Vardanalys 2015). Not only a high agreement by the cardiologists can be
seen in the results but also an explanation for the gap of patients not being covered, the
complexity of decisions concerning multimorbid patients, which was shown earlier, too

(Ekerstad 2011).

Physicians knowing the priority setting measures better, ‘group 2’, applied them as handling
strategy in times of scarcity of resources two to three times more often than ‘group 1’, they
were about a third more limited by the national guidelines and at the same time considered
the national guidelines about a third more helpful. This raise in positive perception was in
line with the grade of knowledge that was shown among chiefs of departments, too
(Ekerstad, Lofmark et al. 2010, Vardanalys 2015). It is described that people in order to apply
guidelines need to fulfil three requirements: 1. they need to understand the intention and
task, 2. they need to be able to act in accordance to the guidelines, having the resources,
and 3. they need to want to act accordingly to the guidelines given their trust (Lundquist
1984, Winblad Spangberg 2003, Vengberg 2012, Vardanalys 2015). Summarising, it should
be highlighted that due to implicit application via local guidelines the actual application of
priority setting contents can be assumed much higher. Even though priority setting
measures are mostly expected to be helpful on the meso level, physicians rated them as
helpful for writing local guidelines and clinical life, too. This knowledge could be relevant and

instructive for other countries, too.

Wishes and implications for the future
The participants’ wishes for the future are in line with the described requirements for

applying national guidelines. In order to understand the intention of the national guidelines
the origins based on the ethical platform as well as their content should be known. About
half of both groups would like to obtain further knowledge and training for the ethical
platform (‘group 1’: 56.8%, ‘group 2’: 56.6%) as well as the national guidelines (‘group 1’

50.6%, ‘group 2’: 51.8%). Physicians were slightly more interested in the ethical platform.
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This is important as ethical principles themselves cannot be the base on their own but need
to be lived by people understanding them in order to frame morality (Limentani 1999,
Griffiths and Dunlop 2002). By a better understanding of the ethical platform physicians
would be able to understand and live the further measures of priority setting as for example
the national guidelines. Uncertainty in understanding and handling of the national guidelines
were described in other studies, too, and more communication and dialogue was claimed
(Kalkan, Sandberg et al. 2015). Our study supports this claim of more communication
between the levels as discussions were considered as the most important handling strategy
in times of scarcity of resources. Resources themselves were claimed indirectly as the lack of
staff and beds were described as a very limiting factor in their professional decision making.
Resources will always be scarce but are needed for example in order to allow discussions,
teaching and training, as stated in other studies as well (Ridderstolpe, Collste et al. 2003,
Waldau 2007, Kalkan, Sandberg et al. 2015). The national guidelines also need to be better
promoted. Trust was already shown as high. Together with willingness, both will be even
higher on condition of understanding, application, co-creation and transparency. It is
appreciated that they combine medical evidence-based knowledge with cost information.
These are all important aspects, which need to be kept in mind when introducing new

steering measures in health care.

At present, there are many encouraging efforts being implemented in Sweden around these
issues. In several counties local level coalitions, networks of different professions, exist
working on the implementation of the national guidelines (Kalkan, Sandberg et al. 2015).
Some specialty societies do work on their own on guidelines including priority setting
measures. Municipalities, like Motala, work on explicit and transparent priority setting.
Ethical groups are formed at hospitals, like the ethical council and ethical forum at
Sahlgrenska University hospital in Gothenburg. In 2015, Swedish professions working in
primary care together with the Swedish Association of local authorities and regions (SALAR,
in Swedish Sveriges Kommuner och Landsting, SKL) started working on a quality
improvement system, being probably the first in the world. They have created about 100
evidence-based multi-professional indicators, which are automatically taken of already
existing data in order to, for example, find patients, avoid losing them and control the

continuity of care. The overall aim is to improve quality and equity of primary health care. In
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2018, SALAR initiated as a further project, a common system for knowledge guidance, which
should lead to a more equal and efficient overall health care in Sweden. They have formed
new groups in order to improve the communication between the micro, meso and macro
levels. Furthermore, they want to summarize the many different national quality registers
and unit many different national as well as local and regional guidelines. Therefore, they
created the new Internet platform ‘nationelltklinisktkunskapsstod.se’. Regarding efforts in
priority setting the biannual national Swedish conference on priority setting organised by
the national centre for priority setting in health care as well as the biannual international
priority setting conferences organised by the international society on priorities in Health

should be noted and highlighted.

Priority setting regarding Germany

Even if at the moment German politicians do not take a stand for priority setting and
research about priority setting is rare and not well supported, the needs get more and more
visible in terms of dissatisfaction of health care staff and the over-and under treatment of
patients (Sachverstandigenrat 2018). Once, a value based framework assumed, implicit
rationing performed by physicians was accepted as the best option to perform a patient
oriented rationing (Mechanic 1995). But over time implicit rationing was not only attended
with non-transparency and thereby the danger of inequality but also a shift of standards
(Huster, Strech et al. 2007). Physicians are expected to guard patient rights and to decide
upon the allocation of resources (Diederich and Schreier 2010). Encouragingly, different
initiatives by physicians emerged in recent years. At the beginning of the German priority
setting discourse the proposal of guidelines including cost information was not popular
(Marckmann and Strech 2009). But a few years later, in 2012, the initiative ‘Choosing wisely’
from the United States, aiming to promote less overmedication and more physician patient
communication got very popular internationally. They published for example ‘not-to-do-lists’

of expensive but not very beneficial measures. Many countries followed their example.

The German Society for Internal Medicine (Deutsche Gesellschaft fir Innere Medizin, DGIM)
launched the German project ‘Choosing Wisely’ in 2014 and the Association of the Scientific
Medical Societies (Arbeitsgesemeinschaft der Wissenschaftlichen Medizinischen

Fachgesellschaften e.V., AWMF) installed a commission ‘Choose Wisely Together’ in 2015.
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Both are working on recommendations including positive ‘to-do-lists’ as well as negative
‘not-to-do-lists’ in order to enlighten over care as well as under care. These are not legally
fixed but initiatives created by medical staff itself, from the bottom upwards. It was the first
time something like this happened in Germany. Furthermore, in order to prevent a shift of
standards and the perception that patients are customers, physicians are tradesmen and
hospitals are commercial enterprises; the German Society of Internal Medicine in 2017
launched the clinical codex ‘Medicine before Economy’. The aim was to support a reflection
on the professional ethics, patient welfare and the consequences of economisation in
medicine (Schumm-Draeger, Mann et al. 2016). The German Medical Association in 2018
decided to support the project. Patient welfare as an ethical criterion was claimed as well by
the German Ethics Council and operationalized by patients’ autonomy, good quality of care
and a fair allocation of resources regarding equity in use and equality in access (Deutscher
Ethikrat 2016). In order to intensify these efforts Swedish priority setting can be seen in
many aspects as a role model. Special attention should be paid to the commonly agreed
ethical principles as a base of clinical work and common efforts should be carried out to
reach national equity with help of different projects overarching several levels. Fear of

limitation and of insufficient trust in priority setting measures was not shown by our study.

Limitations

Regarding our study several limitations can be named. Overall, one could wish for a study in
not only one country but also several at the same time in order to compare physicians’
decision making and their situation of priority setting. Therefore a much bigger scale of
operation would have been needed. We decided to investigate only one country but with
two groups, one local and one national one. In ‘group 1’ the proportion of the single
departments ranged from seven to 57 participants. Comparisons between departments
would have been only limitedly feasible. Considering the amount of data due to the length

of the questionnaire these comparisons were renounced.

The response rate of ‘group 2’ was low and therefore results must be interpreted with
caution. For example, the sample of 166 cardiologists could have a bias towards those who
have engaged in the past or have a particular interest in priority setting. It is assumed that of

the 923 email addresses of the Swedish society of cardiology further addresses were not up
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to date anymore, invitations were marked as spam and a proportion of members was not
able to take part, as members were not by necessity only clinically working cardiologists.
Therefore, the response rate might have been higher, but this is speculation. Differences
between less and more experienced physicians and between the single departments remain

open as we decided not to analyse these at this step.

The questionnaire was in English and not in the native Swedish to allow for international
collaboration between Sweden and Germany. However, English language speaking ability is
quite high in Sweden (Bolton and Kuteeva 2012). The questionnaire itself was relatively long
and some physicians probably quit during answering. In further questionnaire studies we
would prefer a shorter questionnaire. Regarding the content we pointed out that we
investigate the case of the national guidelines by NBHW and no other ones, explaining the
circumstances in the invitation letter as well as the questionnaire. Nevertheless, there might
have been confusion as physicians were not always able to distinguish between the several
existing national guidelines, not all existing indicators of priority setting. Our results can be
mostly interpreted for Swedish health care but are indirectly very instructive for other

countries as well.
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Conclusion

Scarcity of resources in health care due to rising costs and demands are facing the wish for
encompassing universal health coverage. Debates about their feasibility and limits are
inevitable. Priority setting is a handling strategy for resource allocation focusing on the
relative importance of things in order to decide upon investment, reallocation and
disinvestment. In case of disinvestment, it can help to conduct explicit instead of implicit
rationing. Sweden, as one of the first countries in the world, developed legally fixed ethical
principles and national guidelines including cost-effectiveness data to perform priority
setting in health care. This thesis aimed to examine the Swedish example in order to gain a
better understanding of the process and prospective implications for Sweden itself as well as
other countries. Results were gained by a questionnaire study among two different groups
of Swedish physicians. The focus was laid on the physicians’ perception, as little was known
about their actual awareness of priority setting measures. In order to understand their point

of view, their clinical conditions and decision making were portrayed, too.

The physicians in our sample rather often perceived clinical care as optimal. The gradation of
the three ethical principles was displayed: patients’ equality in treatment as most frequent,
followed by distribution to patients’ need and decision making in consideration of cost-
effectiveness. Most physicians faced scarcity of resources more often than ‘at least once per
month’. They rationed less often than their colleagues in Europe. Most physicians felt less
than ‘well’ prepared to handle scarcity of resources, indicating a need for support. The most
important ways of handling were discussions with colleagues and superiors. Independence
in clinical decisions according to their own assessment was perceived as high, which
contradicts the common fear of limitation when debating priority setting. About a fifth of
the physicians assessed guidelines to be limiting. Even though, guidelines had the second
most influence on physicians’ decision making after their own medical assessment and were

rather seen as supporting. Economic incentives or costs of measures almost did not matter.

The knowledge of priority setting measures has declined during recent years compared to
other studies. Only about one third of the physicians knew ‘much’ or ‘very much’ about the

ethical platform. Whereas about two thirds knew ‘much’ or ‘very much’ about the national
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guidelines in their department. The national guidelines were considered as helpful especially
for improving health care corresponding with the ethical principles as well as for writing
local guidelines. As guidelines had a huge impact on physicians’ decisions the embodiment
of priority setting ideas in guidelines are promising, but often confusing for clinicians as for
example there exist guidelines of different national sources not all including priority setting.
Views of both groups were mostly in accord, but physicians who knew the priority setting
measures better, the cardiologists, applied them as handling strategy in times of scarcity of
resources more often and considered them as more helpful. About half of both groups
would like to obtain further knowledge and training regarding the ethical platform as well as

the national guidelines.

In summary, within Sweden as well as internationally it is worth paying more attention to
the many efforts of Swedish priority setting as they are appreciated and applied. In future,
more efforts should be made to demonstrate them in a clearer way to the professionals and
the public. The original intention, basing on the ethical principles should be highlighted more
again and existing interest should be taken up. Continuous communication, guidance and
support between and within all levels are essential and should be enabled. A trend towards
this direction is already seen in recent projects. Germany should learn from the very
instructive model of Sweden. Fear of limitations should not be an obstacle. Priority setting
should be seen as empowerment to fair and transparent decision making. The focus should
be on on-going development as challenges cannot be solved “by word but only by action, by

the creation of a more human society” (Berger 1976).

56



References

References

Alexander, G. C., R. M. Werner and P. A. Ubel (2004). "The costs of denying scarcity." Arch
Intern Med 164(6): 593-596.

Arvidsson, E. (2013). Priority setting and Rationing in Primary Health Care, Linkdping
University.

Baltussen, R., M. P. Jansen, E. Mikkelsen, N. Tromp, J. Hontelez, L. Bijimakers and G. J. Van
der Wilt (2016). "Priority Setting for Universal Health Coverage: We Need Evidence-Informed
Deliberative Processes, Not Just More Evidence on Cost-Effectiveness." Int J Health Policy
Manag 5(11): 615-618.

Baltussen, R. and L. Niessen (2006). "Priority setting of health interventions: the need for
multi-criteria decision analysis." Cost Eff Resour Alloc 4: 14.

Berger, J. (1976). A Fortunate Man, The Story of a Country Doctor. London, The Penguin
Press.

Blomquvist, A. (1991). "The doctor as double agent: information asymmetry, health
insurance, and medical care." J Health Econ 10(4): 411-432.

Bolton, K. and M. Kuteeva (2012). "English as an academic language at a Swedish university:
parallel language use and the ‘threat’ of English." Journal of Multilingual and Multicultural
Development 33(5): 429-447.

Bortz, J. S., C. (2010). Statistik fir Human- und Sozialwissenschaftler. Lehrbuch mit Online-
Materialien, Springer.

Braunschweig, F. (2015). "Kardiologféreningens enkat,
hur fungerar fortbildningen?" Svensk Kardiologi 3: 26.

Brogvist, M., M. Branting Elgstrand, P. Carlsson, K. Eklund and A. Jakobsson (2011). National
Model for Transparent Prioritisation in Swedish Health Care: Revised version. Linkdping,
National Center for Priority Setting in Healthcare: 19 (figures).

Buyx, A. M. (2005). "Eigenverantwortung -- Verteilungskriterium im Gesundheitswesen?"
Dtsch Med Wochenschr 130(24): 1512-1515.

Buyx, A. M. (2007). Gesundheit fur alle? Einfilhrung in Gerechtigkeitsfragen der modernen
Medizin. Mehr schlecht als recht? Eine interdisziplindre Auseinandersetzung mit der
Gerechtigkeit. Waxmann, Minster u.a., Jittemann, Veronika: 73-101.

Buyx, A. M. (2008). "Personal responsibility for health as a rationing criterion: why we don't
like it and why maybe we should." ) Med Ethics 34(12): 871-874.

Buyx, A. M. (2010). "[Equity in health? Health inequalities, ethics, and theories of distributive
justice]." Gesundheitswesen 72(1): 48-53.

57



References

Buyx, A. M., D. R. Friedrich and B. Schone-Seifert (2011). "Ethics and effectiveness: rationing
healthcare by thresholds of minimum effectiveness." BMJ 342: d54.

Callahan, D. (1990). What Kind of Life. The Limits of Medical Progress. New York, Simon and
Schuster.

Carlsson, P., C. Karvinge, M. Brogvist, K. Eklund, B. Hallin, G. Jacobsson Ekman, C. Kallgren
Peterson, M. Lindh, B. Nordlander, P. Rosén, U. Sjoblom and A. Sohlberg (2007). National
Model for Transparent Vertical Prioritisation in Swedish Health Care Linképing, National
Center for Priority Setting in Healthcare: 24 (figure).

Daniels, N. (1999). "Decisions about access to health care and accountability for
reasonableness." J Urban Health 76(2): 176-191.

Daniels, N. (2000). "Accountability for reasonableness." BMJ 321(7272): 1300-1301.
DESTATIS. (2016). "Health expenditure, Key figures." Facts & Figures Retrieved 01.10.2018.

DESTATIS (2018). Gesundheit, Grunddaten der Krankenh&duser. Fachserie 12 Reihe 6.1.1,
Statistisches Bundesamt.

Deutscher Ethikrat (2011). "Nutzen und Kosten im Gesundheitswesen - Zur normativen
Funktion ihrer Bewertung. Stellungnahme."

Deutscher Ethikrat (2016). Patientenwohl als ethischer MaRstab fir das Krankenhaus. Berlin,
Deutscher Ethikrat.

