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HIGHLIGHT REPORT

The Swedish Agency for Health and Care Services (Vårdanalys) is presenting
the following ‘highlight report’, which has specifically been adapted for Vårdanalys seminar in Almedalen 2012. This highlight report presents the main
results and conclusions from a study about patient-centered health care. The
full report of this study will be published by Vårdanalys in September 2012.
Since the highlight report is an excerpt from the full report, references are left
out from the text, but a complete list of references can be found at the end of
the report.

Foreword and acknowledgments

Today, patient-centered care is recognized as an important aspect of health
care quality, but remains the least defined, conceptualized and explored.
Strengthening the position of patients has been a stated policy aim in Swedish
health care for more than three decades, yet we lack sufficient knowledge of
the position of patients, and how we are making progress towards that goal.
Against this background, the Swedish Agency for Health and Care Services
(Vårdanalys) commissioned an external evaluation of patient-centeredness in
the Swedish health care system.
The external study was charged to answer three questions:
1. What type of analytical framework can be used to assess the extent to which
Sweden’s health care system is patient-centered?
2. To what extent is Sweden’s health care system patient-centered?
3. What changes in policy could help to strengthen the degree of patientcenteredness in Sweden’s health care system?
Vårdanalys is honored that Elizabeth Docteur and Angela Coulter agreed to
carry out the commissioned study.
Elizabeth Docteur is an independent health policy consultant with 20
years’ experience of working to improve health care systems and programs
through positions in the U.S. federal government, the international arena,
the private sector and civil society. Previous roles include Deputy Head of the
Health Division at the Organization for Economic Cooperation and Development (OECD), where she directed studies of health system performance and
an assessment of the nature and impact of health policy reforms in OECD
countries over 30 years, and Vice President and Director of Policy Analysis at
the Center for Studying Health Systems Change.
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Professor Angela Coulter is currently Director of Global Initiatives at the
Foundation for Informed Medical Decision Making, Boston, and Senior Research Scientist at the Department of Public Health, University of Oxford.
Previous roles include Chief Executive of Picker Institute Europe and Director
of Policy and Development at the King’s Fund. Professor Coulter has published
more than 250 research papers and reports and several books including Engaging Patients in Healthcare (2011) and The Autonomous Patient (2002). In
January the Donabedian Foundation at Barcelona University awarded her the
2012 Donabedian International Award in health care quality for her work on
patient-centered care.
Vårdanalys is also grateful for comments on drafts of this report furnished
by the study’s expert advisors, all of whom are internationally recognized contributors to the field of patient-centered health care:
• Mats Brommels, Professor, Head of Department, and Director of the Medical Management Center, Karolinska Institute;
• Carol Cronin, Executive Director, Informed Patient Institute;
• Niek Klazinga, Professor, University of Amsterdam; and
• Ulrika Winblad, Associate Professor, Department of Public Health and
Caring Sciences, Uppsala University.
Vårdanalys also wants to acknowledge the experts interviewed for this study,
who gave generously of their time and knowledge to inform the evaluation and
the development of recommendations for strengthening the system.
The two international experts have collaborated with Caroline Andersson
and Therese Östh at Vårdanalys in carrying out the study. Vårdanalys has also
engaged a reference group of Swedish experts and patient representatives who
have contributed greatly to the work.
The study has been carried out by two experienced and leading health policy
analysts and has followed a rigorous methodology specifically adapted for this
rapid external evaluation (see Annex I: What we did). This type of study has distinct merits but also limitations. It provides an analytical framework, is datadriven to the extent possible, and benefits from the perspective of experienced
external experts. Still, time limitations and lack of data dictate that the authors
paint with broad strokes and ultimately have to rely on their experience and
expertise to assess information and to form an opinion. Quite naturally, policy
recommendations that emerge from this work should not been viewed as conclusive but rather as observations for further debate and exploration.
The results of this external evaluation will be presented in a full report to
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be published in September 2012. The present “highlight report” has specifically been adapted for Vårdanalys seminar in Almedalen 2012 and presents
the main results and conclusions from the study.
Vårdanalys is very pleased to receive this highlight report and to share it
with the interested public, stakeholders, as well as policy-makers.
We hope that this report can be of value in many ways, for instance by:
• providing an analytical framework through which the concept of patientcenteredness can be better understood and assessed;
• providing the viewpoints of external experts on the status of patient-centeredness in Sweden today; and
• offering worthwhile policy recommendations to stimulate debate and advance the policy agenda.
For Vårdanalys, the study is not an end-point but rather an important starting-point. The study will inform and direct our future work in this area. It will
form the basis for consultative meetings on the topic of patient-centeredness
and lead to several in-depths studies to bridge knowledge gaps, evaluate initiatives, and to further explore and refine policy options. Our intention is also
to continue to develop the framework and carry out assessments and measurements at regular intervals – guided by the question “are we improving?”
Our overall and long-term aim is, of course, to contribute towards making
Swedish health care truly patient-centered!
I would like to thank our two external evaluators for their excellent work, for
an insightful and thought-provoking highlight report and am proud to hereby
share it with all interested in making Swedish health care more patient-centered.
Stockholm, June 2012
Fredrik Lennartsson
Executive Director
Swedish Agency for Health and Care Services Analysis
(Vårdanalys)
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A Framework for Assessment
In this study we present an analytical framework for assessment of patientcentered care, which consists of the following five dimensions:
Empowering patients through information and education
Respecting patients’ needs, preferences and values as individuals
Coordinating care across service providers and ensuring continuity of care
Taking a holistic approach to patients as people with medical and nonmedical (i.e., social, emotional, and spiritual) needs
Involving family and close friends in the health care experience, to the extent desired by the patient.

Assessment of Patient-Centeredness
The key findings of the assessment are:
Sweden has made good recent progress in strengthening and improving
legislation pertaining to patient information and education. Nevertheless,
important gaps in information and education are evident, in terms of how
well those efforts have paid off in patients’ understanding and satisfaction
with the information and education obtained.
Sweden’s health care system often fails to anticipate and respond to patients as individuals with particular needs, values and preferences. Failure
to meet patient expectations can have demonstrable costs to patients, the
health system and the public purse.
Inadequate coordination of care across health-care providers is an important weakness in Sweden’s health system. Such problems are likely to have
a negative impact on health outcomes and costs, in addition to having a
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negative impact on patient experienced quality of service.
Some problems in taking a sufficiently holistic approach to patient care are
evident, with relatively little variation in performance across counties.
While evidence regarding the patients’ experiences in involving family and
close friends in their health care is relatively limited in depth and scope,
available data suggests that there is room for improvement in this area.
Several types of potential problems benefiting from further exploration
were identified in the course of the present study.

Six steps for progress
Our policy recommendations for improving patient-centeredness in Sweden’s
health care are:
Ensure compliance with existing legal obligations to strengthen patients’
position
Establish patients as full partners with their providers with a role in health
and care decisions
Engage and involve patients and their representatives in health policy and
administrative decisions
Sustain efforts to facilitate coordination and continuity of care
Define a framework for assessment that reflects the priorities of Swedish
patients
Strengthen efforts to assess and track patient centeredness
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1
Patient-centered care as a
health system performance goal

Having health care and health systems meet the needs, values, and preferences of the users of health care services is increasingly recognized as a
critical performance aim. A patient-centered health care system is one that is
designed for, and operates on behalf of, the patients whom it serves. A number of different terms have been used to describe this aim, including “patientcentered,” “responsive,” and “person-centered”, each of these terms has been
conceptualized in different ways by different users. For the purpose of the
present study, we have adopted the term “patient-centered,” in deference to
its emergence as preferred terminology in widespread use today, both within
Sweden and internationally.
A growing body of evidence demonstrates that patient-centered health care
produces better health outcomes and greater patient satisfaction. Although
valuable in its own right, it can also produce savings to health systems and to
society as a whole, through better patient compliance with prescribed treatments, quicker returns to work, and other avenues.
Policy makers are increasingly focused on patient-centeredness, with a
number of countries, including Australia, Canada, the United Kingdom, and
the United States having articulated policy goals pertaining to making their
systems more patient-centered, monitoring performance and/or instituting
reforms geared toward increasing the patient-centeredness of health care delivered in the country. International organizations interested in health-system
performance, notably the World Health Organization and the Organization for
Economic Cooperation and Development (OECD), have also adopted patientcenteredness as an aim for high-performing health systems and are working
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Patient-centered care as a health system performance goal

to measure and benchmark health systems according to the extent to which
they meet this aim, as well as defining policies that can help countries improve
their health systems in this respect.
Studies have documented shortfalls of health care and health systems in
terms of patient-centeredness, some of which have garnered public attention
and spurred actions by health policy makers and health care administrators
geared toward making improvements. For example, findings from international surveys showing that about one-third of Swedish patients with significant health care needs reported problems due to inadequate coordination of
their care, and that Swedish patients are among the least engaged by their primary care physicians and involved in their own health care decision-making,
across 11 countries studied, have drawn both media coverage and popular attention in Sweden.
It is with these developments in view that the Swedish Agency for Health
and Care Services Analysis (Vårdanalys), launched the present work geared
towards assessing the degree to which Sweden’s health system can be considered to be patient-centered.

Aim of the study
The aim of the study is to strengthen the position of patients by identifying
how Sweden can obtain a more patient-centered health care. Its task was to
answer several questions, namely:
1. What type of analytical framework can be used to assess the extent to
which Sweden’s health care system is patient-centered?
2. To what extent is Sweden’s health care system patient-centered?
3. What changes in policy could help to strengthen the degree of patient-centeredness in Sweden’s health care system?
To answer these questions, we examined the state of the art in conceptualizing and operationalizing models of patient-centeredness and selected a
framework for assessment comprising five core dimensions used in leading
international frameworks. We then applied the framework to assess how well
Swedish health care presently can be characterized as fulfilling those dimensions, and explored what characteristics of the health system either facilitate
or impede Sweden’s progress in achieving a more patient-centered health system. Our main sources of input for this assessment included data from surveys on patients’ experiences with the health system, original interviews with
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representatives of Swedish patients and other experts on Swedish health care,
and a review of the academic and policy research literature. Finally, we developed a number of recommendations for possible avenues for accelerating and
supporting progress toward a more patient-centered health care system.
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2
Our framework for this assessment:
Five dimensions of patient-centered care