Diederich, A., G. du Bois and D. Dorr (2015). Einstellungen zu Priorisierungen in der
medizinischen Versorgung: Ergebnisse einer Befragung des Deutschen Arztinnenbundes
(DAB). Bremen, Priorisierung in der Medizin FOR 655. 40.

Diederich, A. and M. Schreier (2010). Einstellungen zu Priorisierungen in der medizinischen
Versorgung: Ergebnisse einer reprasentativen Bevolkerungsbefragung. Bremen, Priorisierung
in der Medizin FOR 655. 27.

Dohmen, A. and M. Fiedler (2015). "Okonomisierung im Gesundheitswesen:
Betriebswirtschaftlicher Erfolg als Unternehmensziel." Deutsches Arzteblatt 112(9): 364-366.

Eckard, N., M. Janzon and L. A. Levin (2014). "Use of cost-effectiveness data in priority
setting decisions: experiences from the national guidelines for heart diseases in Sweden." Int
J Health Policy Manag 3(6): 323-332.

Edwards, P. (2010). "Questionnaires in clinical trials: guidelines for optimal design and
administration." Trials 11: 2.

Ekerstad, N. (2011). Micro Level Priority Setting for Elderly Patients with Acute
Cardiovascular Disease and Complex Needs, Practice What We Preach or Preach What We
Practice?, Linkdping University, Sweden.

58



References

Ekerstad, N., R. Lofmark, D. Andersson and P. Carlsson (2011). "A tentative consensus-based
model for priority setting: an example from elderly patients with myocardial infarction and
multi-morbidity." Scand J Public Health 39(4): 345-353.

Ekerstad, N., R. Lofmark and P. Carlsson (2010). "Elderly people with multi-morbidity and
acute coronary syndrome: doctors' views on decision-making." Scand J Public Health 38(3):
325-331.

Electric Paper Ltd. (2016). Evasys Survey Automation Suite (Version 7). London, UK.
Field, A. (2009). Discovering Statistics Using SPSS, SAGE Publications.

GKV-Spitzenverband. "Krankenkassenliste." 01.10.2018, from https://www.gkv-
spitzenverband.de/service/versicherten_service/krankenkassenliste/krankenkassen.jsp.

Glenngard, A. H. "The Swedish Health Care System." International Health Care System
Profiles, 2018, from https://international.commonwealthfund.org/countries/sweden/.

Griffiths, M. M. and I. T. Dunlop (2002). "Ethics, medicine and economics: integration in a
hospital environment." Med J Aust 176(5): 226-228.

Hansson, S. 0. (2014). "Medical ethics and new public management in Sweden." Camb Q
Healthc Ethics 23(3): 261-267.

Hofmann, B. (2014). "Why not integrate ethics in HTA: identification and assessment of the
reasons." GMS Health Technol Assess 10: Doc04.

Holm, S. (1998). "The second phase of priority setting. Goodbye to the simple solutions: the
second phase of priority setting in health care." BMJ 317(7164): 1000-1002.

Hood, C. (2011). The Blame Game. Spin, Bureaucracy, and Self-preservation in Government.
Princeton, Princeton University Press.

Hunter, D. J. (1995). "Rationing: the case for "muddling through elegantly"." BMJ 311(7008):
811.

Hurst, S. A, A. M. Slowther, R. Forde, R. Pegoraro, S. Reiter-Theil, A. Perrier, E. Garrett-
Mayer and M. Danis (2006). "Prevalence and determinants of physician bedside rationing:
data from Europe." J Gen Intern Med 21(11): 1138-1143.

Huster, S., D. Strech, G. Marckmann, D. Freyer, K. Bérchers, A. Neumann, J. Wasem and C.
Held (2007). "Implizite Rationierung als Rechtsproblem, Ergebnisse einer qualitativen
Interviewstudie zur Situation in deutschen Krankenh&usern." MedR 25(12): 703-706.

IBM (2016). SPSS -Statistical Package for the Social Science (version 24 for Mac) Armonk, NY.

Jansson, B., L. Nitz and M. Wedin (2013). Vara yrken har kidnappats av ekonomernas
modeller. Dagens Nyheter.

59



References

Jonsson, E. and D. Banta (1999). "Management of health technologies: an international
view." BMJ : British Medical Journal 319(7220): 1293-1293.

Kalkan, A., J. Sandberg and P. Garpenby (2015). "Management by Knowledge in Practice -
Implementation of National Healthcare Guidelines in Sweden." Social Policy &
Administration 49(7): 911-927.

Kapiriri, L. and P. Chanda-Kapata (2018). "The quest for a framework for sustainable and
institutionalised priority-setting for health research in a low-resource setting: the case of
Zambia." Health Res Policy Syst 16(1): 11.

Klein, R., Day, P., Redmayne, S. (1996). Managing Scarcity: Priority setting and Rationing in
the National Health Service. Buckingham, Philadelphia, Open University Press.

Kuhlmann, E., R. Batenburg, M. Wismar, G. Dussault, C. B. Maier, I. A. Glinos, N. Azzopardi-
Muscat, C. Bond, V. Burau, T. Correia, P. P. Groenewegen, J. Hansen, D. J. Hunter, U. Khan, H.
H. Kluge, M. Kroezen, C. Leone, M. Santric-Milicevic, W. Sermeus and M. Ungureanu (2018).
"A call for action to establish a research agenda for building a future health workforce in
Europe." Health Res Policy Syst 16(1): 52.

Limentani, A. E. (1999). "The role of ethical principles in health care and the implications for
ethical codes." ) Med Ethics 25(5): 394-398.

Linander, A. (2011). Explicit Health Care Priority Setting in Practice: Clinical Managers' Views
of Performing Vertical Prioritization in Vasterbotten County Council. Umed, Umea
International School of Public Health.

Lundquist, L. (1984). "Aktorer och strukturer." Statsventskaplig tidskrift 87(1).

Makdessi, L. and M. Halmin (2013). Lakarupprop for en battre sjukvard, Det ar dags att vi
som profession formulerar var oro och skapar en gemensam rost for en battre sjukvard.
Lakartidningen. 110:CD3I.

Marckmann, G. (2003). Gesundheitsversorgung im Alter. Zwischen ethischer Verpflichtung
und 6konomischem Zwang. Stuttgart, Schattauer Verlag.

Marckmann, G. (2009). "Priorisierung im Gesundheitswesen: Was kénnen wir aus den
internationalen Erfahrungen lernen?" Z Evid Fortbild Qual Gesundhwes 103(2): 85-91.

Marckmann, G. and J. Marschmann (2017). "Okonomisierung: Ethische Mangelverwaltung."
Deutsches Arzteblatt 114(44): 2028-2032.

Marckmann, G. and D. Strech (2009). Arztliche Entscheidungen unter Kostendruck.
Arbeitsbedingungen und Befinden von Arztinnen und Arzten: Befunde und Interventionen.
K&ln, Deutscher Arzte-Verlag: 271-282.

Martin, D. K., M. Giacomini and P. A. Singer (2002). "Fairness, accountability for
reasonableness, and the views of priority setting decision-makers." Health Policy 61(3): 279-
290.

60



References

McColl, E., A. Jacoby, L. Thomas, J. Soutter, C. Bamford, N. Steen, R. Thomas, E. Harvey, A.
Garratt and J. Bond (2001). "Design and use of questionnaires: a review of best practice
applicable to surveys of health service staff and patients." Health Technol Assess 5(31): 1-
256.

Mechanic, D. (1995). "Dilemmas in rationing health care services: the case for implicit
rationing." BMJ 310(6995): 1655-1659.

Mitton, C. and C. Donaldson (2004). "Health care priority setting: principles, practice and
challenges." Cost Eff Resour Alloc 2(1): 3.

Nedlund, A.-C. (2012). Designing for Legitimacy, Policy Work and the Art of Juggling When
Setting Limits in Health Care, Linkdping University.

Norheim, O. F. (2016). "Ethical priority setting for universal health coverage: challenges in
deciding upon fair distribution of health services." BMC Med 14: 75.

NRZ (2009). Bundesgesundheitsministerin Ulla Schmidt kritisiert Forderungen von
Arztefunktioniren als ,menschenverachtend”. Neuen Ruhr/ Neuen Rhein Zeitung. Essen.

OECD (2019). Sweden: Country Health Profile 2019.

Peacock, S., C. Mitton, A. Bate, B. McCoy and C. Donaldson (2009). "Overcoming barriers to
priority setting using interdisciplinary methods." Health Policy 92(2-3): 124-132.

PKV-Verband. (2018). "Zahlen und Fakten, Mitgliedsunternehmen." Retrieved 01.10.2018,
from www.pkv.de/service/zahlen-und-fakten.

Prainsack, B. and A. Buyx (2016). "Thinking ethical and regulatory frameworks in medicine
from the perspective of solidarity on both sides of the Atlantic." Theor Med Bioeth 37(6):
489-501.

Prioriteringscentrum (2017). Nationell modell for 6ppna prioriteringar inom halso- och
sjukvard: ett verktyg for rangordning. Linkdping, Sweden, Prioriteringscentrum, University of
Linkoping.

Raspe, H. and J. Schulze (2013). "Medizinische Versorgung: Arztlich unterstiitzte
Priorisierung ist notwendig und hilfreich." Deutsches Arzteblatt 110(22): 1091-1096.

Reifferscheid, A., N. Pomorin and J. Wasem (2015). "Ausmal von Rationierung und
Uberversorgung in der stationiren Versorgung." Dtsch Med Wochenschr 140(13): e129-135.

Ridderstolpe, L., G. Collste, H. Rutberg and H. Ahlfeldt (2003). "Priority setting in cardiac
surgery: a survey of decision making and ethical issues." J Med Ethics 29(6): 353-358.

Rieser, S. and H. Stliwe (2010). "Interview mit Dr. med. Philipp Rosler (FDP), Bundesminister

fiir Gesundheit ,Ich kann nicht mehr Geld versprechen, aber ein faireres System*.
Deutsches Arzteblatt 107(6): 215-218.

61



References

Rosen, P., J. De Fine Licht and H. Ohlsson (2014). "Priority setting in Swedish health care: are
the politicians ready?" Scand J Public Health 42(3): 227-234.

Sabik, L. M. and R. K. Lie (2008). "Priority setting in health care: Lessons from the
experiences of eight countries." Int J Equity Health 7: 4.

Sachverstandigenrat (2018). Bedarfsgerechte Steuerung der Gesundheitsversorgung,
Gutachten 2018. https://www.svr-gesundheit.de/index.php?id=606, Sachverstandigenrat
zur Begutachtung der Entwicklung im Gesundheitswesen.

Sackett, D. L., W. M. Rosenberg, J. A. Gray, R. B. Haynes and W. S. Richardson (1996).
"Evidence based medicine: what it is and what it isn't." BMJ 312(7023): 71-72.

Schmitz-Luhn, B. (2015). Priorisierung in der Medizin, Erfahrungen und Perspektiven.
Heidelberg, Springer Verlag.

Schnoor, J., E. Braehler, M. Ghanem and C. E. Heyde (2017). "The impact of economic
rationalization, prioritization and rationing on job satisfaction, motivation and team
cohesion in hospitals: a survey among retired physician executives in Germany." Patient Saf
Surg 11: 3.

Schumm-Draeger, P. M., K. Mann, D. Muller-Wieland and U. R. Folsch (2016). "Der Patient ist
kein Kunde, das Krankenhaus kein Wirtschaftsunternehmen." Dtsch Med Wochenschr
141(16): 1183-1185.

SFS (2003). 460: Lagen om etikprévning av forskning som avser manniskor.
Justitiedepartementet. Stockholm.

Shortell, S. M., T. M. Waters, K. W. Clarke and P. P. Budetti (1998). "Physicians as double
agents: maintaining trust in an era of multiple accountabilities." JAMA 280(12): 1102-1108.

Simon, H. A. (1971). Designing Organizations for an Information-Rich World. Martin
Greenberger, Computers, Communications and the Public Interest Baltimore, The Johns
Hopkins Press: 37-72.

Singer, P. A. (2000). "Recent advances. Medical ethics." BMJ 321(7256): 282-285.

Socialdepartementet (1995). Vardens svara val
(Swedish Government Official Reports. SOU 1995:5). Stockholm, Ministry of Health and
Social Affairs: 115-134.

Socialdepartementet (1996/97). Regeringens proposition, Prioritieringar inom halso- och
sjukvarden

(Swedish Government Official Reports. SOU 1996/97:60). Stockholm, Ministry of Health and
Social Affairs: 18-25.

Socialstyrelsen (2015). National guidelines: What are they?

Socialstyrelsen (2018). Nationella riktlinjer for hjartsjukvard - Stod for styrning och ledning.

62



References

SOU (2017). Kunskapsbaserad och jamlik vard, Forutsattningar for en larande hélso- och
sjukvard. Stockholm, Statens offentliga utredningar,. 48.

Strech, D. (2009). Klinische Ethikberatung bei Rationierungsfragen im Krankenhaus. Klinische
Ethik. Frankfurt, Vollmann, J.

Schildmann, J.

Simon, A.: 87-106.

Strech, D. (2011). "Priorisierung und Rationierung am Krankenbett: Eine Diskussion
empirischer Studien." Onkologie 34 Suppl 1: 16-19.

Strech, D. (2014). "Der Abbau von Uberversorgung als Teil der drztlichen Berufsethik,
Konzeptionelle Klarung und neue Perspektive." Z Gerontol Geriatr 47(1): 17-22.

Strech, D., M. Danis, M. Lob and G. Marckmann (2009). "Ausmaf und Auswirkungen von
Rationierung in deutschen Krankenh&usern, Arztliche Einschiatzungen aus einer
reprasentativen Umfrage." Dtsch Med Wochenschr 134(24): 1261-1266.

Strech, D., M. Synofzik and G. Marckmann (2008). "How physicians allocate scarce resources
at the bedside: a systematic review of qualitative studies." J Med Philos 33(1): 80-99.

Svenska-Kardiologféreningen. (27.09.2013). "§1 Stadgar for Svenska Kardiologféreningen."
Retrieved 09.01.2018, from http://www.cardio.se/stadgar-for-svenska-kardiologféreningen.

Sveriges Kommuner och Landsting. (2018). "Vantetider i varden, Vardgarantildge, Alla
landsting." 2018, from http://www.vantetider.se/Kontaktkort/Sveriges.

Timmermans, S. and M. Berg (2003). The Gold Standard. The Challenges of Evidence-Based
Medicine and Standardization in Health Care. Philadelphia, Temple University Press.

Ubel, P. A. (2000). Pricing life : why it's time for health care rationing. Cambridge, MA, MIT
Press.

UN (2015). Transforming our world: the 2030 agenda for sustainable development. New
York, United Nations: 18.

UN (2019). 74/2. Politcal declaration of the high-level meeting on universal health coverage.
Global health and foreign policy, United Nations General Assembly.

Vardanalys (2015). Lang vag till patientnytta - en uppféljning av nationella riktlinjers inverkan
pa varden i ett decentraliserat system. Stockholm, Myndigheten for vard- och
omsorgsanalys.

Vengberg, S. (2012). Statlig kunskapsstyrning av den medicinska professionen — en studie om
imple- "#$"%&#"#()*(+" (#) P&, #"--) (% &.$-&#/"%#)(01%(2$%,."2/3.*4%+5(6772)-) (6#&*"%2&$89

VUD. (2018). "Die deutschen Universitatsklinika." Retrieved 01.10.2018, from
https://www.uniklinika.de/die-deutschen-universitaetsklinika/.

63



References

Waldau, S. (2007). "Local prioritisation work in health care--assessment of an
implementation process." Health Policy 81(2-3): 133-145.

Waldau, S. (2015). "Bottom-up priority setting revised. A second evaluation of an
institutional intervention in a Swedish health care organisation." Health Policy 119(9): 1226-
1236.

Waldau, S., L. Lindholm and A. H. Wiechel (2010). "Priority setting in practice: participants
opinions on vertical and horizontal priority setting for reallocation." Health Policy 96(3): 245-
254,

Werntoft, E. and A. K. Edberg (2009a). "Decision makers' experiences of prioritisation and
views about how to finance healthcare costs." Health Policy 92(2-3): 259-267.