After undertaking a review of national and international efforts to conceptualize and operationalize a definition of patient-centered care, we concluded
that there is, as yet, no standardized, internationally agreed model in place.
Rather, there are a number of models in use, each specifying different conceptual dimensions.
In the absence of a model developed according to the preferences and priorities of Swedish patients, and rather than make an arbitrary selection from
among leading models, this study used a framework representing an amalgam
of the common core elements present in nine prominent models identified and
analyzed by Carol Cronin (2004).
Our study adopted the following five dimensions as a framework for assessment:
1.
2.
3.
4.

Empowering patients through information and education.
Respecting patients’ needs, preferences and values as individuals.
Coordinating care across service providers and ensuring continuity of care.
Taking a holistic approach to patients as people with medical and nonmedical (i.e., social, emotional, and spiritual) needs.
5. Involving family and close friends in the health care experience, to the extent desired by the patient.
In addition to assessing these specific dimensions, we also sought to identify
and describe issues that cut across these dimensions, with a particular emphasis on those facilitators or barriers to achieving a more patient-centered
health care system in Sweden that are not unique to individual dimensions.
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Our framework for this assessment: Five dimensions of patient-centered care

Assessment of
patient-centeredness

Cross-cutting issues
Empowering
patients through
information and
education

Respecting
patients’
individual
needs,
preferences
and values

Coordinating
care across
service
providers and
ensuring
continuity
of care

Taking a holistic
approach to
patients as
people with
medical, social,
emotional,
psychological
and spiritual
needs

Involving family
and close
friends in the
health care
experience

Dimensions applicable in the Swedish health care system

Key attributes subject to measurement of patient-centeredness identified in the international literature

Five dimensions of patient-centered care. In addition to assessing these speciﬁc dimensions,
we also sought to identify and describe issues that cut across these dimensions, with a particular emphasis on those facilitators or barriers to achieving a more patient-centered health
care system in Sweden that are not unique to individual dimensions.
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3
Our assessment:
How patient-centered is Sweden’s
health care?

Overall, our assessment revealed a number of shortfalls in terms of achieving
patient-centered care in Sweden’s health system. At the same time, we found
evidence of progress in a number of areas. Also, the system benefits from a
number of strengths that provide a good foundation on which to build when
making necessary efforts to accelerate progress. Yet there are barriers that
have impeded progress; tackling these can help to accelerate change.

3.1. DIMENSION 1:
Empowering patients through information and education

Sweden has made good recent progress in strengthening and improving legislation pertaining to patient information and education. Nevertheless, important gaps in information and education
are evident, in terms of how well those efforts have paid off in
patients’ understanding and satisfaction with the information and
education obtained.
Deﬁnition
A patient-centered health care system is one in which patients have access to
the information needed to make good decisions about their health and health
care, and which undertakes to educate patients about their conditions and their
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Our assessment: How patient-centered is Sweden’s health care?

Figure 1. Percentage of patients answering the most preferable answer on each question
concerning information and education (unweighted index). Source: IHP International Survey
of Sicker Adults (2011). (For a description of the elements of the index, see Annex III.)
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options for obtaining care. Better informed and educated patients are better
equipped to actively engage with physicians as partners in their own health care.

Assessment
A number of national initiatives have been launched to improve information and education efforts pertaining to patients. For instance, Sweden’s legal framework (Health and Medical Service Act 1982:763, Patient Safety Act
2010:659) establishes clear obligations for health care providers to provide patients with individually tailored information about their health condition and
alternative treatments, about choice of provider and about the guarantee to
obtain treatment within a specified timeframe. Also, a range of Internet-based
information platforms geared toward patients have been developed. Notably,
the 1177 health information portal, accessible via Internet and phone, is an
increasingly used and appreciated resource among patients and the interested
population at large. Furthermore, there are initiatives aimed at strengthening
the patient in encounters with health care. “My Guide to Safe Care”, produced
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Our assessment: How patient-centered is Sweden’s health care?

Figure 2. Patient-experienced quality results among Sweden’s county councils relating to information and education. Source: National Patient Survey, Primary Care (2011)
Patient-experienced quality
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Did the doctor or anyone else from the
staff tell you about any side-effects from
medicines that you should be aware of?

Did the doctor tell you about any
warning-signs of your illness or
treatment that you should watch for?

Did the doctor explain what you need
to do if the problems or symptoms
should persist, worsen or return?

Were you given information
about your treatment in a way
that you could understand?

Were you given information about your
diagnosis or an explanation for your
symptoms in a way that you could understand?

When you had important questions to
ask the doctor, did you get answers
that you could understand?

by the National Board of Health and Welfare, is disseminated to patients
through a variety of channels and contains a range of suggestions as to what
patients can do to ensure positive encounters with the health care system.
Moreover, the National Board of Health and Welfare has initiated the creation of patient versions of disease-specific information based on the national
guidelines. With that knowledge, patients could point to possible inadequacies
in their care process.
However, available evidence makes clear that the patient experience of-
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Our assessment: How patient-centered is Sweden’s health care?

Figure 3. Patient-experienced quality results among Sweden’s county councils relating to information and education. Source: National Patient Survey, Inpatient Specialized Care (2010).
Patient-experienced quality
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Did you receive
enough information
about your condition?

In conjunction with your discharge, were you
told where you could turn if you had any
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regarding your illness or treatment?
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might affect your daily life?

Did the doctor tell you about any
side-effects of the medication that
you should be aware of?

Did any doctor explain why you should
take the medication you were given, in
a manner that you understood?

Were you given the results of
your treatment in a manner
that you understood?

ten falls short of the legislative standard. In the recently conducted Commonwealth Fund International Health Policy Survey of Sicker Adults in 11
countries (IHP 2011), Swedish patients are less likely than their international
counterparts to say that their providers inform them about who to contact
about questions concerning condition and treatment, present options for treatment, and give them opportunities to ask questions. Only Norway lags behind
Sweden in qustions relating to information and education (see figure 1).
The Swedish National Patient Survey (Nationell patientenkät) also shows
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Our assessment: How patient-centered is Sweden’s health care?

that there is room for improvement in terms of meeting patients’ needs for information and education. For instance, in both primary care and inpatient specialized care, doctors often fail to tell patients about the side-effects of their
medicines and about warning-signs to watch out for. On the more positive side,
some questions pertaining to whether information provided was understood,
received higher measures of patient experienced quality (see figures 2 and 3).
The results of the assessment show that despite strengthened legal provisions and substantial information efforts, there are important gaps in the
information provided to patients. The surveys clearly demonstrate that the
dialogue between health care staff and patients must be developed. Some
government reports also conclude that information about patients’ “legal protections”, such as claiming the health care guarantee and choosing care providers, was insufficient. Patients do not seem to be well-informed about the
legal protections afforded to them and information to support the choice of
provider is limited and used to only a limited degree.
Furthermore, findings from the expert interviews point to the fact that
relatively little information, education, and support for decision-making is as
yet available to support Swedish patients who want to take a more active part
in their health care process, and that information that is available is not provided in the most useful ways to foster and support informed patient decisionmaking. This is true, for example, when assessing risks and choosing between
different treatment options, information to facilitate self-care, and the option to exchange important information about health and symptoms together
with the care provider. Although there are examples of innovative approaches
to patient information and education, ranging from interactive websites in
which information is highly tailored to patient circumstances, to videos showing procedures and explaining them to patients, progress in this area is slow,
small-scale, and far from meeting patients’ real needs for decision support.
This substandard performance concerning information and education
to support patients to be partners in their care may in part reflect a paternalistic tradition in the provider-patient relationship that is changing only
slowly. Furthermore, cost pressures, payment incentives and administrative
requirements may contribute to shortened consultation visits that can leave
patients feeling short-changed. The model of organizing care around a clinic
can impair the patient-physician relationship, but a well-run clinic can provide timely access to information and to meet patient needs for education and
support. Furthermore, the bifurcated responsibilities of national government
and county councils may contribute to a disconnect between legal standards
and actual practice.
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3.2. DIMENSION 2:
Respecting patients’ individual needs, preferences and values

Sweden’s health care system often fails to anticipate and respond
to patients as individuals with particular needs, values and preferences. Failure to meet patient expectations can have demonstrable costs to patients, the health system and the public purse.
Deﬁnition
A patient-centered health care system is one in which patients are treated as
individuals who bring a unique set of needs, preferences and values to each
encounter with the health care system. A patient-centered health care system
and the processes associated with the delivery of health care services are designed so as to anticipate and respond to patients’ particular concerns, and
to solicit meaningful patient input into all decisions about how health care is
furnished.

Assessment
The Swedish Health and Medical Service Act (1982:763) and Patient Safety
Act (2010:659) both include provisions that specify health care providers’ obligations to respect patients’ needs, preferences, and values. As is true in other
areas, this legal framework provides a clear statement of intent, but is not always reflective of the actual state of play.
Swedish patients experience relatively poor care, in terms of how well it
meets their individual needs, preferences and values. The 2011 IHP survey of
sicker patients in 11 countries found that Swedish patients reported the lowest
scores of any country on four relevant measures included in the survey (see
figure 4). Swedish patients are the least likely to be engaged by their health
care providers as partners in their care and treatment decisions. Notably, low
patient engagement is associated with a range of poor outcomes, including
medical errors.
The National Patient Surveys is consistent with these findings of low patient engagement, and shows that psychiatric patients are particularly dissatisfied with their experiences (see figure 5). Another notable finding is a strong
dissatisfaction with health care services in terms of their convenience and orientation towards meeting patient preferences.
According to the views of some experts, Swedish health care is organized
for administrative convenience rather than patient or even provider conve-
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Figure 4. Percentage of patients answering the most preferable answer on each question concerning preferences and needs (unweighted index). Source: IHP International Survey of Sicker
Adults, 2011. (For a description of the elements of the index, see Annex III.)
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nience. This is manifest in such ways as: Difficulty of patients in obtaining appointments at convenient dates and times; long waits for appointments due to
poor scheduling; and obstacles to consistently meeting the same practitioner
on repeated visits. Patients with complex, chronic conditions often need to
travel to several locations on multiple dates in order to see the different types
of providers who care for them.
In this vein, government reforms geared toward establishing and expanding patient choice of health care provider are, in part, intended to spur competition to meet patients’ needs and preferences, and to give patients an out
when service is unsatisfactory. However, the reforms are relatively new and
the knowledge of their actual effects is limited.
As with information and education shortfalls, time constraints, reflecting
increased use of activity-based reimbursement methods, and attitudinal issues
could be examples of factors in explaining why patients’ needs to be treated
as individuals with unique needs, values and preferences are not well met in
Sweden today.
This is not to say there are no positive findings to build upon in the future.
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Our assessment: How patient-centered is Sweden’s health care?