Werntoft, E. and A. K. Edberg (2009b). "The views of physicians and politicians concerning
age-related prioritisation in healthcare." J Health Organ Manag 23(1): 38-52.

Werntoft, E. and A. K. Edberg (2011). "Lack of support structures in prioritization decision
making concerning patients and resources. Interviews with Swedish physicians." Scand J
Public Health 39(6): 627-633.

West-Oram, P. G. N. and A. Buyx (2017). "Global Health Solidarity." Public Health Ethics
10(2): 212-224.

WHO (2011). Introduction: Innovative governance strategies in European public hospitals. D.
A. Saltman R.B., Dubois H.F.W. Copenhagen, World Health Organization, on behalf of the
European Observatory on Health Systems and Policies: 4-5.

WHO (2016). Global strategy on human resources for health: workforce 2030. Geneva,
World Health Organization.

WHO (2019). Global spending on health: a world in transition. Geneva, World Health
Organization.

Winblad Spangberg, U. (2003). Fran beslut till verklighet: Lakarnas roll vid implementeringen
av valfrihetsreformer i halso- och sjukvarden, Uppsala University.

WMA (2013). "World Medical Association Declaration of Helsinki: ethical principles for
medical research involving human subjects." JAMA 310(20): 2191-2194.

Wohlgemuth, W. A., Freitag, M.H. (2009). Priorisierung in der Medizin, Interdisziplindre
Forschungsansatze. Berlin, Medizinisch Wissenschaftliche Verlagsgesellschaft.

Zentrale Ethikkommission (2000). "Prioritdten in der medizinischen Versorgung im System
der Gesetzlichen Krankenversicherung (GKV): Missen und kénnen wir uns entscheiden?"
Deutsches Arzteblatt 97(15): 1017-1023.

Zentrale Ethikkommission (2007). "Priorisierung medizinischer Leistungen im System der
Gesetzlichen Krankenversicherung (GKV)." Deutsches Arzteblatt 104(40): 2750-2754.

64



Appendices

Appendices

Invitation letter

< Alu

Christian-Albrechts-Universitat zu Kiel

Il “ LINKOPINGS
Medizinische Fakultét [ ) UNIVERSITET

Amne: Fragor om lakares kliniska beslutsfattande och attityder till prioriteringar
Basta kollega,

Varje dag fattar lakare ett stort antal kliniska beslut och prioriteringar maste géras eftersom halso-
och sjukvardens resurser ar begransade. Men det ar inte alltid tydligt hur det gar till eller pa vilka
grunder. Med en webbaserade enkat vill vi undersdka lakares forutsattningar da de fattar sina
kliniska beslut samt hur deras kdnnedom ar om Socialstyrelsens nationella riktlinjer.

Sverige ar ett av fa lander i varlden som har nationellt beslutade etiska principer fér hélso- och
sjukvard samt nationella riktlinjer som inkluderar bland annat tillstands-atgards-listor med
prioriteringsgrad 1 till 10 som rekommendationer for prioriteringar. Det &r dock oklart om och hur
etablerade dessa ar bland lakarkaren och vilka faktorer som paverkar lakares kliniska beslut. Darfor
ar vi mycket intresserade att ta del av din erfarenhet och asikt som lakare!

I denna studie riktar vi oss till kardiologer/lakare inom hela Sverige. Vi har tidigare genomfért en
lokal studie med lakare inom olika medicinska specialiteter vid ett enstaka universitetssjukhus. Din
e-mailadress fick vi frin Svenska Kardiologforeningen.

Enkéten ar pa engelska, ditt deltagande &r frivilligt och du kan avbryta den om du vill. Dina svar
samlas in helt anonymt och all presentation av resultat sker p& gruppniva. Ingen obehdrig har
tillgang till samlad data. Data finns pa en server pa universitet i Kiel, Tyskland och arkiveras i 10 ar
for att darefter raderas. Att besvara enkéaten tar ungeféar 15 minuter. Vi ber dig besvara varje fraga
och vélja det svar som du anser passa bast. Om du ar oséker pa svaret eller inte vill svara sa valj
alternativ "can't say”.

Du kan dppna enkaten online genom att ga in pa nedanstaende lank med din kod (fransaction
number "TAN"). Du kan gora detta via dator, laptop, surfplatta eller mobil. Du behéver inte besvara
hela enkaten pa en gang utan du kan logga in igen och fortsatta samt &ven andra dina svar s&
lange du inte har skickat in den. GI6m dock inte att skicka in den nar du &r Klar.

Lank: [SERVER]
TAN: [TAC]

Studien kommer att ge oss ny kunskap som kommer att bidra till svensk och internationell
diskussion om utvecklingen av halso- och sjukvard och systematiska prioriteringar. Resultaten
kommer bland annat att spridas lokalt samt via vetenskapliga tidskrifter och foredrag. Vi kommer att
meddela alla via e-mail nar resultaten blir publicerade.

Om du har fragor tveka inte att kontakta Catharina Drees: c.drees@iem.uni-kiel.de

Basta halsningar,
Doktorand Catharina Drees
(Kiel universitet, Tyskland; lakarpraktikant pa Orebro universitetssjukhus, Sverige)

Doc. Barbro Krevers & Med. Dr. Niklas Ekerstad : barbro.krevers@liu.se; niklas.ekerstad@liu.se
(Prioriteringscentrum Linkdping universitet, Sverige)

Prof. Med. Dr. Alena M. Buyx, M.A. fil., FRSA : medizinethik@iem.uni-kiel.de
(Medicinsk etik, Kiel universitet, Tyskland)

Hanvisning: E-mailet skickas automatiskt. Koden kan inte sparas till dig. Dina svar ar helt anonyma.
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Questionnaire
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Mark as shown: 08 [ [0 [ Please use a ball-point pen or a thin felt tip. This form will be processed automatically.
Correction: [J M O B [ Please follow the examples shown on the left hand side to help optimize the reading results.

1. Impression of patient care
How often do the following statements match the hospital patient care that you are familiar with?

)
(®) C) 4
2, &
%, B Oy O 0 3
& % 9 7,
)R 3y 1 %
7 o g Y Y 2
1.1 All patients are equally treated. O o o o g O
1.2 All resources are distributed O 0o o o d O
according to patients' need.
1.3 All decisions are made in consideration O o o o d O
of costs in relation to patients' benefit.
1.4 All patient care is optimal. O o o o d O
2. Resources in clinical work
7
DR Y
S
T, Ve, S
Y, % B ¢
N Yo 0y 0 &
/oo % qu OQQ /)/
oo.o s o@» OG» ’)o‘» O«s
SNy @)
"o % %, 0‘91, ﬁ&
% % s s e %
2.1 How often did you face scarcity of O 0o o o ad O

resources in your clinical work during
the last six months?

2.2 How often did you not prescribe/ O O 0o g Od O
perform a diagnostic/ therapeutic
measure because of scarcity of
resources during the last six months?

2.3 How do you handle scarcity of resources in your clinical work? Please tick every option that matches.
[ I discuss the situation with my [ | discuss the situation withmy  [J | talk to the patient about it.

superior. colleagues.

[ | put the patient on a waiting list. [ | send the patient to another O I send the patient to another

department. hospital within the "landsting".

[ I send the patient to another [ I send the patient earlier home. [ | do not offer all the treatment/

"landsting”. diagnostics some patients
require.

[ I refer to the principles of the [ I refer to Socialstyrelsen's O I recommend an additional
ethical platform. national guidelines. private health insurance.

[ Other (see 2.4) [ None of these O Can't say
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2. Resources in clinical work [Continue]
2.4 Other ways you handle scarcity of resources or further comments:

) S
(o) L %,
O A £ s
¥ (/@ %4 Ty, %
I R 7
Ry Ty 2
25 How well do you feel O O o o g O
personally prepared to handle scarcity
of resources in your clinical work?
& L S
Q ) 24
R 7 Z, “
/l/el’ Q,b II’} O% O&Q ‘%J,
S L % D Z
7R Yy Y
2.6 How often do you think resources are O 0O O o O O
being wasted In your hospital?
3. Circumstances of clinical decision making
K} L %
(o) ) ’);.
Y%, ’% % (o) g’o
Y, Ty %, %, Yo %
& U % Y 7
7R Yy Y
3.1 How often can you make independent O 0O 0O O O O

clinical decisions according to your
own assessment without being limited?

3.2 Which of these factors limit your own choices of diagnostic & therapeutic options in your clinical decision
making? Please tick every described factor that matches.

[0 Local lack of diagnostic/ [0 Local lack of staff per patient [ Directives of own clinical superior
therapeutic resources

[0 Local clinical guidelines (PM) [ Regional medication and [0 Socialstyrelsen's national

device recommendations guidelines & their follow up

[ Other national guidelines than [ National quality registers within [ Political directives (e.g.
Socialstyrelsen's (e.g. from health care & their follow up "vardgaranti”,
Swedish clinical societies/centers) "standardiserade vardforiopp")

[ Lack of official approvals for [ Economic incentives to undertreat  [] Economic incentives to overtreat
medical diagnostics/treatments

[0 Administrative & bureaucratic [0 Other (see 3.3) [ None of these
tasks

[J Can't say
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3. Circumstances of clinical decision making
[Continue]

3.3 Other factors which limit your clinical decision making or further comments:

4. Importance of different factors in clinical decision making
How much influence do the following factors have on your own clinical decision making?

62’0)@ %9, c;%
Y, G %, %, %, %
AN 2,
7 'Y Y Y Y 7
4.1 Your own medical assessment O 0O o o o O
42 A colleague's medical assessment O O o o od O
4.3 Asuperior's medical assessment O O o o od O
4.4 Your sympathy for a patient O O o o od O
45 A patient's preference/wish o o o o o O
46 Guidelines in general O 0o o o o O
47 Costs for the patients O o o o o O
4.8 Costs for the hospital O O 0o o o O
49 Costs in relation to patients' benefit O 0o o o o O

(cost-effectiveness-ratios)

5. Importance of different sources of information in clinical decision making
How much influence do the following sources of information have on your own clinical decision making?

5.1 Local clinical guidelines (PM) O
5.2 Socialstyrelsen's national guidelines O
5.3 Other national clinical guidelines/ O

recommendations than

Socialstyrelsen's (e.g. from Swedish

clinical societies/centers)

ooo W

5.4 National internet based support
resources (e.g. internetmedicin.se)

5.5 European clinical guidelines

5.6 American clinical guidelines

5.7 International internet based support
resources (e.g. uptodate.com)

ooo 0O
ooo O
ooo 0O
aooo O
ooo O
ooo 0O

6. Ethical platform of Swedish priority setting

F5237U0P3PLOVD 01.11.2016, Page 3/7

L DRAFT _

68



Appendices

[ DRAFT 1

| @) Electric Paper |
=

EvaSys |

6. Ethical platform of Swedish priority setting [Continue]

& L )
0 ® 2
Yo T, 4 2, %,
%, <o, . %, 7, %
Yy % o % Z
AR Y
6.1 How much do you know the ethical O O 0o o ad O
platform of priority setting? (The three
ethical principles.)
6.2 How helpful is the ethical platform for O 0o o o o O
your own clinical work?
6.3 How important do you consider the O 0o o o ad O
ethical platform for Swedish health care?
7. Socialstyrelsen's national guidelines
Q
%, 0 %, K
& < S Y S,
/Q// % %9/ %’5 (’95 J’fio
7Ry Y Y
7.1 How much do you know O o o o o O

Socialstyrelsen's national guidelines
within your own working field?
(see list of existing guidelines in 7.2)

If you are not at all acquainted with any of Socialstyrelsen's national guidelines or cannot say it,
mark that answer and then go directly to the questions of part 9.

7.2 Which of Socialstyrelsen's existing national guidelines concern your own clinical work?

[ Abuse and addiction O Asthma/COPD [ Breast-, prostate- & colorectal
cancer

[0 Cardiac care [ Dementia [ Depression and anxiety
[0 Diabetes O Lung cancer O Methods of preventing disease
O Multiple sclerosis & O Musculoskeletal diseases [ Palliative care

parkinson's disease
O Schizophrenia [ Stroke [ Other (please specify in 7.3)
O None of these O Can't say

7.3 Specification of the answer option "other" in 7.2:

(@)
/’/ G‘O® L@a’ 's/);,
* %, %, 7% R
% o, w7, 7, %
Y B o B % %
7R G 27
7.4 How helpful are Socialstyrelsen's national o o o o ad O
guidelines for your own clinical work?
7.5 How important do you consider O O 0o o ad O

Socialstyrelsen's national
guidelines for Swedish health care?

7.6 How much up-to-date do you consider O 0o 0o o ad O
Socialstyrelsen's national guidelines
within your own clinical work?
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7. Socialstyrelsen's national guidelines [Continue]

77

78

79

How much do you trust Socialstyrelsen's O 0O 0o o O O
national guidelines?
How much do you consider o o o o ad O

Socialstyrelsen's national guidelines
as influenced by economic interests of
different agents?

In which aspects do you consider Socialstyrelsen's national guidelines to be helpful?
Please tick every described aspect that matches.

O Every clinical decision for which [ Priority setting of clinical O Improvement of equity of

there is information in them measures in times of scarcity patients in health care
of resources

O Improvement of distribution of [0 Improvement of consideration  [J Improvement of quality of
resources according to of costs in relation to patients' patient care
patients' need benefit

O Writing local guidelines [ Hospital management O Health care politics

O Other (possible to specify in9.4) [ None of these O Can't say

8. Application of Socialstyrelsen's national guidelines

8.1

82

Approximately how many of your patients are covered by recommendations in Socialstyrelsen’s national guidelines?
(Please state a number between "0" and "100" (%) & for "can't say" state "101".)

Approximately how many of your patients do you need to exclude from application of the
recommendations because of criteria like severe frailty or multi morbidity?
(Please state a number between "0" and "100" (%) & for "can't say" state "101".)

S L G

L

1, 0 ® %,
O ("ba 1, 9«0) %6
%, % %, % %
Y S, % %% [
7Ry 2
8.3 How much do you agree with the O O 0o o O O
priority setting rankings (1-10, "icke-
gora", "FOU") for the guidelines within
your working field?
& L o
O, ) 7).,
2
/1,@ %/o ﬁgll' an, &S
b, & %y, B, © +
PR S A 7
7Y %S 2
8.4 How often do you think a total O O 0o o O O
prohibition of measures within "icke-
gora" & "FOU" would lead to lower
quality of care for single patients?
Q
S,
% }é& J’f/o
) 2 Y
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8. Application of Socialstyrelsen's national guidelines [Continue]

8.5 Can you prescribe measures of O O O
lower priority grades (about 8-10)
to your patients without obstacles?

8.6 Can you prescribe measures of O O O
"icke-gora" and "FOU" to your
patients without obstacles?

9. Final potential wishes and comments

Q
s,);'&
ya %
% » 0 > )
9 2 2

9.1 Would you like to get further Od O O

knowledge and training in the ethical

platform of priority setting?
9.2 Would you like to get further O O O

support for the application of
Socialstyrelsen's national
guidelines?

9.3 Do you have any further comments or remarks on Swedish priority setting activities?

94 Do you have any further comments or remarks on Socialstyrelsen’'s national guidelines (e.g. their exact
meaning for yourself or problems with them)?

10. Demographic questions
10.1 How old are you? (Please state your age in years, XX.)

10.2 How many years have you been working as clinical doctor? (Please state the number of years, X- XX. For
less than 1 year state also 1.)

I |
10.3 Please identify your gender: [ Female O Male O Other

F5237U0PEPLOVD 01.11.2016, Page 6/7
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10. Demographic questions [Continue]

10.4 What is your employment? [ "Icke-legitimerad [ "Legitimerad [0 "Specialist
Underlakare" Underlakare" lakare"
[ "Overlakare" [0 "Verksamhets-/ [J Other
Omradeschef"

[ No employment
10.5 What are you specialist in?

O None - still under training O Internal Medicine O Cardiology

O Pulmonology O Endocrinology O Geriatrics

O Urology O Oncology O Neurology

O Psychiatry O Anesthesia and intensive care [ Palliative care
O Surgery O Abdominal surgery O Breast surgery
O Thoracic surgery O Vascular surgery O Neuro surgery
O Other

10.6 Other specialty than named in 11.5 that you are specialist in:

10.7 In which kind of hospital do you work? O "Lansdelssjukhus” [ "Lanssjukhus"/ O "Universitetssj-
/ "Lasarett" "Centralsjukhus” ukhus"
O Other
10.8 In which "landsting/region" do you work?
O Landstinget Blekinge [ Landstinget Dalarna O Region Gotland
[0 Region Gavleborg [0 Region Halland O Region Jamtland Harjedalen
[ Region Jonkopings lan [ Landstinget i Kalmar lan O Region Kronoberg
O Norrbottens lans landsting [ Region Skane O Stockholms lans landsting
O Landstinget Sérmland [ Landstinget i Uppsala lan O Landstinget i Varmland
[ Vasterbottens lans landsting [ Landstinget Vasternorrland O Landstinget Vastmanland
[0 Vastra Gotalandsregionen O Region Orebro lan O Region Ostergotland
[ Can't say
10.9 Have you participated in writing any of the following guidelines or recommendations?
O Yes, for local guidelines (PM) [ Yes, for Socialstyrelsen's O Yes, for other national
national guidelines guidelines than the ones from
Socialstyrelsen
O Yes, for national [ Other than named here [ None

recommendations on internet
based support resources like
internetmedicin.se

O Can't say

Dear participant, you now finished the survey.
After pressing "submit"” your data will be saved electronically.

Thank you very much for your participation!
Once again, we are extremely grateful for thtfa contribution of your valuable time and your honest
information.

As soon as all the information is evaluated and a paper published we will inform all participants by email.
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Reminder

c A lu B

Christian-Albrechts-Universitit zu Kiel

II." LINKOPINGS
Medizinische Fakultat UNIVERSITET

Amne: Paminnelse — Fragor om lakares kliniska beslutsfattande och attityder till prioriteringar

Bésta kollega,

For ett tag sedan fick du inbjudan att framhava lakares asikter om kliniska beslutsfattande och
attityder till prioriteringar. Vi ar val medvetna om att de flesta lakare har en stressig vardag men vore
mycket tacksamma, om du ville &gna nagra minuter 4t den webbaserade enkéten.

Ditt svar vore mycket vérdefullt. Det kan hjalpa oss att komma fram till en béttre beskrivning av
paverkande faktorer av kliniska beslutsfattande som bland annat resurstiligang i vardagen och

etablering av systemet av prioriteringar hos ldkare.

Det ar naturligtvis frivilligt att delta och anonymt. Om du véljer att inte besvara enkaten, far du garna
skriva ett email till Catharina varfér.

Du kan 6ppna websidan med lanken och TAN ("transaction. number”) nedannamnd pa datorn,
laptop, surfplattan eller mobilen. Du kan &ndra dina svar sa lange du inte har skickat i vag enkaten
och det gar aven att logga ut & sedan in igen om man inte svarar pa hela enkaten pa en gang. Glom
dock inte att skicka in den nér du ar Klar.

Lank: XX
TAN: XXX

Vi kommer att meddela alla via e-mail nér resultatet blir publicerat. Om du har fragor tveka inte att
kontakta Catharina Drees: c.drees@iem.uni-kiel.de

Basta halsningar,

Doktorand Catharina Drees
(Kiel universitet, Tyskland,;
lakarpraktikant pa Orebro universitetssjukhus, Sverige)

Dr. med. Barbro Krevers & Dr. med. Niklas Ekerstad : barbro.krevers@liu.se; niklas.ekerstad@liu.se
(Prioriteringscentrum vid Linképing universitet, Sverige)

Prof. Dr. med. Alena M. Buyx, M.A. phil.,, FRSA : medizinethik@iem.uni-kiel.de
(Medicinsk etik vid Kiel universitet, Tyskland)

Hanvisning: E-mailet skickas automatiskt. Koden i e-mailet kan inte spéras till dig. Dina svar ar helt
anonyma.
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Further Tables and Figures

a.

Introduction

20

Kranskarlssjukdom

Vid akut kranskirlssjukdom har oftast en aderforfettningsplack brustit och
lett till en blodproppsbildning. Blodproppen kan helt eller delvis tappa till
kirlet och dstadkomma akut syrebrist 1 hjirtmuskeln. Om syrebristen varar i
mer dn 10-15 minuter uppkommer en permanent skada av hjartmuskeln, en
akut hjiartinfarkt. Om syrebristen snabbt gir 6ver skadas inte hjartmuskeln
permanent, men den kan leda till instabil kirlkramp (instabil angina pectoris)
som innebir dterkommande brostsmirtor vid liten eller ingen anstringning.
Graden av besvir kan variera mycket mellan olika patienter.

Knappt 31 000 personer fick diagnosen akut hjirtinfarkt i Sverige 2012
[6]. Till detta kommer ett okdnt antal hjartinfarkter som intriaffat utan att pati-
enten sokt vird. Akut hjartinfarkt ar ett tillstind som obehandlat har en
mycket hog dodlighet. Savil forindringar av riskfaktorer i befolkningen
(firre rokare, bittre blodtrycksbehandling och ligre kolesterolnivier) som
allt effektivare akut och sekundirpreventiv behandling har dock lett till mer
in en halvering av den fortida dodligheten under de senaste 20 aren. Trots
detta dr kranskirssjukdom, till exempel hjirtinfarkt, fortfarande den domine-
rande dodsorsaken i Sverige. Antalet patienter som lider av kirlkramp i Sve-
rige dr daligt kiint.

Vid symtom pa kirlkramp dr det viktigt att fi en uppfattning om hur ut-
bredd kranskirssjukdomen dr och hur stora delar av hjirtmuskeln som ir
drabbad av syrebrist vid belastning. For dessa dndamal kan kranskirdsrontgen
och olika former av stresstester anviindas.

Den akuta behandlingen vid hjértinfarkt dr frimst inriktad pa att ta bort
blodproppen i kranskirlet eller forhindra att den utvecklas eller kommer till-
baka. En blodpropp som helt stoppar blodflédet dtgirdas genom si kallad re-
perfusionsbehandling. Den bestir vanligen av ballongvidgning och insittning

NATIONELLA RIKTLINJER FOR HIARTSJUKVARD
SOO ALSTYRELSEN

Figure 30 Kranskdrlssjukdom Nationella Riktlinje Hjdrtsjukvard sida 20 (Socialstyrelsen 2018)
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av ett metallnit (stent), si kallad PCI, men ocksi av blodproppslosande like-
medel (sd kallad trombolys). Trombolys anviinds frimst i delar av landet dir
det ir langa transporter till ett sjukhus med tillging till PCIL.

Vid bade akut och kronisk kranskirssjukdom finns vanligen en eller flera
fortriingningar av kranskirlet pa grund av aderforfettning. Fortringningarna
forsvirar blodflédet i kranskirlen. Det kan leda till syrebrist i hjartmuskeln,
vilket ofta ger symtom i form av bréstsmiirtor. Dessa fortringningar kan at-
giirdas genom sd kallad revaskularisering. Revaskularisering kan goras med
PCI eller med 6ppen kranskidsoperation, sd kallad CABG (frin engelskans
“coronary artery bypass graft”). Vid mer komplicerade fall av fortringning
anviinds frimst dppen kranskirlsoperation. Valet av revaskulariseringsmetod
i de mer komplicerade fallen skiljer dock stort mellan olika delar av landet.

Om hjirtinfarkten astadkommit nedsatt pumpfirmaga hos hjirtat ges ocksa
likemedel for hjirtsvikt, sisom betablockerare, angiotensin converting en-
zyme (ACE)-himmare och mineralkortikoidreceptorantagonister (MRA). |
ovrigt inriktas behandlingen mot att minska risken for dterinsjuknande ge-
nom blodproppshimmande och blodfettshimmande likemedel samt dtgirder
for att forindra ohilsosamma levnadsvanor (till exempel rokstopp, fysisk tri-
ning och stresshantering).

Stéd att sluta réka

(Rad i tillstands- och digdirdslistan: A03.03)

Tobaksrokning ir en viktig orsak till sjuklighet och fortida déd. Rokning hor
dventill en av de storre riskfaktorerna for att drabbas av hjirt-kirdsjukdomar,
sasom hjirtinfarkt och kirlkramp. Enligt Socialstyrelsens rapport [17] upp-
skattas att rokning star for drygt en femtedel (knappt 7 000) av fallen som in-
sjuknar i akut hjirtinfarkt. Registeruppgifter fran kvalitetsregistret
SWEDEHEART-SEPHIA [18] visar att det ér stora skillnader mellan olika
sjukhus i landet gillande hur stor andel av personer som slutar rika efter en
hjdrtinfarkt.

Nationella riktlinjer for prevention och behandling vid ohdlsosamma lev-
nadsvanor [ 1] innehéller rekommendationer om olika metoder for stod att
sluta roka, och dr dirfor ett viktigt komplement tll riktlinjema for hjirtsjuk-
vird.

Motivering till rekommendation

Enligt Socialstyrelsens rekommendation bor hilso-och sjukvirden erbjuda
stod att sluta roka till personer med kranskirlssjukdom som roker. Avgo-
rande for rekommendationen r att rokstopp minskar risken for dodlighet och
aterinsjuknande 1 hjiartinfarkt.

Rekommendation
Halso- och sjukvarden bor

* erbjuda stéd att sluta roka till personer med kranskirlssjukdom
som roker (prioritet ).

NATIONELLA RIKTUNJER FOR HIARTSJUKVARD
SOCOALSTYRELSEN

Figure 31 Kranskdrlssjukdom Nationella Riktlinje Hjdrtsjukvdrd sida 21 (Socialstyrelsen 2018)
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Bilaga 1. Tillst&nds- och &tgdrdslista

Tillstands- och atgirdslistan innchaller cirka 170 rekommendationer for
hjartsjukvard.
En mer detaljerad tillstands- och atgérdslista finns att ladda ner fran
Socialstyrelsens webbplats, www.socialstyrelsen.se/nationella riktlinjer. Dir
ar det ocksa majligt att soka efter enskilda rekommendationer i sokdatabasen

Sak i riktlinferna (dir vetenskapligt underlag for varje tillstands- och

atgirdspar presenteras) eller lisa samlad information om samtliga
rekommendationer i bilagan Vetenskapligt underlag.
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NATIONELLA RIKTUNJER FOR HIARTS JUKVARD
SOCIALSTY RELSEN

Figure 32 Bilaga 1, Nationella Riktlinje Hjédrtsjukvdrd sida 74 (Socialstyrelsen 2018)

Rad Halsofilistand och atgérd | Motivering fill rekommendation Rekom-
mendat-
lon

A01.01 | Symtomfri person utan Personerma & friska och étgérden har Icke-

kéind kranskérlssiukdom ingen effekt. géra
Kalciumsc oring av krans-
kdrlen
A0201 | Bréstsméarta ochinterme- Atgérden har prognostisk betydelse fér 6

diéir sannolikhet fér krans- framtida déd samt betydelse fér besiut
kérssjukdom om behandling. Evidens saknas fér be-

tydelse for féréndrat uifall vid behand-
Datortomografi av krans- ling. Atgc'irden medfér strainingsbelast-
kéirlen ning.

A02,02 |Brostsmérta ochinterme- Ngc'iden arinvasiv och medfér siréil- 7

diér sannolikhet fér krans- | ningsbelastning.
kérssjukdom
Kranskdriscdntgen
A02,03 | Bréstsmarta ochinterme- Evidens finns fér aft dtgérden har bety- 4
diér sannolikhet fér krans- delse fér besiut om behanding samt fér
kérssjukdom féréindrat utfall, Atgérden medfér sirdl-
ningsbelastning.
Myo kardscintigrafi
A02,04 |Brostsmérta ochinterme- Ngc‘.‘tden geringen sirdining men & 5
diér sannolikhet fér krans- operatérsberoende i stére utstréckning
kéirssjukdom an dlternativa dtgérder,
Stressekokardiografi
A03.01 | Kranskérssjukdom Tilsténdet har en méttig till stor svarig- 6
hetsgrad. Atgérden har begrénsad ef-
Stress- och lvsstilsintervent- | fekt pé vikfiga effektmdtt,
ion
A03.02 | Kranskérssjukdom Ngc'iden har god effekt och enlég fill 2
mattiig kostnad per kvalitetsjusterat lev-
Fysisk tréining inom hidrtre- | nadsér j@mfért med standardbehand-
habilitering ling.
A03,03 | Kranskérssjukdom Rékstopp har en mycket god effekt pé 1
béde kranskérssjukdom och andra sjuk-
Stad att sluta réka domer. Atgérden péverkar livsiéngden.
A04.01 | Efter hiGrtinfarkt, PCl eller Tilsténdet har en méttig till stor svarig- 5
kranskérskirurgi hetsgrad. Detrader sévél underdia-
gnostisering som underbehandiing. Med
Identifiering av hértpatien- | fllgéngliga test fér man dock en bety-
ter med nydebuterad de- | dande andel falskt positiva eller falskt
pression negativa resultat,
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. . Compilin Reporting
Defining the Identifying — apgrais?ng Weighing the ranking,
purpose and area } the prioritisation ) severitylevels. and ranking reasoning, and

of prioritisation objects -

consequences,

Figure 33 lllustration of the National Model for Transparent Prioritisation (Broqvist, Branting Elgstrand et al. 2011)

Condition |Interv | Condition’s |Patient Quality of | Costs/ Quality of | Ranking | Comments/
ention | severity level | benefits knowledge | effects knowledge consequen-
base base ces

Figure 34 Worksheet of the National Model for Transparent Prioritisation (Broqvist, Branting Elgstrand et al. 2011)

b. Basic demographic information

Levene's Test for Equality of Variances F Sig.
Question 10.1 - Age 0.181 0.671
Question 10.2 - Years of clinical work 1.19 0.276

Table 2 10.1+2 Age + Years of clinical work, Levene's Test

t-test for Equality of

Means . t df Sig. (2-tailed)
Equal variances assumed | -4.557 326 0.000 |
Question 10.1 - Age  Equal variances not assumed -4.557 325.676 0.000
Equal variances assumed | -3.885 326 0.000 |
Equal variances not assumed -3.881 322.856 0.000

Table 3 10.1+2 Age + Years of clinical work, t-test
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c. Impression of patient care

1. How often do the following statements match the hospital patient
carethat you are familiar with?
- 1.1 All patients are equally treated.

70.0%
58.0%
60.0%
<0.0% 47.6%
o 38.6%

9,
40.0% 36.4%

30.0%
20.0% 12.0%

100% Gowo00%0 12% 12% 3'7i 06% 0.6%
0.0% -

Never (1) Rarely (2) Somewhat (3) Often (4) Very often (5) Can't say Chi Square Test =
8.995,p =.029

EGroup 1 Group 2

Figure 35 1. Impression of patient care Question 1

1. How often do the following statements match the hospital patient
care that you are familiar with?
- 1.2 All resources are distributed according to patients' need.

60.0%

48.19
50.0% % 45.2%

40.1%
40.0%

30.0% 247% 247%

20.0%
9.3%

o 9

100% o oow | 25% 4.8% . pp—
0.0% —

Never (1) Rarely (2) Somewhat (3) Often (4) Very often (5) Can't say ChiSquare Test =

18.872,p =.000

HGroup1l M Group2

Figure 36 1. Impression of patient care Question 2

1. How often do the following statements match the hospital patient
carethat you are familiar with?
- 1.3 All decisions are made in consideration of costs in relation to
patients' benefit.

50.0%
41.0%
. 37.7%
40.0% 32.7% 32.5%
30.0%
20.0% 17.9%
D7 133% 11.7% 11.4%
10.0%
00% 0.6% 00% 12%
0.0%
Never (1) Rarely (2) Somewhat (3) Often (4) Very often (5) Can't say Chi Square Test =
4234 ,p=2375

HMGroupl ®Group2

Figure 37 1. Impression of patient care Question 3
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1. How often do the following statements match the hospital patient
care that you are familiar with?
- 1.4 All patient careis optimal.