Figure 5. Patient-experienced quality results among Sweden’s county councils relating to
needs, preferences and values. Source: National Patient Survey, Outpatient Psychiatric Care
(2010).
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Swedish patients generally report that their health care providers treat them
with respect and listen to what they say. However, providers do not tend to
treat patients as though they are genuine experts on their own health and a
font of unique expertise upon which to draw in deciding on the optimal treatment. The concept of shared decision-making between patient and provider
has yet to take root in Sweden.
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3.3. DIMENSION 3:
Coordinating care across service providers and ensuring
continuity of care

Inadequate coordination of care across health-care providers is
an important weakness in Sweden’s health system. Such problems
are likely to have a negative impact on health outcomes and costs,
in addition to having a negative impact on patient experienced
quality of service.
Deﬁnition
Coordination of care, so as to obtain optimal service in a particular episode
of treatment and so as to ensure good continuity of care over the long term,
is a core conceptual dimension of patient-centered care. It relates directly to
the notion that the patient, rather than the disease, condition or service, is the
appropriate focus of health care. Without good collaboration across providers,
the patient may be subjected to quality problems associated with duplicative
or contra-indicated care. Problems in continuity may also result in inferior
health outcomes and patient satisfaction.

Assessment
Findings from the 2011 IHP survey reveal evidence of shortfalls in processes
used to coordinate treatments and ensure good continuity in care. Only Germany lags behind Sweden in questions relating to coordination and continuity
(see figure 6).
The results from the National Patient Survey show room for improvement
regarding patients’ experiences of coordination and continuity in care. For instance, in specialized inpatient and outpatient somatic care, far from all patients
know who their responsible doctor is, or whether a plan has been conducted for
their continuing care. The results from the specialized outpatient psychiatric
care show more problems. Great variations between county councils are found
on questions pertaining to cooperation between health care staff and with support in referrals to other psychiatric care (see figures 7 and 8).
This assessment points to several key problems, some of which may have
contributed to the fact that Swedish patients are dissatisfied with coordination and continuity in care. A clear barrier to coordinated care is that the organization of health care in Sweden is structured by function in a vertical
manner. Although this structure allows the resources within each unit to be
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Figure 6. Percentage of patients answering the most preferable answer on each separate question concerning coordination and continuity (unweighted index). SOURCE: IHP International
Survey of Sicker Adults (2011). (For a description of the elements of the index, see Annex III.)
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used effectively, the negative consequence is that cooperation within health
care and between health and social care suffer, making it hard to create coordinated health care processes horizontally. Several reports from the National
Board of Health and Welfare (Socialstyrelsen) show that this is a pertinent
and ongoing structural problem in Sweden’s health care system.
The deficiencies with the vertical organization are further accentuated by
the reimbursement system that traditionally focuses on every unit’s specific
goal instead of coordination. However, local examples of efforts to improve
reimbursement factors inhibiting coordination are evident. For instance,
Stockholm county council reimburses the whole care episode for knee and
hip surgery. In the Skåne region, the reimbursement for stroke is based on
how well the patient functions in daily activities three months after the incident. However, the use of such reimbursement systems is not widespread in
Sweden’s health care and there is a need for a continuous evaluation of how
reimbursement actually affects outcomes.
A problem commonly cited by patient representatives interviewed for this
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Figure 7. Patient-experienced quality results among Sweden’s county council relating to coordination and continuity. Source: National Patient Survey, Outpatient Specialized Psychiatric
Care (2010).
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study is the lack of assistance available to patients in negotiating their way
through a health care episode that may involve multiple providers, as in care
for patients with complex conditions or post-hospital rehabilitation care. A recently enacted 2010 provision of the Health and Medical Services Act obliges
the head of the care facility to offer a permanent point of contact, if deemed
necessary or if requested by the patient. However, most experts interviewed
were either unfamiliar with the law or stated that it had not yet had an impact
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Figure 8. Patient-experienced quality results among Sweden’s county councils relating to coordination and continuity. Source: National Patient Survey, Outpatient Specialized Psychiatric
Care (2010).
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on practice. Some observed that providers lacked financial or other incentives
to act as point of contact.
Local initiatives to facilitate coordination of care have also been identified
in the assessment. For instance, a certain appointed case manager with the
overarching responsibility for the whole care chain is sometimes employed for
patients with severe mental disabilities. Another example is the use of health
care attendants to support and assist patients with multi-diagnoses who often visit health care. Nevertheless, the effects of these initiatives needs to be
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further evaluated.
Clear barriers for coordination are the gaps in the Swedish health care information systems. A report from the Karolinska institute finds that existing information systems do not sufficiently support cooperation by providers
within and between health care and social service. Moreover, the legal framework does not enable sharing of patient information between social services
and health care, to the extent that is needed.
In conclusion, key problems that were identified include:
•
•
•