60.0% 55.6%

50.0% 42.2%

40.0% 34.9%
30.2%

30.0%

20.0%
10.2%

10.0% 9
© 06% oow P

0.0%

9.3% 11.4%

06% 12%

Never (1) Rarely (2) Somewhat (3) Often (4) Very often (5) Can't say Chi Square Test =
9.962,p =.041
B Group1l M Group?2
Figure 38 1.Impression of patient care Question 4
d. Resources in clinical work

2.3 How do you handle scarcity of resources in your
clinical work? Please tick every option that matches. Chi Square
(Percent of cases) Group 1 Group 2 Test p value
Can't say 3.7% 8.4% 3.204 0.073
None of these 3.1% 4.83% 0.647 0.421
Other (see 2.4.) 6.2% 4.2% 0.638 0.424
| recommend an additional private health insurance. 0.6% 3.0% 2.618 0.106
| refer to the principles of the ethical platform. 4.3% 13.9% 8.969 0.003
Id t off Il the treat t/ di ti

o. not o er.a e treatment/ diagnostics some 6.2% 0.0% 0.955 0.329
patients require.
| send the patient to another "landsting". 12.3% 16.3% 1.026 0.311
| refer to Socialstyrelsen's national guidelines. 14.8% 27.7% 8.123 0.004
| send the patient to another department. 17.3% 12.0% 1.799 0.180
| send the patient earlier home. 24.7% 26.5% 0.142 0.707
| dth tient t ther h ital within th
"sen : ef;a ient to another hospital within the 25.9% 15.1% 5.055 0.015

landsting".

| talk to the patient about it. 34.0% 31.3% 0.257 0.612
| put the patient on a waiting list. 35.8% 31.3% 0.737 0.391
| discuss the situation with my superior. 56.8% 47.0% 3.155 0.076
| discuss the situation with my colleagues. 75.9% 63.9% 5.669 0.017

Table 4 2. Resources in clinical work Question 3
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Question 2.4: Other ways you handle scarcity of resources or
further comments

‘group 1°:

‘Other ways to handle scarcity of resources’:

Clinical skills

Frustration.

Recommend private psychotherapy.

Try to improve routines to make work more efficient, that can sometimes improve
(i.e. waiting time) for the patients

‘Clinical examples/experiences’:

I am mainly thinking about MRI-Scans for brain disorders. There are other options,
and the patients do not suffer a worse outcome because of this. But there are an
increasing number of situations where an MRI-scan is state of the art (rather than CT-
scan).

If the reason for diagnostic investigation is strong | always perform it. But there are
also a weaker "grey-zone" and in these cases it can happen that | don't perform the
investigation.

Another issue is using the CT imaging, which is sometimes too much for various
reasons.

In psychiatry there are mostly scarcity of Resources in investigation of psychologist
and therapy. And often the patients either do not get the treatment/investigation Or
get to stay on a long waiting list.

‘Causes of scarcity of resources’:

In my opinion biggest problem in Swedish Medical system is shortage of ward-places,
sometimes | was forced to make priorities and put, what in the beginning seems
more stable patient in a ward with less Resources.

Scarcity in our hospital is most frequently too few beds.

Scarcity regards primarily hospital beds, not diagnostic/therapeutic measures of
other kind.

The most often occurring resource lack is lack of hospital beds resulting/solved by
sending pat. home too early, trying to take care of them in the outpatient clinic
although not quite satisfying, putting responsibility on relatives/family of pat. Etc
The most usual scarcity is the amount of inpatient places. Usually this is managed,
but sometimes it's rather difficult

The only scarcity | have faced is "lack of beds" in the hospital.

The only scarcity of resources | have encountered is lack of hospital beds. | have
never personally sent a patient home early or denied a bed in the hospital when | feel
it is needed but sometimes | have to send patients to other hospitals in the region.
The scarcity | face very often is lack of beds in the ward due to too few nurses

The scarcity of Resources is due to lack of nurses which is a problem for the whole
country which demands political measures.

‘Others’:
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| find most scarcities relative an therefore a matter of discussion.
ab istallet inlaggning

‘Comments which correspond with a response option already chosen in 2.3":

As an anaesthesiologist we have to transfer patients to another ICU either at another
hospital or thorax-ICU or to an intermediary ward.

If by scarcity you mean that a certain procedure can not be done at this hospital we
usually discuss among colleagues and if it is a medially "sound" request send the
patient (or question) to Another hospital or landsting (e.g. 2nd opinion)

Oftast kan man efter en viss vantan fa fram de resurser som kravs i det enskillda
fallet. Det blir sdledes mer en fraga om nar den nédvandiga atgarden kan goras an att
den inte utfors alls.

Often discuss with a superior and accept the situation, maybe refer to
"primarvarden".

Omprioritering, Flyttar eventuellt en patient som kan vanta utan att riskera
forsamring av sjukdomen.

Since | work in ICU we don't send patients home, although we sometimes send them
to the ward earlier than we otherwise would if we are short of beds.

We send patients to nearby hospitals with our region (former landsting) instead of
treating them at our hospital which we always did before the present lack of hospital
beds at the surgical ward (which started 2014).

‘group 2°:

‘Other ways to handle scarcity of resources’:

At my hospital continuous improvement is a natural part of every Days work in order
to improve flow efficiency and quality (Capio S:t Gorans Hospital). The problem is not
enough resources but the way they are used. For example, radiology.

If I can’t do the optimal | at least do what is necessary.

We try to rule out obsolete treatment options.

Cynicism

‘Clinical examples/experiences’:

Definition of Scarcity? There will always be a wish for more resources regardless of
economic reality.

Everything can’t be done at once. If that is called scarcity of resources, then, yes we
have it. For me a waiting list is not a problem.

In SUS | have never encountered the problem of having to deny or change treatment
to a patient due to scarcity of resources.

There is always scarcity of resources, by definition. The questions are not adequate.
It's about prioritization.

‘Causes of scarcity of resources’:

| do a lot of moments in work that other members of the staff should have done.
That "steals" time from my patients.

Scarcity of hospital beds is on the other hand a relevant problem.

For us scarcity of resources is all about not having enough vardplatser and not

81



Appendices

enough nurses working at the clinic.

| refer to lack of suitable hospital beds. Patients are then admitted to a suboptimal
ward or admitted to an extra bed

However, occasionally we indirect have to postpone a treatment, i.e. surgery, for a
couple of days or so because of personal shortness, especially nurses. This shortness
of nurses has led to fewer beds in especially the surgery departments, with some
higher waiting time for treatment as follows. This effect primarily the non-acute
surgery.

Scarcity of Resources at my hospital is always about too few hospital beds, especially
in the ICU

Scarcity of resources is mostly not monetary but more often lack of Manpower and
Time is the most needed resource

The lack of hospital beds is the main problem

The most important part of it is loss of beds in Hospital.

The scarcity of resources | experience are scarcity of staff and rooms at the
departments.

The scarcity of resources is mainly due to lack of beds in the hospital wards. Those
that get a bed gets all the diagnostic/therapeutic measurements needed.

‘Others’:

| correctly work in research and don't see patients.
Work mainly in out-patient clinic where these alternatives don’t apply

‘Comments which correspond with a response option already chosen in 2.3":

/
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e. Circumstances of clinical decision making
3.2 Which of these factors limit your own choices of diagnostic &

therapeutic options in your clinical decision making? Please tick every Chi Square

described factor that matches. (Percent of cases) Group 1 Group 2 Test p value
Can't say 6.8% 6.6% 0.004 0.953
Other (see 3.3) 1.2% 3.0% 1.24 0.265
None of these 10.5% 12.7% 0.372 0.542
Economic incentives to overtreat 0.6% 4.2% 4.464 0.035
Economic incentives to undertreat 3.7% 10.2% 5.374 0.020
National quality registers within health care & their follow up 6.8% 9.0% 0.567 0.452
Lack of official approvals for medical diagnostics/treatments 9.9% 11.4% 0.212 0.645
Regional medication and device recommendations 10.5% 22.9% 9.029 0.003
S;(::;izj;‘i::r;i:::)idelines than Socialstyrelsen's (e.g. from Swedish clinical 10.5% 12.7% 0372 0.542
Directives of own clinical superior 11.1% 14.5% 0.822 0.364
Socialstyrelsen's national guidelines & their follow up 15.4% 21.7% 2.119 0.146
Local clinical guidelines (PM) 19.1% 18.7% 0.011 0.915
Administrative & bureaucratic tasks 21.0% 30.1% 3.59 0.058
Local lack of diagnostic/therapeutic resources 24.7% 35.5% 4.581 0.032
Political directives (e.g. "vardgaranti", "standardiserade vardférlopp") 25.9% 27.1% 0.059 0.808
Local lack of staff per patient 52.5% 38.6% 6.404 0.011

Table 5 3. Circumstances of clinical decision making Question 2

Question 3.3: Other factors which Limit your clinical decision
making or further comments

‘group 1°:
“Other limiting factors”:
- Clinical judgement
- Different opinions between doctors.
- Lack of beds for patient in the hospital or | admit patient to a less suitable
department
- lack of hospital beds.
- Lack of competent staff
- Lack of my own Clinical experience.
- people without Swedish personal number

“Further comments”:
-l do not think the guidelines limit my choices rather help me to use Resources in a
evidence-based way
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- Many of above not limiting but rather giving strength to make Medical correct
decisions (e.g. quality registers, national and local guidelines)

- Our region (former landsting) is very much hampered by political decisions which are
not to the advantage of our Health care.

- Resources are frequently wasted because the operation planning program does not
care for reality, just slots in a time planner. If needed personal exists or not are up to
some pore nurse at a planning desk to keep track of without the help of any
computers or central planning.

- Fortydligande 2.6: Felanvandning av resurser nar bl.a personer med hég kompetens
tvingas gora arbete de ar overkvalificerade for, ex administrativt arbete som adm kan
gora alt nar lakare gor underskoterske /skoterske uppgifter eller nar 6verlakare gor
underldkarjobb.

‘group 2°:
“Limiting factors”:
- Brist pa vardplatser och sjukskoterskor
- For certain diagnostics/treatment we depend on other hospitals
- Lack of "hospital beds" in my department, hospital and "landsting".
- Lack of beds
- Lack of beds is a big problem sometimes forcing us to send the patient home to
early.
- lack of staff and beds in the hospital
- Insufficient reimbursement systems

“Further comments”:

- #.2. you mean "limit" or "impact"

- | do not feel limited by all guidelines. | use them if | want as a resource.

- Ihave an "etablering" and don't have these problems. My decisions are governed by
what the pat need and is reasonable.

- Only the first one is seen as negative

f. Importance of different factors in clinical decision making

4. How much influence do the
following factors have on your own

clinical decision making? Somewhat Very much

GROUP 1 None (1) Little(2) [(3) Much (4) (5) Can'tsay Median (Mean) Rank

1. Your own medical assessment 0.6% 1.9% 3.7% 22.2% 71.0% 0.6% 5 4.62 1
2. A colleague's medical assessment 0.6% 9.3% 30.9% 41.4% 17.9% 0.0% 4 3.67 3
3. A superior's medical assessment 2.5% 24.1% 18.5% 27.8% 24.7% 2.5% 4 3.49 4
4. Your sympathy for a patient 9.3% 25.9% 34.6% 21.0% 4.3% 4.9% 3 2.84 7
5. A patient's preference/wish 0.0% 9.9% 48.1% 34.6% 7.4% 0.0% 3 3.40 5
6. Guidelines in general 0.0% 1.2% 12.3% 49.4% 37% 0.0% 4 4.23 2
7. Costs for the patients 22.8% 42.0% 23.5% 9.3% 0.0% 2.5% 2 2.20 9
8. Costs for the hospital 14.2% 48.8% 32.1% 4.9% 0.0% 0.0% 2 2.28 8
9. Costs in relation to patients'

benefit (cost-effectiveness-ratios) 5.6% 13.0% 36.4% 36.4% 6.2% 2.5% 3 3.25 6

Table 6 4. Importance of different factors in clinical decision making ‘group 1’
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4. How much influence do the
following factors have on your own

clinical decision making? Somewhat Very much

GROUP 2 None (1) Little (2) Much (4) (5) Can'tsay Median (Mean) Rank

1. Your own medical assessment 0.6% 1.8% 2.4% 27.1% 67.5% 1.0% 5 4.60 1
2. A colleague's medical assessment 0.6% 9.6% 34.9% 41.6% 12.7% 0.6% 4 3.56 3
3. A superior's medical assessment 8.4% 25.3% 24.1% 21.1% 16.9% 4.2% 3 3.13 6
4. Your sympathy for a patient 8.4% 30.1% 35.5% 15.1% 8.4% 2.4% 3 2.85 7
5. A patient's preference/wish 1.2% 12.7% 31.3% 39.8% 14.5% 0.6% 4 3.54 4
6. Guidelines in general 0.0% 0.6% 9.6% 45.8% 43.4% 0.6% 4 4.33 2
7. Costs for the patients 19.9% 36.1% 33.7% 6.6% 1.2% 2.4% 2 231 9
8. Costs for the hospital 11.4% 41.6% 36.1% 7.2% 1.8% 1.8% 2 2.45 8
9. Costs in relation to patients'

benefit (cost-effectiveness-ratios) 3.6% 12.0% 33.7% 34.9% 13.9% 1.8% 3 3.44 5

Table 7 4. Importance of different factors in clinical decision making ‘group 2’

g. Importance of different sources of information in clinical decision making

Group 1: 5. How much influence do the following sources of information

ave on your own clinical decision making?
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Figure 39 5. Importance of different sources of information in clinical decision making box plots Questions 1-7 ‘group 1’
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Group 2: 5. How much influence do the following sources of information
have on your own clincial decision making?
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Figure 40 5. Importance of different sources of information in clinical decision making box plots Questions 1-7 ‘group 2’

5. How much influence do the following
sources of information have on your own

clinical decision making? Somewhat Very much

GROUP 1 None (1) Little (2) (3) Much (4) (5) Can'tsay Median (Mean) Rank

1. Local clinical guidelines (PM) 0.0% 4.3% 17.9% 43.8% 34.0% 0.0% 4 4.07 1
2. Socialstyrelsen's national guidelines 1.2% 4.9% 24.7% 46.3% 20.4% 2.5% 4 3.82 3
3. Other national clinical guidelines/

recommendations than Socialstyrelsen's

(e.g. from Swedish clinical societies/centers) 2.5% 5.6% 20.4% 46.9% 22.2% 0.0% 4 3.83 2
4. National internet based support

resources (e.g. internetmedicin.se) 5.6% 17.3% 40.1% 29.0% 7.4% 0.6% 3 3.16 5
5. European clinical guidelines 6.8% 16.7% 32.1% 28.4% 14.8% 1.2% 3 3.28 4
6. American clinical guidelines 12.3% 32.1% 30.9% 16.7% 6.2% 1.9% 3 2.72 6
7. International internet based support

resources (e.g. uptodate.com) 14.8% 29.0% 27.8% 24.1% 2.5% 1.9% 3 2.70 7
Table 8 5. Importance of different sources of information in clinical decision making ‘group 1’

5. How much influence do the following

sources of information have on your own

clinical decision making? Somewhat Very much

GROUP 2 ¥ |None (1Y | Little (2) ¥ (3) ¥ Much (47 (5) ¥ |Can'tsa Y |Medii ¥ |(Mea| ¥ |Rank| ¥

1. Local clinical guidelines (PM) 1.2% 5.4% 23.5% 41.6% 27.1% 1.2% 4 3.89 3
2. Socialstyrelsen's national guidelines 6.0% 4.8% 24.7% 42.2% 26.5% 1.2% 4 39 2
3. Other national clinical guidelines/

recommendations than Socialstyrelsen's

(e.g. from Swedish clinical societies/centers) 0.0% 10.2% 23.5% 47.0% 17.5% 1.8% 4 3.73 4
4. National internet based support

resources (e.g. internetmedicin.se) 7.8% 22.9% 33.1% 27.7% 6.7% 1.8% 3 3.02 6
5. European clinical guidelines 0.0% 6.0% 13.3% 47.6% 37.3% 1.2% 4 4.23 1
6. American clinical guidelines 3.6% 21.7% 44.0% 21.1% 8.4% 1.2% 3 3.09 5
7. International internet based support

resources (e.g. uptodate.com) 9.0% 28.9% 33.7% 21.1% 5.5% 1.8% 3 2.85 7,

Table 9 5. Importance of different sources of information in clinical decision making ‘group 2’
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h. Socialstyrelsen’s national guidelines