•
•

•
•

•

Poor performance in terms of international comparisons on structural
and procedural instruments for care coordination and continuity;
Mediocre performance in terms of international comparisons of negative
outcomes associated with poor coordination and continuity;
Considerable room for improvement in achieving optimal performance
on coordination measures included in domestic survey modules, particularly with respect to psychiatric patients;
Problems in continuity and coordination for particular populations, such
as the sickest elderly;
Minimal impact to date of the “point of contact” reform in establishing a
patient resource for health system navigation and ensuring care coordination and continuity;
Inadequate cooperation between health and social services pertaining to
problems such as confidentiality issues in the exchange of information;
Technical problems in the functioning of electronic medical records that
impede their full use to better coordinate and ensure continuity of care;
and
The reimbursement systems do not support coordination and continuity
of care.

Coordination is a complex area and in order to improve outcomes it is important
that decision-makers broaden the perspective and pay attention to the whole
spectrum of reimbursement systems, information systems, organization and
regulations – factors that together are important prerequisites for collaboration and coordination in health care.
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3.4. DIMENSION 4:
Taking a holistic approach to patients as people with medical and nonmedical (i.e., social, emotional and spiritual) needs.

Some problems in taking a sufficiently holistic approach to
patient care are evident, with relatively little variation in performance across counties.
Deﬁnition
This core element of patient-centered health care recognizes that health care
is a profoundly important and personal experience for patients, which often
engenders fear and anxiety, as well as a range of emotional, psychological
and spiritual concerns. A patient-centered health care system anticipates and
responds to those concerns, rather than focusing exclusively on the medical
competencies. A patient-centered health system also takes a holistic approach
to patient needs, rather than a disease-centered approach.

Assessment
In terms of taking a sufficiently holistic view of patients’ situations, a relatively low
variation in performance across counties suggests that this may be an area where
the administration of health care by the county councils has not had any particular impact (see figure 9). Therefore, in order to find models for improvement, so
as to close the gap between what is ideal and what has been accomplished to date,
it may instead be useful to look at the particular hospitals that scored the highest
in terms of providing holistic care for examples of best practices.
Our findings reveal some shortfalls in the ability to meet patients’ needs
of holistic care in some areas, for instance, a lack of guidance and support
during the transition from the acute hospitalization phase to the follow-up
care, which prevents patients from being sufficiently prepared for the lifestyle
changes that may be required in the aftermath.
Our findings also suggest a need to further explore what the concept of
holistic care means to Swedish patients. In particular, it would be useful to
examine what is expected in terms of acknowledgement of patients’ spiritual
needs, taking into account the country’s growing multiculturalism. Professional and public discussion of what is desirable and appropriate, in terms
of how best to direct or guide patients seeking spiritual care in the Swedish
context may be of value.
Ultimately, treating patients more holistically may require more coordinat-
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Inpatient specialized care: In
your opinion, did the doctors
have a holistic view of your
care?
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Did the treatment provider
have a holistic view of your
situation as regards your
treatment?

Figure 9.
Patient-experienced
quality results among
Sweden´s county councils
relating to holistic care.
Source: National Patient
Survey, Inpatient and
Outpatient Specialized
Care (2011).
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ed efforts by care providers within and outside of the health sector, more consultation to determine patient needs, and possibly an expansion of roles for
certain health care providers, such as nurses and nurse managers who might
be well-positioned to contribute to leadership and innovation in this area.

3.5. DIMENSION 5:

Involving family and close friends in the health care experience, to the
extent desired by the patient
While evidence regarding the patients’ experiences in involving
family and close friends in their health care is relatively limited
in depth and scope, available data suggests that there is room for
improvement in this area. Several types of potential problems
benefiting from further exploration were identified in the course
of the present study.
Deﬁnition
An important determinant of patient experience and outcomes of patient-centered care relates to the involvement of family and friends in a patient’s health
care experience. The patient focus groups conducted as part of development
of the Picker Institute model of patient-centered care revealed that patients
considered that their family members and close friends played a central role
in a patient’s experience of illness. Health care that accommodated that role,
involving loved ones in decision-making, supported the caregiving role, and
recognized the needs of family and close friends, was considered to be very
important to patients.