7.2 Which of Socialstyrelsen's existing national Chi Square
guidelines concern your own clinical work? Group 1 Group 2 Test p value
Can't say 5.8% 0.0% 9.779 0.002
None of these 2.9% 0.6% 2.416 0.120
Other ( (see 7.3) ) 22.6% 1.8% 32.008 0.000
Musculoskeletal diseases 4.4% 0.6% 4.633 0.031
Methods of preventing disease 8.0% 18.4% 6.792 0.009
Multiple sclerosis & parkinson's disease 8.8% 0.0% 14.872 0.000
Schizophrenia 9.5% 0.0% 16.168 0.000
Diabetes 10.2% 30.7% 18.506 0.000
Dementia 11.7% 8.0% 1.169 0.280
Abuse and addiction 12.4% 3.1% 9.558 0.002
Asthma/COPD 12.4% 17.8% 1.661 0.197
Lung cancer 13.1% 4.3% 7.622 0.006
Stroke 13.9% 27.6% 8.372 0.004
Depression and anxiety 15.3% 4.3% 10.709 0.001
Palliative care 27.0% 12.9% 9.521 0.002
Cardiac care 27.7% 98.2% 164.507 0.000
Breast-, prostate- & colorectal cancer 32.1% 0.0% 61.348 0.000
Table 10 7. Socialstyrelsen's national guidelines Question 2
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Figure 41 7. Socialstyrelsen's national guidelines Question 2
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7.3 Specification of the answer option “other” in 7.2

- Cardiology

- Hematological dieseases

- Paediatric Cardiology

- Sallsynta sjukdomar

- social styrelsens rekomendationer for hjart vard

Table 11 7. Socialstyrelsen's national guidelines Question 3

IH$%&S () ($+,-*/,$01$21351&,)0.4551%)+6,/24.6,

&+/)1&+6$83)0.6)&.,5/1$9.5(.6-:36;$5$53$5$5$55¢ C()$5D3+4.
<6.+,.$/)*=$.>.42%0.,*4)9.0$+,-.*/$/(+/$?2+/*(.," @413-3A @413-$B E./ -$>+63.
Can't say 13.1% 4.9% 6.371 0.012
None of these 3.6% 3.7% 0.000 F'#G:
Other (possible to specify in 9.4) 0.0% 0.6% 0.843 F'HIC
Hospital management 24.1% 23.9% 0.001 F'#1J
Every clinical decision for which there is information in
29.4% .

them 27.7% 0.107 F'13J
Health care politics 31.4% 33.7% 0.188 F'KKI
Improvement of consideration of costs in relation to 43.6%
patients' benefit 35.0% o 2.259 F"AH
Priority setting of clinical measures in times of scarcity 53.4%
of resources 38.0% o 7.116 0.008
Improvement of distribution of resources according to

o 39.3% .
patients' need 40.9% 0.081 F'lIK
Writing local guidelines 46.7% 39.9% 1.420 F'BHI
Improvement of quality of patient care 50.4% 52.8% 0.171 F'K!#
Improvement of equity of patients in health care 54.0% 49.7% 0.557 F"JIK

Table 12 7. Socialstyrelsen's national guidelines Question 9

i. Application of Socialstyrelsen’s national guidelines

8.1 Approximately how many of your patients are covered by
recommendations in Socialstyrelsen's national guidelines?
(Please state a number between "0' and "100" (%) & for "can't
say" state "101".)

. Group 1 Group 2

N valid 94 135
N missing 68 31
Mean 61.47 69.56
Std. Deviation 28.178 19.453
Variance 793.972 378.413
Minimum 0 10
Maximum 100 100
Percentile 25 50 56
Percentile 50 70 75
Percentile 75 81.25 80

Table 13 8. Application of Socialstyrelsen's national guidelines Question 1
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8.2 Approximately how many of your patients do you
need to exclude from application of the
recommendations because of criteria like severe frailty
or multi morbidity? (Please state a number between
"0" and "100" (%) & for "can't say" state "101".)

. Group 1 Group 2

N valid 81 135
N missing 81 31
Mean 21.68 2411
Std. Deviation 18.451 18.704
Variance 340.446 349.831
Minimum 0 0
Maximum 85 95
Percentile 25 10 10
Percentile 50 20 20
Percentile 75 30 30

Table 14 8. Application of Socialstyrelsen's national guidelines Question 2

Levene's Test for

Equality of

Variances F Sig.

"#3$%&'()*+, -.+/,0 1+11:
"#$%&'()*+- 1+120 1+%,.

Table 15 8. Application of Socialstyrelsen's national guidelines Question 1-2 Levene’s Test
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Table 16 8. Application of Socialstyrelsen's national guidelines Question 1-2 t-test

j. Potential wishes and comments

Question 9.3: Do you have any further comments or
priority setting activities?

‘group 1°:
“Advantages”:

-/

“Problems”:

remarks on Swedish

- The debate among doctors, health bureaucrats, media and politicians and thus level of

knowledge and influence was higher some years ago

- National guidelines from Regional cancer centre are much more important within my field.

- Those are not very developed for psychiatry.

- Den tidigare foreslagna prioriteringen (las: "prioriteringsutredningen") mellan olika
patientgrupper fungerar inte idag ndr man t ex satser sa mycket pa att korta kder och att
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med sannolikt mycket begrinsad effekt korta led-tiderna for cancersjukdomar. Omraden
som, relativt sett, blivit kraftigt nedprioriterade ar aldringsvard, demensvard, psykiatri och
primorvard. Detta trots att dessa omraden har det mest bekymmersamt i svensk sjukvard.

“Wishes/Advices”:

Because the continuous increase of cost in health care the discussion of priority is very
important and soon in the future impossible to avoid. Have the politicians understood that...
| think many physicians would like to acquire a deeper knowledge regarding priority issues
but do not feel they have the time nor energy to penetrate this field as much as preferred.
We still have a long way to go Before Health care is delivered equal (with regards to socio
economic status, where in the country you live etc.)

the importance of user-friendly digital sources cannot be overestimated

Atgarder under FoU sker genom att inkludera patienter i kliniska studier. Viktigt sa manga
patienter som mojligt inkluderas i studier dar sddana finns. Ny metoder ska introduseras
kontrollerat. Inte ad hoc.

‘group 2°:
“Advantages”:

Very good and especially as it follows the laws (prioriteringslagen and Hélso och
sjukvardslagen)

They are very worthwhile especially in directing resources.

Provides current knowledge and evidence-based medicine

| really like that the guidelines are up-to-date for example using Sotalol is now closest to not
do as it should be

“Problems”:

Always outdated

By updating them once in a 5 years time period is in my opinion not sufficient in real life.
Cardiology has a fast development vid new therapy strategies, so if Social styrelsen want to
influence daily practice, they have to up date their guidelines more often.

Economy plays a big role, and slow in adjusting to new studies

More on paper than in reality for many doctors (not me, | think)

Ibland undrar jag huruvida alla de timmar som ldkare avsatter pa arbetet med dessa
gigantiska riktlinjer betalar tillbaka sig i form av lattare arbete for dem som dagligen star pa
golvet och inte fatt mojlighet att sitta och lasa istdllet for att traffa patienter och delta i de
manga moten som maste ha féregatt de. Nu vet jag visserligen att mycket arbete sker pa
ideell basis sa ingen skugga 6ver de som deltagit.

It is difficult to balance between Socialstyrelsen's national guidelines and clinical Scientific
guidelines because of different aims.

Priority setting should be made by the decision-making politicians. However, they are
cowards - mainly interested to maintain their political position - and fail to do this as soon as
it becomes controversial. If they had left it without restrictions/ instructions to the medical
profession it would have been fine. However, there are a number of restrictions, "you are
not allowed to do that"...and with such a system the politicians become the "de facto"
decision-makers without paying the blame for controversial issues.

The time guaranty force me to examine rather healthy new patients instead of helping very
sick patients who already are "in the system"

Priority settings among your own speciality is mostly simple. Priority between different
specialities are more problematic.

Vertikala prioriteringar ibland svara, medan horisontella dr svara - omojliga. Halsoekonomi
ett viktigt hjalpmedel men inte ssk exakt!
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Yes. It is too focused on individual disease management ant too little on prevention and
health over the whole lifetime. It also rarely give advice on HOW certain measures should be
applied, on resources required to apply these and similar big issues.

“Wishes/Advices”:

Broaden the expert committee. Not with GPs but with clinical expertise.
Early updates

Question 9.4: Do you have any further comments or remarks on
Socialstyrelsen's national guidelines (e.g. their exact meaning for
yourself or problems with them)?

‘group 1°:

“Advantages”:

When the patient asks for something that is proven to be ineffective or wrong the guidelines
provide a good support with which | can explain the situation to the patient.

More useful for making local policy decisions and deciding what treatments etc. are
available in the local/regional setting. Exception, useful for discontinuing practise that is
"icke-gora"

“Problems”:

Important areas not covered.

(Applicable om gastrointestinal surgery limited!)

Ej alltid praktiskt anvandbara nar det blir som en larobok, exempelvis
brostcancerprogrammet, for mycket text.

They are generally not applicable within my field of expertise.

“Wishes/Advices”:

Acceptable if they are revised every 5 years.

You must apply the recommendations and use the them as a basic ground for your decision
making. But you must of course take in the patients’ whole situation in your decision making
and apply them individually. The recommendations are based on population but your
patient is an individual.

“Others”:

As an anaesthetist we are quite far from make the important clinical decisions. It's the
patient care clinicians who made the important decision from an resource utilising point of
view.

| use guidelines from the Swedish national society of haematology but not Socialstyrelsen’s.
I’'m not sure about "Socialstyrelsen’s national guidelines".

We follow guidelines in most routine cases but they are national (via "RCC"), regional (most
often via "RCC") or local.

They usually don’t apply directly to my field but is applied through the different guidelines
(e.g. in SvF guidelines and national guidelines)

‘group 2°:

“Advantages”:

It is very wise that they take the economics into regard. The European and American
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guidelines are very cost rising and they tend to vary more over time according to lobbying
from new medications and devices.

They have been very helpful. Easy to apply on a group much much more difficult in front of
your pat you are going to make decision about at the moment.

“Problems”:

A number between 1-10 for what you should do or not do gives a false sense of security that
may replace good clinical judgment. In the individual patient you always have access to
information that is too special or complex to be taken into account when issuing general
guidelines.

During my 12 years as an active practitioner, | cannot recall having ever read their guidelines
(for my particular field) in full. Socialstyrelsen does not seem to have any ambition to
communicate them to the medical community in general.

| don’t feel that they are working fully bedside.

| think they take too much time before they adapt international guidelines into the national
ones. Therefore, | tend to follow the ESC guidelines, and am not that familiar with the
national ones. | was trained elsewhere in the EU and only came to Sweden a year ago, so |
am not very acquainted with all the national guidelines as a Swedish trained colleague
would be.

Marketing is poor and very many colleges do not read them.

Medical development is very rapid and not seldom guidelines are irrelevant when published
(as it takes a year or two of meetings, committees, writing... etc. to get them ready)

The problem with continuous updates

They are poorly known.

They are not aimed for clinicians but for policymakers and administration.

“Wishes/Advices”:

Marketing to patients and relatives ought to be done.

Need update more often

Needs to be updated more frequently/continuously

Na&r nya riktlinjer kommer maste de séljas in pa en bredare bas. "Obligatoriska" webinarer
och dven natbaserad kunskapskontroll borde avkravas specialister inom de omraden som
berors av riktlinjerna.

SoS borde fokusera pa ett mindre antal viktiga och kostnadsdrivande atgarder. De
nuvarande riktlinjerna ar alltféor omfattande och till stora delar faktiskt helt ointressanta! Det
externa inflytandet kdnns lite stétande ibland. Exempelvis har NOAK och tikagrelor fatt lite
av graddfil. Intravendst jarn enligt ESC: s guidelines ges prio 6 vilket innebar att beslutet
lamnas dver till den enskilda kliniken. Ar det rimligt?

“Others”:

| am a pensioner 85 years old. You should have had an age limit
| don't use the SS national guidelines, but the ESC and ACC/AHA guidelines, which are held
up to date.
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Background

Results

There are many different stakeholders involved in resource
allocation and priority setting in health care. While policy
makers set the framework, it is mostly individual physicians
who make the final clinical priority decisions on a daily
basis.

Figure 1: The doctor, Luke Fildes, 1891, Tate Callery, London

The Swedish National Board of Health and Welfare in
collaboration with experts and professionals have developed
national guidelines to function as support for decision
makers in the pursuit of equal health care.

+ The guidelines include rec dations for priority setting
of different interventions, based on an ethical platform for
priority setting in health care.

1. Human
dignity
principle 3. Cost-
effectiveness
principle

Figure 2: The three principles of the ethical platform

+ So far, few studies exist on physicians’ perceptions of
clinical priority setting - almost exclusively in the field of
cardiology and general practice.

Main research questions

How do physicians experience clinical care and their
conditions regarding resources and decision making?

How do physicians of different departments perceive the
ethical platform and the national guidelines in their
everyday clinical work?

Methods

Data collection through an online questionnaire,
August 2016 to January 2017

Group 1= 162 out of 331 physicians from twelve different
departments at a Swedish University hospital, all caring for
patient groups covered by national guidelines,

response rate: 48.9%

« Group 2= 166 physicians out of 923 members of the
Swedish society of cardiology (not only clinical physicians),
response rate: 18.0 %

Clinical care was rather often (‘often’/'very often’) perceived as optimal
(group 1: 64.9%, group 2: 53.6%; p= .041) and according to the three principles of the
ethical platform and their gradation.

Most physicians faced scarcity of
resources more often than

‘at least once per month’

(group 1:61.1%, group 2: 56.7%,;
p=.069).

Most physicians felt less than ‘well’
(‘not at all'/'little’/'somewhat’)
prepared to handle scarcity of
resources (group 1: 59.2%,

group 2: 60.2%; p=.055).

The ways of handling of scarcity of
resources were mostly congruent in
both groups, a part from application
of the ethical platform and the
national guidelines (see figure 3).

Figure 3: Handling of scarcity of resources

The biggest influence (‘much’/'very much’) on physicians’ decision making was
their own medical assessment (group 1: 93.2%, group 2: 94.6%; p= .867)
directly followed by guidelines (group 1: 86.4%, group 2: 89.2%; p= .364).

The most important guidelines for both groups were local guidelines as well as
different national guidelines, for group 2 in the first place European guidelines.

P
Please Lk every described st that matches.

« About one third of the physicians
knew ‘much’ or ‘very much’
about the ethical platform
(group 1: 36.4%, group 2: 36.2%;
p=.535).

About half of group 1 (50.6%) and
three quarters of group 2 (76.5%)
knew ‘much’ or ‘very much’
about the national guidelines

in their department (p=.000).

The national guidelines are
considered as helpful especially for
improving health care corresponding
with the ethical principles

as well as for writing local guidelines
(see figure 4).

Figure 4: Aspects in which national guidelines are helpful
+ About half of both groups would like to obtain further knowledge and training

regarding the ethical platform (group 1: 56.8%, group 2: 56.6%; p= .652)
as well as the national guidelines (group 1: 50.6%, group 2: 51.8%; p= .902).

Conclusion

Need for support Guidelines in general Wish to know more about The ethical platform is less known than

to handle the present have a lot of influence the ethical platform and the national guidelines and should be addressed
clinical scarcity of resources. on clinical decision making. the national guidelines. specifically, particularly in future training.
Sources
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in.pixabay.com/photo/2014/04/03/10/ 38 /scales-310962_960_720.png
/ lupload.wikimedia.org/wikipedia/commons/d/d2/Caduceus_large.jpg
4. hutps:/ /www.tate.org.uk /art /images /work/N/NO1 /NO1522_10.jpg
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Abstract

Background: Priorty setting in healthcare that aims to achieve a fair and effictent allocation of Itmted resources 1s a mnnsl_g.mm
workdwide challenge. Sweden has developed a sophistscated approach. Still, there s 2 need for 2 more detatled insight on \ £ 20 Feb 2001
how measures permeate cinical Itfe. This study atmed to assess physiclans’ views regarding (1) impact of scarce resources Pubsbabed 15 March 2021
on patient care, (2) dimical decision-making, and (3) the ethical platiorm and national guldelines for heakthcare by the
National Board of Health and Welfare (NBHW).

Methods: An online cross-sectional questionnatre was sent to two groups tn Sweden, 2016 and 2017. Group 1 represented
331 physiclans from different departments at one University hospital and group 2 conststed of 923 members of the
Society of Cardiology.

Results: Overall, a 26% (328/1254) response rate was achleved, 49% In group 1 (162/331), 18% In group 2 (166/923).
Saarcty of resources was percetved by 59% mocee often than at least cace per moath, whilst 0% felt less than ‘well-
prepased to address this 1ssue. Guidelines in general had a lot of inSluence and 19% percetved them as miting deciston-
making. 6% professed to be mostly Independent in decision-making, 36% knew the ethical platform ‘well’ and ‘very
well' and 64% NEHW's national gutdelines. 57% expressed 2 wish for further knowledge and tratning regarding the
ethical platform and 51% for support in applytng NBHW's nattonal guidelines.

Conclusion: There was a need for more support to deal with scarcity of resources and for Increased knowledge about
the ethical platform and NBHW's national guidelines. [ndependence in dinical decision-making was percetved as high
and guidelines in general as tmportant. Priocity setting as one potenttal pathway to fatr and transparent deciston-making
should be highlighted mare in Swedish dintcal settings, with spactal emphasts o the ethical platform.

Keywords: Priority Setting, Sweden, National Gudelines, Physictan, Fair Allocation, Deciston-Making
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Key Messages

lmybcmbrpohqum
In the pursuit of fair allocation of scarce healthcare resources the Swedish approach to priority setting Is an Instructive example. Physiclans in
Sweden overall do not feel restricted In thetr independent dinical dectsion-making by naticeal priority-setting gutdelines.

«  Pirm and well-reasoned guldelines are tmportant for dinlcal deciston-making and appreciated by dimictans.

«  Continuces commenication on priority setting guldance at all levels of experience, as well as tralning and suppoart, are needed and should be
further developed and established.

+  The mmplementation of ethical priarity setting can be seen as coe pathway towards higher equity and quality in healthcare by enabling
transparent decision-making.

Implications for the public

Resources in healthcare will never be inlimted. Rising demands and rising dlagnostic and treatment possibilities are continuously Increasing costs.
Thas has loag been recognized as 2 challenge both for health policy-makers as well as for physictans. Decision-making about scarce resources Indudes
dafficult questions about fatrness, need, equity, solidarity etc. Priority setting Is one option to address this challenge It combines ethical principles
and transparent discussions to enzble fatr and evidence-based gutdance ca resource allocation. Sweden’s approach to priority setting has been widely
recognized as an early and successful approach. This study investigated how Swedish physiclans view thelr country's priceity setting appeoach and its
tmpact on thelr dinical deciston-making, & thus provides tmportant findings ca how a well-established prioeity setting approach translates into the
diinic, and affects those who have to tmplement %, thereby offertng an instructive example for other countries struggling with questions of fatrness
and eguity In healthcare allocation.

Full list of authors’ aMiiations is avalabie at the end of the articie.
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Background

Healthcare Is essential in all countries; promoting not only
indtvidual health and well-being but also employment,
economic growth, soclal stability, health security, social
cohesion, political stzbility, and economic diversification and
mnnovation.'? However, healthcare systems around the world
are Increasingly facing challenges with regard to rising costs;
with health costs Increasing faster than the total economy In
most countries.® Priority setting, in addition to rationing and
rationalisation, Is one of the key approaches in addressing
these challenges. This involves deciding on the relative
importance of services.* The process of resource allocation
within healthcare involves many different stakeholders.
While the macro level, consisting of national, regtonal and/
or supranational policy-making, sets the framework, and the
meso level involves the Institutional level of hospitals, 1t Is
indtvidual physictans (or other healthcare professionals) on
the micro level who wltimately make the final clinical priority
decistons on a daily basss* Physiclans need to treat patients
based on the evidence and offer what s medically indicated,
as well as cost effecttve. This phenomenon has been described
as the ‘double agent’ phenomenon.“* Against a background
of scarcity, priority setting guidance at the clinical level can
serve to solve conflicts between cost-effectiveness
and medical indication, and enable transparent discusslons
about allocation of resources.

Sweden’s approach to priority setting In healthcare 1s
recognised as one of the early and most meaningful approaches
internationally, with elaborated methods of implementation
for a fair resource allocation system™* Although Swedens
healthcare system & led by national government policies,
the system Is highly decentralised. The coverage s universal,
automatic and tax-funded by regions and municipalities.
Fully privately funded care Is rare, but in addition to publicly
funded healthcare, about 10% of all Swedish employees
have supplementary private health insurances'* Priority
setting In Sweden became recognised In 1992 when the
Swedish government Inittated a Parllamentary Priorities
Commission consisting of politictans and professional
experts. A parllamentary decision In 1997 ratifled the
Commisston’s proposal and the Health and Medical Services
Act was amended accordingly.” The primary outcome of
this decision was the ethical platform consisting of three key
ethical principles in descending order: (1) Principle of human
dignity: ensuring equal human values and rights, (2) Principle
of need and solidarity: ensuring distribution according to the
greatest needs, (3) Principle of cost-effectiveness: ensuring
reasonabllity between costs and effects.™

The Swedish Nattonal Board of Health and Welfare (NBHW)
has developed national guidelines In collaboration with
experts and healthcare professtonals, to function as support
In priority setting for deciston-makers in healthcare. They
combine the currently best available evidence - including, If
avallable, cost-effectiveness data — with the recommendation
of priority setting based on the ethical princtples. They can
be regarded as a type of knowledge governance in the pursuit
of equal and effective healthcare. They Incluede non-binding
recommendations In the form of rankings of condition and

treatment palrs, ranked from one to ten, with one marking the
highest and ten the lowest priorty. In 2004, the first national
guldeline by NBHW was published in the fleld of cardiac care.
By 2021, 18 different NBHW national guldelines for specific
dssease groups had been published. The combination of
ethical . best medical evidence and cost-effectiveness
data sets the NBHW'S national guldelines apart from most
other clinical gusdelines, be they International, national, or
local ones. The ethical platform has remained unchanged to
the present day and serves as the core foundation of all future
measures of priority setting.

To date, there have only been a few studles examining
physicians’ perception of clinical priority setting in Sweden.
Most of them were published shortly after the ethical platform
for priority setting was introduced and the focus was on
cardiology, as the first NEHW's national gusdeline concerned
cardiology. In 2003, it was reported that 64% of cliniclans
were Informed abowut priority setting, 40% to 55% knew the
meaning of each ethical principle and 58% knew the national
guldeline for coronary artery diseases, a predecessor of the
later and broader national gusdeline for cardlac care.” In
2010, 90% of clinicians were reported to be very familiar with
the contents of the national guldeline on cardlac care and
81% used it extensively."* However, In 2013, It was reported
that only a small amount of In general practices
knew about the ethical principles and the NBHW's national
guldelines and that they were unsure about the contents.” In
2015, it was reported that 76% of the heads of different hospital
departments applied the NBHW's national gutdelines, 33% In
thetr original form, 69% through local guidelines.™ Further
studles have reported that physicians expressed a lack of
support structures™ and a lack of basic training and support of
ethical principles.” There was a need for more open dialogues
and discusslons about priority setting, more practical and
dearer national gusdelines,'** as well as more evidence for
the treatment of elderly multimorbid patients.®

Although Sweden has developed a sophisticated approach
to priority setting in healthcare, there Is thus still a need for
a more detafled insight on how it permeates the micro level
of decision-making. Most of the former research focused
on specific aspects of the avallable guidance, but a wider
perspective Is needed to evaluate the exssting priority setting
measures. To date, studles focussing on how the national
priority setting approach Is percetved by physicians in clinical
deciston-making are lacking. Such research requires an
understanding of the situation of physicians, induding thelr
background of patient care and deciston-making. This study
therefore Included such information; it almed to examine
physicians’ views regarding (1) the impact of scarce resources
on patient care, (2) prionty setting and dinial deciston-
making, and (3) the ethical platform and the NEHW's national
guldelines for healthcare Including recommendations for
priority setting. These were Investigated In a local sample in
one large healthcare Institution across different departments
(group 1) and In a nattonal sample of physiclans in the fleld
of Cardiology, where priorty setting guldance exist longest
(group 2). This was done to achseve local depth across vartous
speclalties, as well as spread across the country.
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Methods

The study did not require approval by a research ethics
committee In Sweden, according to the Swedish legislation
However, the ethical principles of the declaration of Helsink1
were observed throughout.®

Survey Implementation and Population
The online survey was conducted between August 2016
and January 2017. Two samples were generated (N In total
= 1254). The first sample consisted of 331 physictans from
twelve different departments at the Orebro University hospital
including general internal medicine, cardiology, pulmonology,
geriatrics, general surgery, cardiothoracic and vascular
surgery, anaesthesia/intensive care, emergency department,
urology, oncology, neurology, and psychiatry. Departments
were chosen based on the extstence of corresponding national
guidelines. The second sample consisted of 923 members of
the Swedish Soclety of Cardiology (predominantly clinical
cardiologists). Swedish invitation emalls were sent, Including
Information sbout the aim of the study and Swedish priority
setting as well as a personal transaction link to the English
online questionnalre, created with the EvaSys automation
software.” Reminders were sent up to four times over
several weeks and reasons were asked In the event of non-
. Due to the setting options of the EvaSys
automation software™ no missing values ocourred.

Survey Contents

The survey was based on a questionnalre in English language,
created by the researchers. It was based on an extensive
literature review, established methods of questlonnaire
development= comparisons to similar questionnalre
studles™ ™% and discusstons with many different Swedish
and German medical s as well as experts at the
Swedish Natsonal Centre for Priorities in Health Care. The
questionnalre consisted of 46 questions in total and was pilot
tested 1n Germany as well as In Sweden, taking approximately
15 to 30 minutes to complete. It was divided Into three parts;
the selection of questions and response options was again
based on literature research and aforementioned studles as
presented In the Introduction section.

The first part of the survey consisted of general questions
about patient care, resources In clinical work, and dinical
decssion-making. The second part continued with questions
about " awareness and application of the ethical
platform and the NEHW's national guidelines. The third part
included demographi questions. To clanfy which guidelines
were meant, the ones Including priority setting measures
created by NBHW were described as ‘Soclalstyrelsen’s national
guldelines’ In the questionnalre, In order to distinguish
these from other national and International guidelines not
including priority setting measures. The specificity of the
NBHW' national gusdelines regarding priority setting was
stressed twice, once In the Invitation letter and once In the
questionnalre, to prevent false responses. The questionnaire
strove for simple, descriptive language, therefore no
supplement with further explanations was added.

The most common type of answering scale was an ordinal-

scaled five-point Likert scale with responses ranging from
etther 1 = ‘never’ to 5 = “very often;’ I = ‘not atall' to 5 =
‘very well' or 1 = "at least once per day; 2 = ‘at least once per
week, 3 = ‘at least once per month,” 4 = ‘less than once per
month’ to 5 = ‘until now never. Another common question
type were multiple cholce questions with etther one answer or
multiple answers possible. The possibility of answering ‘can't
say” was provided for each question. Each question needed to
be answered In order to finish the survey, with the exception
of open-ended questions and participants who reported no
knowledge of the ethical platform or of any of the NBHW's
national guldelines. These participants were automatically
directed to the next question they were able to answer.

Data Analysls
The data management and analysis of the quantitative results
were performed using the IBM SPSS Statistics for Mac version
24.* Descriptive and inferential statistics were calculated =
In order to analyse whether a difference existed between the
two sample groups, the two-dimenstonal chi-square-test was
used for categorical nominal or ordinal-scaled data Including
P values. The expected frequencles were greater five In each
of the response categorles and thereby the assumptions of
the chi-square test were met. The significance level was a
= 0.05. A gender analysis was conducted and P values were
calculated with Fisher exact test. In cases of metric scaled
response categories medians, means and standard deviations
as well as the two-sample { tests for independent samples were
calculated for examining differences. Due to the large sample
sizes 1n both groups ¢ tests were robust against non-fulfilling
the assumption of normal distribution. Levene test was
used to check for the assumption of equal variances. Some
questions were multiple-cholce questions. In these cases,
to each single r category were coded as 0
= no (disagreement) or 1 = yes (agreement). It was calculated
with the cumudative percentages of agreement.

Results

The presented results are mainly based on the total sample,
including groups 1 and 2. Results that concern group 1
(participants from one University hospital) and group 2
(participants from the national cardiology register) are
only stated In case of relevant and significant differences
between the two groups. The physilans are called ‘the
participants’ or ‘group 1" or ‘group 2’ from here on In order
to avold misunderstandings. All results can be found In
Supplementary file 1.

Characteristics of Respondents
Overall, a total of 328 completed questionnalres were
retumed (26% response rate). In group 1, 49% of participants

completed the survey (162/331). Partictpants of group 1 who
recelved the invitation email were 60% male. This proportional

dsstribution Is in line with the actual participants of group
1, who were 61% male. In group 2, 18% of the members of
the Swedish Soclety of Cardiology completed the survey
(166/923). The members were not only clinical physicians.
The mean age of participants of group 2 was 49.9 years, and
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the percentage of male participants was 73.5%. Based on 2
comparison with demographic data of the soclety published
in another study, where the mean age was 54 years, and 75%
male,” the demographic composition of our sample 1s well
representative of cardiologists in Sweden. Gender effects were
rarely observed, meaning that overall presented findings are
not seriously Influenced by participants’ gender. Significant
findings are stated. Further demographic data can be seen In
Table.

Table. Demographic and Work-Reiated Characteristics

Clinical Patient Care

Regarding patient care, 53% of the participants had the
impression that all patients were “very often’ treated equally.
47% stated that all resources were ‘often’ distributed according
to patients’ healthcare need. Seventy-two percent thought that
alldecisions were ‘somewhat’ (37%) to ‘often’ made considering
costs In relation to patients’ benefit and 49% reported that all

patient care was ‘often’ optimal. The majority of participants,
59%, faced scarcity of resources more often than ‘at least once

Demographic and Work Related Chamacteristics Group 1 Group 2 Total Test P Value
Particpants in total 182 166 2
Avernge age in years (SD) 420(113) 433 (1186) 47.0(12.0) t[326) =436 <00
Awerage years of cinical work (D) 166(118) 213(108) 191116 t{326)=-3.89 <00
Genger %)
Femaie 335 263 nE
Male 611 7335 7.4 {328 =372 2
Employment (%)
Not legitimised assistant doctor 20 06 43
Legitimised assistant doctor 175 S0 134
Specalist 224 263 74
Senior doctor 07 30.6 a7 Yri328)=2442 <00
Chief of cepartment 37 78 38
Other 12 36 24
No employment oo 18 0s
Specalizstion (%) —most common (over 3%) — muttipie responses
None — 22l under training 198 E6 131 Yi32z)=1240 <00
Internal madicine 150 717 4.2 Yi32z)=1202%0 <00
Ansesthesia and intensive care 123 0.0 61 Yi32z)=2123 <00
Surgery 111 0.0 3 Yi32z)=193:2 <00
Oncology 25 0.0 a3 Yi32z)=1499 <00
Cardiology 74 23 434 Yi322)=18652 <00
Urology 74 0.0 37 Yi32z)=127¢ <00
Hospita zize (¥}
Small 0o 163 82
Mid-sized 0s 2353 134 28] = 11025 -
Large/academic 24 432 733
Other 0o S6 45
Region/landsting [former official name of regional coundils) (%) — mast commeon (over %)
Region Gretro iin 959 0.0 4.4
Stockholms iEns lancsting 00 193 sg
:;: Sxdne g 3 z: :: Yis2s)=29377 <00
Region OsterpStiand 00 78 40
Lancstinget | Uppzals Ian 00 34 27
Partidpation in writing guidefines (%) — muftiple responses
Local guicelines 534 578 3.3 Yi22)=07s 33
Nasticnal guidelines of NSHW 136 133 137 Y328 =001 k-
Other naticnal guidelines than the ones from NEHW 154 S0 22 Yri3s)=313 08
Nstional recommendations on intemet-based support resources 12 42 27 I‘(qu =273 10
None L) 361 378 Yi328) =039 a3
Abbrevistions: SD, standard deviation; NEHW, National SBoard of Health and Weifare.
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per month For 43% scarcity led ‘never’ and for 34% ‘less than
once per month’ to a non-prescription or non-performance of
a therapeutic or dlagnostic measure during the last 6 months
before data gathering. About a tenth of the participants, 11%,
did not prescribe or perform a medical measure ‘at least once
per month, as well as, 9%, ‘at least once per week’ during the
last six months before the survey. Most participants, 60%, felt
less than ‘well to handle scarcity of resources.