Assessment
Patient experience measures from inpatient and outpatient specialized psychiatric care and inpatient specialized somatic care of the Swedish National
Patient Survey show a mixed performance in terms of involving family and
friends in a patient’s health care experience. While results from somatic care
across the counties are quite consistent, the variation in performance across
counties in outpatient and (especially) inpatient psychiatric care is considerably larger (see figure 10).
Evidence as to the extent to which Swedish patients’ needs to facilitate involvement of friends and family in their health care are being met is somewhat
limited. Nevertheless, the involvement of family and friends is likely to be im-
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Figure 10. Patient-experienced quality results among Sweden’s county councils relating to involvement of family and friends. Source: National Patient Survey, Inpatient Specialized Care
(2010), Outpatient Specialized Psychiatric Care (2010), Inpatient Specialized Psychiatric
Care (2010).
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portant to at least a proportion of the Swedish patient population, given the
prominent role of family caregivers in aiding individuals with dementia and
other conditions. Available data suggests that there is room for improvement
in this area. Potential problems that would benefit from further investigation
include:
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• Involvement of family and close friends in the care of psychiatric patients;
• Improvements in hospital protocols relating to treatment of the partners of
maternity patients;
• Unidentified needs of different patient groups to involve friends and family;
• Potential problems in the ability to designate proxies to act on a patient’s
behalf, when a patient desires to name a proxy in case of incapacity associated with a condition or medical treatment (something that the government just recently assigned a national commission to review); and
• Provision of support to family members caring for seriously ill patients.
As with other dimensions, a prominent barrier to improvement in this area
appears to be a lack of knowledge of the protections and the support afforded
to patients by law. For example, only six out of eighteen patient organizations
consulted by the National Board of Health and Welfare in 2011 were familiar
with the obligations stipulated in the social services to offer support to patient
families. As with other dimensions, there appears to be a disconnect or lag
between the enactment of protections and the implementation of those protections in actual practice. Finally, this appears to be an area where improved
cooperation between national government authorities and local health care
administrators has the potential to yield important benefits.
A potential facilitator to improve performance in fostering involvement of
close family and friends in health care lies in the activities of the many patient
organizations that are active in Sweden and that operate with public financial support. Many of the patient organizations are already active in providing
education about diseases and support to patients’ relatives.

3.6. CROSS-CUTTING ISSUES:
Facilitators and barriers to achieve a more patient-centered health care
in Sweden
A number of characteristics of the Swedish health system that serve as either barriers to or facilitators of progress in achieving a more patient-centered health care system in Sweden have been identified. Some of these were
discussed above as they pertain to findings relating to specific dimensions of
patient-centered care. Others are of a more general or cross-cutting concern
and are discussed below.
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Achievements of Sweden’s health care system support a focus on patients
One of the most important factors that should facilitate rapid improvement in
Sweden, in terms of pursuing a more patient-centered health care system, is the
strengths and achievement of the health care system as a whole. System-wide,
there is overall high quality of care, including good outcomes and demonstrable improvement over time, and this is widely recognized among patient
representatives interviewed for this study. Sweden has also made considerable
recent progress in addressing issues related to timely access to health care
services and survey respondents acknowledged that this is improving, albeit
that it is still less than satisfactory for many patients. This creates an environment in which improving patient-centeredness of health care can be seen as
a priority for attention, particularly in that attention to patient-centeredness
can have a positive impact on both quality and costs.
Furthermore, while budget pressures are increasing – creating pressures
for improvements in efficiency – Sweden has a relatively good position in
terms of the overall economy of health care, devoting 10 percent of its gross
domestic product to health care in 2009, comparable to many of the country’s
European neighbors and significantly less than the highest-spending systems.
Nevertheless, reliance on local financing as a main source of funding stands
to contribute to inequitable progress in meeting national goals. Inequities created by regional differences in resources and priorities result in very different patient experiences and options across geographic areas. Addressing such
inequities, to the extent that Swedes find them unjust or unjustified, could
require the national government taking on a larger role with respect to financing or delivery of care for some patients, or for taking steps to define minimum
floor standards relating to certain dimensions of patient-centeredness.

The potential to exploit patient data
A second important facilitator of progress in Sweden lies in its extensive system of information collection. The quality registers of Sweden serve as an international example of best practice in terms of tracking patient care and outcomes over time. The relatively new National Patient Survey, which includes
modules focused on many populations and categories of provider services,
and with comprehensive instruments based on Picker Institute surveys designed to assess the patient experience of care in ways that matter most to patients, provides an invaluable source of data that have yet to be fully exploited
in terms of use by providers for quality improvement purposes. The survey
administration could be refined and improved with further investment, such
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as innovations geared to improving response rates and ensuring that sample
sizes are adequate to power comparisons at levels relevant to patient choice
decisions. Furthermore, a number of problems are evident: Not all county
councils participate in all surveys, rendering comparisons more difficult.
Also, each county council owns its own data, making it very difficult to use the
data for analysis at the national level. Furthermore, the public presentation
of the data is spread across the different county councils and administrative
bodies, which results in an inconsistent view of overall findings.
In addition to strengthening patient surveys, there is an evident need to develop additional sources of information, such as focus groups and opportunities to provide input and feedback online. Progress in terms of electronic medical records, albeit still burdened by technical and policy issues that are not yet
resolved, puts Sweden at the forefront of developed countries and stands to be
a critically important facilitator of future improvements in patient-centered
care. Such data infrastructure presents myriad opportunities for Sweden to
make important leaps forward in patient-centeredness. Such data should also
inspire provider initiatives geared toward improving performance where indicators reveal shortfalls, although experts interviewed for this study report
that to date there has been less such activity than one would hope.