The four most important strategies of dealing with percelved
scarcity of resources were: (1) discussing with colleagues -
70%, (2) discussing with supertors - 52%, (3) putting patients
on a waiting list - 34%, (4) talking to the patient about it - 33%.
Rattoning - ‘not offering all the treatment/dlagnostic some
patients required’ - occurred 1n 8% of all participants. There
was a significant difference 1n how often participants referred
to the NBHW's national gutdelines and the ethical platform,
with group 2 referring to these more often than group 1
(national guidelines: group 1: 15%; group 2: 28%; group
142: 21%, )° (328) = 8.12 with P <.00; the ethical platform:
group 1: 4%; group 2: 14%, group 1+2: 9%), X° (328) = 897
with P< 00). Recommendations to private health insurances
played almost no role whatsoever (2%) (see Figure 1).

Clinical Dectston-Making

A large majority of the participants, 86%, were ‘often’ and
‘very often’ able to make In clinical decislons
according to thelr own assessment without being limited

(see Figure 2, due to rounding percentages do not sum wp to

| discuss the with my -

| chscuns the vtustion mith my superor.

1 prat the patient cn s waiting lat.

1 talk to the patiert about it

-
-

100%). Significantly more male participants stated they made
independent decislons very often (P=_03).

Asked to state which of a Isst of factors limited the
participants’ own cholce of diagnostic and therapeutic
measures In clinical decislon-making, the most lIimiting
factor for 45% was “local lack of staff per patient’ Evidence
based guidelines, local ones as well as the NBHW's national
guldelines, were each experienced as lmiting by 19%. The
factors with the lowest Influence on participants’ decistons
were ‘economic Incentives to undertreat; 7%, and ‘economic
incentives to overtreat, 2%.

The biggest Influence (‘very much’ and ‘much’) on
participants’ dectsion-making was for 94% thetr ‘own medical
assessment, for 88% guidelines in general' and for 57% ‘a
colleague’s medical assessment.” Only 7%, assessed ‘costs for
the hospital” as influential (*very much’ and ‘much’). The most
important guidelines (“very much’ and ‘much’) for group 1 were
local guidelines (group 1: 78%), followed by ‘other national
clinical guidelines/recommendations than Soclalstyrelsens’
(group 1: 69%), and Soclalstyrelsen’s national guidelines’
(group 1: 67%). For group 2, the most sources of
information (‘very much’ and ‘much’) were firstly ‘European
clinical guidelines” (growup 2: 85%), secondly ‘Socialstyrelsen’s
national gusdelines’ (group 2: 69%), and thirdly ‘local clinical
guldelines’ (group 2: 69%).

Clinical Priority Setting
About one third, 36%, of the participants stated that they

3

33

1 send the patient earfer home. - 2%

*lanasting”.

1 refder to Sociak s

| send the patient 2o another hospitad withis the

L

Anvwar pesubilnes

1 send the patient 30 anather department.

21

-
-

1 werd the patisat to ancther “landating”. - 1¢

I refur to the prisciples of the sthical platiorm. - 3

1 do not effer all the treatment) dagnestics seme

potients require.

| recomemend an additional private heath

Insurance.
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Figure 1. How the Fartcpants Handle Scarcly of Resources in Ther Cinical Work (Group 1+2).
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Figure 2. How Often the Fartcipants Make independent Clnical Decisions According 10 Ther Own Assessment Without Eeing Umited (Group 1+2).

knew ‘much’ or ‘very much’ about the ethical platform.
About two thirds, 64%, Indicated to knew ‘much’ or ‘very
much’ about the NBHW's national gudelines In their area,
(group 1: 50.6%, group 2: 76.5%). Regarding knowledge of
the NBHW's nattonal guldelines, partictpants of group 2 were
more aware of them than group 1. 11 % of group 1 chose the
option ‘can’t say’ Frequencies varied between both groups
and a significant difference was shown, x* (328) = 33.10 with
P<.00. The NBHW's national gusdelines were constdered as
helpful especially for “improvement of equity in healthcare’
and “improvement of quality of patient care’ each by 52%, for
‘prionity setting of clinical measures In times of scarcity of
resources by 46% and for ‘writing local guldelines’ by 43% (see
Figure 3). Group 2 assessed the NBHW's national guidelines
as more helpful even for ‘prionty setting of clinical measure
in times of scarcity of resources, than group 1 (group 1: 38%,
group 2: 53%, group 142: 46%, X* (328) = 7.12, P= 01). Over
half of all partictpants, 57%, reported that they would ltke to
have further knowledge and training regarding the ethical
platform. Slightly fewer participants, 51%, expressed a wish
for more support In the application of the NBHW's national
guidelines. Significantly more female participants asked for
more support both regarding the ethical platform (P=.03)
and the NBHW' national gutdelines (P=.01).

Discussion

As far as we are aware, this is the first study analysing whether
and how clinical deciston-making of physicians Is influenced
by the Swedssh measures of prionty setting. While the
Swedish model 1s generally viewed In a favourable light, one
of the concerns that was expressad In an international context
was that explicit priority setting schemes might severely ltmat
physictans in thelr ability to make dectstons based on thelr
own dlinical experlence and judgement.'* " We wanted
to examine Swedish physiclans’ perception of scarcity of
resources and freedom In decislon-making In healthcare
as well as thelr awareness of prionity setting guldance. Our
findings could be Instructive for other countries considering

implementing priority setting schemes In thelr healthcare
systems.

Clinical Pattent Care
Rattoning, described as not prescribing or performing a
diagnostic or therapeutic measure during the last 6 months

and not Incduding ratloning by time (walting lists), were
indicated by only 9% of the participating Swedish physiclans
once a day or once a week and for 44% once a month or less.
By compartson, 13% of German physicians In intensive care
units and cardiology stated that they ration once per day or
once per week and 64% once per month or less.® Physiclans
from Great Britain, Italy, Norway, and Switzerland rationed
at a percentage of 15% once a day or once a week and 41%
once a month or less™ These numbers might suggest that
Swedish physicians ration slightly less ofien than colleagues
in Europe, or at least not more frequently. However, research
on rationing Is hampered by the fact there Is usually a wish for
more resources on the part of physicians, and that a tendency
exists to deny and neglect scarcity.** These factors could be
at play in explaining lower frequencles. Nevertheless, only a
minority, less than a tenth of all participants In our sample,
reported that they restricted needed diagnostic or therapeutic
measures due to scarcity of resources. This was In line with
the finding on rationing

Coping strategles focused on communication and peer
support, with discussions with colleagues and superiors
Mentified as most important for more than half to three
quarters of particlpants in the two groups. Approximately a
third of participants reported talking to the patients about
addressing scarcity. Stmultaneously, more than half of all
partictpants felt less than well-prepared to deal with scarcity
in the clinical setting. These findings are in line with previous
studies done when the ethical platform and the NBHWS
national gusdelines were first introduced and highlight that
readiness In dealing with percetved scarce resources has not
improved.®

Clinical Dectsion-Making

Previous political directives tn Swedish healthcare aimed to
provide more standardised validation by evidence-based
medicine, effictency and equity.™ There have however been
some concerns regarding the risk that these would collide
with the self-governance of the profession, its role and
responsibility.® Worrtes that ability and freedom In deciston-
making would be curtatled by New Public Management-
assoclated bureaucratic actions including administrative as
well as economical structures was expressed In two physiclans’
appeals In Sweden.®*" In addition, fears that priority setting
would be limiting freedom In clinical deciston-making has
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Figure 3. In Which Aspects Participants Consider NEHW's National Guideines 1o Be Heipful (Group $+2) Abbreviation: NSHA, National Ecard of Health and Wefare.

been expressed In other countries, t00.* In our study though,
a large majority, 86%, of participants reported that they were
‘often’ or ‘very often’ able to make Independent decislons
according to thelr own assessment without any limitations,
with male doctors stressing Independence even more than
female physicians. This 1s a relevant finding closing a gap
in the lterature. It Is of course possible that results are due
to Swedish socto-cultural aspects not transferable to other
settings, but even after two decades of a prionty-setting
platform in place, local guidelines as well as the NBHW's
national guldelines were experienced as limiting each by only
19%. In comparison, 44% of German physiclans assessed
(hypothetical) guldelines that would include Information
about costs as a limitattion of thelr freedom In clinical
deciston-making.®

These findings are particularly striking in view of the fact
that ‘gutdelines in general’ were the second biggest Influence
on clinical dectsion-making In our sample, following ‘own
medical assessment” Guidelines as support for evidence
based medicine 1s highly appreciated.© While the im|
of guidelines Is in line with other studies,'** it Is nonetheless
Interesting to observe that even In the context of scarce
resource allocation, a large majority of physiclans In our
sample felt largely unrestricted. In clinical life there still exist
confusion about the multitude of national guldelines and
recommendations,"* however, Swedssh authorities plan to
reduce confusion by uniting many different local and national
guldelines 1n one place®

Clmnical Priority Setting

The ethical platform as the foundation of Swedish priority
setting was lesser known (36%) than the NEHW's national
guldelines themselves (64%). This might be seen as
unexpected, since these guldelines In fact are based on best
avallable evidence, expert views and an operationalization of

the ethical platform. There was also a significant difference
in knowledge, with higher knowledge In participants in
cardiac care (group 2) as compared to other participants
(group 1). This likely reflects that the national gusdeline of
cardlac care was the first one ever published by NEHW and
recelved significant attention. A previous study In the fleld of
cardiology showed higher knowledge, about 48%, regarding
the meaning of each ethical principle of the platform.™ A later
study Indicated that 90% of cardiologists/internists were very
familtar with the contents and 94% positively considering the
national guideline of cardiac care.'*

The NBHW's national guidelines were consldered In our
sample as helpful especially for improving quality and equity
of patient care, achleving the aims of the ethical principles and
priority setting. A similar result was found among chiefs of

* however, until now this was not replicated ina
sample with a wider range of experience and dectston-making
scope. Clinical relevance of the NBHW's national guldelines
was high as they were consldered as helpfid for ‘writing local
guidelines’

Unsurprisingly, cardiologists (group 2) with their better
awareness of the NEHW's national guldelines applied them
two to three times more often In situations of scarcity than
the other participants (group 1) and considered the NBHW's
national guldelines about a third more helpful. This positive
perception in line with the grade of knowledge was shown In
previous studies, too."

These positive assessments could be explained by the fact
that NEHW's national guldelines for priority setting might be
seen as a successful operationalization of the ethical platform.
Further, and more broadly speaking, the principles underlying
theethical platform and the NBHW's guidelines are In line with
those implicitly expressed in Swedish healthcare legislation,
which might lend them some democratic legitimacy. And
finally, in addition, the healthcare professions in Sweden,
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particularly physictans, are now closely and continuously
involved In developing guidelines and integrating best
avallzble evidence with ethical principles, with a large number
of guidelines availzble in different healthcare specialities. Asa
part of this process, some successful method development has
been carried out, eg, via collaboration between the National
Centre for Priority Setting in Health Care and the NEHW.+

Inview ofthe wish for more knowledge, supportand training
about the ethical . expressed particularly by female
physicians, it can be expected that the positive perception
of the gusdelines will nise further In future. Interestingly,
regarding training, participants were more Interested in the
ethical than in the NBHW's national guidelines,
despite the latter being far more concrete and Including an
operationalization of the ethical platform. While the need for
training has been found in other studles as well,"*** more
focus on the ethical principles, In response to our finding,
could Increase physician buy-in.

Limitations

The findings must be interpreted with cautton as the
msponsemesdlﬁeredbetwemdmmgmupnols%m
group 2, although these are common rates for this type of
research.** The real response rate of group 2 was likely
higher, as the Invitation to the study probably did not reach
all due to out-of-date email addresses and not all members of
the Soctety of Cardiology were clinical physiclans. However,
demographic characteristics of our respondents even In
group 2 corresponded with the demographic of the overall
population of physicians engaged In cardiac care™ Even
though data gathering occurred in 2016 and 2017, results
are expected to still be valid since no changes In general
priority setting measures were implemented and NBHW's
national guidelines are now longstanding. The questionnalre
was In English and not in the nattve Swedish to allow for
International collaboration. The ability to communicate
In English 1s quite high in Sweden® particulary In well-
educated populations and thus we can assume that there was
no significant language barrier. It cannot be fully excluded
that the phrasing of questions might have led to subjective
Interpretations, however, pre-testing showed high consistency
in the understanding and interpretation of questions. Finally,
the questionnalre was quite long, which most hkely had a
negative Impact on the response rate.

Conclusion

Our study has shown that the participating physiclans had
a fairly good awareness of the national guidelines by the
NBHW Induding recommendations for priority setting,
which are based on the Swedish ethical platform for
priorities in healthcare. Compared to earler studies, overall
knowledge has declined. The NBHW's national guldelines
were especially considered to be helpful for improving equity
and quality in healthcare as well as writing local gutdelines.
As non-binding evidence-based guidelines were assessed
as very Important in dinical decislon-making, an implicat
application of information of the NEHW's nattonal guidelines
can be assumed. Partictpants who knew the NBHW's national

guldelines better, applied them more often and considered
them as more helpful. The ethical principles expressed in the
ethical platform as the foundation of all other priority setting
measures, were lesser known and participants wished for
further training.

Even though unpreparedness of handling scarcity of
resources was often reported, rationing was not reported to be
more frequent than evidenced n studies from other European
countries. Our findings should also assuage the worries that
explicit priority setting overly restricts of physicians’ ability
to make Independent clinical decisions. Independence in
deciston-making based on own clinical assessment was
percetved as high and limMations by gusdelines as rare.
NBHW's nattonal gutdelines are non-binding and do offer
however guldance on which interventions should be offered
and which ones should not. The Swedish model can be seen as
being somewhere between mandatory and voluntary.

There are several ongolng challenges connected to the
Swedish priority setting activities. First, as shown here and
in previous studies, there 1s still a shortage of knowledge
and awareness of the ethical platform among relevant
deciston-makers, Incleding diniclans® There s also a
lack of coordination of priority setting measures among
different levels and stakeholders in the healthcare system.
Furthermore, as In many other countries, In today’s Sweden
different, parallel incentive structures and systems are at play,
which sometimes are not fully compatible with the ethical
principles expressed in the Swedish priority setting legislation.
Alternative Investments, concepts and logics, eg, value based
medicine as well as new public management-inspired market
solutions, might lead to growing health inequalities in the
Swedish healthcare system and hinder the achlevement of
consequent, coherent and transparent priority setting ®

That sald, our study results show that it 1s well worth paying
more attention to the many efforts of Swedish priority setting,
both in Sweden as well as Internationally. Prionty setting
gulded by ethical principles can be regarded as one pathway to
fair and transparent deciston-making. In Sweden, the original
intention based on the ethical principles should be highlighted
with renewed emphasis and continuous communication
within all professional levels, as well as additional training
and support, should be enabled. More focus should be
lald on clearer ways to present the priority setting efforts
and thelr importance to clinicians. In addition, there are a
number of open research questions. For the future we suggest
investigating different stakeholders’ views on dinical priority
setting, for example on falr priority setting processes, or on
the reallocation and distnvestment of healthcare resources.
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