Patient-centeredness as a public priority
A further facilitator of progress lies in the growing attention by political and
other leaders to the issue of patient-centeredness in health care. This is manifest in terms of legal and regulatory steps to strengthen patient-centeredness,
such as recent provisions allowing patients to demand a point of contact in the
system, as well as investment in reporting that can serve to track and incentivize improvement. However, patient-centeredness is but one priority among
many that have been established for health care. Experts interviewed for this
study noted that hospital administrators and other actors are sometimes unable to focus adequately on accomplishing any particular goal, given the large
array of goals that have been established by actors at various levels. Efforts
to establish priorities among priority areas, and to ensure consistency across
goals, could help to reduce the discordance between stated aspirations and
current practice.

Tracking performance and improvements in achieving patient-centeredness
Efforts to assess and track patient-centeredness in Swedish health care are
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evident, albeit at an early stage of development. Both the National Board of
Health and Welfare and the new Swedish Agency for Health and Care Services
Analysis are investing resources to develop an infrastructure that can be built
upon in future work. Challenges for the future are evident; notably, there is,
as yet, no universally agreed definition of patient-centered care and associated conceptual framework with validated indicators for assessment. An ideal
framework for assessing patient-centeredness in Sweden’s health care system
would be generally consistent with frameworks used internationally, to aid
in making international comparisons where possible, but would reflect the
specific values and priorities of Swedish patients. Nevertheless, the extensive
data available from National Patient Surveys is adequate to support focused
reports on how patient-centered care is for particular populations and services; the survey data could indicate areas for follow-up via patient focus groups
aimed at identifying needed changes in policy and practice. And Sweden’s
participation in international benchmarking efforts, such as international
surveys fielded annually by the Commonwealth Fund and work by the OECD,
is valuable in terms of giving insight into possible goals for improvement and
better understanding of areas in which Sweden is doing relatively well.

Enhanced choice may spur a more patient-centered care, but will not
sufﬁce for all patients
The national government priority of promoting patient choice and increasing competition among providers also serves as a mechanism for facilitating
advances in patient-centeredness. To the extent that patients are increasingly
free to choose and make changes in their health care providers, have more
options of service providers, and obtain information needed to make appropriate choices, such steps can serve to inspire competition across providers in
terms of how well patients’ needs are met, ultimately yielding improvements.
Nevertheless, competition alone will not serve to ensure patient-centered care
for all patients. The most vulnerable may have difficulties in making informed
choices and others may not be able to act on choice; say, for those whose rare
conditions render them with few local options for care. Providers are unlikely
to compete to provide care for patients with rare and costly conditions. For
this reason, choice and competition approaches require complementary steps,
such as establishment of standards to ensure a baseline minimum floor quality for service, in terms of qualities valued by patients.
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Existing patient protections and guarantees are valuable, but need to
be strengthened
Another facilitator of patient-centered care lies in the existence of mechanisms for patient protection. These include the Patient Advisory Committes’
responsibility to provide support and advice to patients, and the National
Board of Health and Welfare’s responsibility to supervise and receive and investigate complaints. However, improvements are needed in terms of informing patients of protections, guarantees and other opportunities afforded to
them in the law. A study by the Swedish National Audit Office (2007) found
that patients who were injured during care or treatment rarely had knowledge
about where to file a complaint. Only six percent of patients knew where to
complain, for example concerning bad encounters. Another study found that
patient complaints are filed by only a very small proportion of patients who
have experienced problems in their experiences with health care services.
The main reasons for not making complaints are that patients do not feel adequately equipped to make them, do not know where to turn, or do not find it
worthwhile, as they believe it will make no difference.
Further evaluations are also needed to find out how better compliance with
legal obligations can be accomplished. Furthermore, while patient organizations in Sweden are active and empowered via public funding, they could be
more effective to the extent that they operate collectively on issues of common
concern. Also, it is unclear if these organizations are being utilized by actors
in national and local government and in health care organizations to provide
patient perspective and input on decision-making. It appears that patient consultations remain pro forma and involve using the groups to disseminate and
publicize work relevant to patients more often than in work to identify and
solve problems that matter to patients. Making the patient’s voice heard more
strongly in health care decision making may well require moving beyond the
“representative” approach as well, in using, for example technology to get realtime feedback and input from patients online.

Local administration of health services has both beneﬁts and disadvantages for patient-centeredness
One of the reasons why there appears to be a significant lag between passage
of laws and changes in practice is the local administration and financing of
health care in Sweden. This provides the national government with relatively
few levers to accelerate change; although the process of creating agreements
with County Councils that include special financing for meeting defined goals
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can be effective. Although the system has presumed advantages in terms of
system responsiveness to preferences of local communities, drawbacks such
as inequities across the country are evident. This means that both financing
and capacity for implementing improvements in patient-centered care will
vary across counties according to local choices and resources.

Challenges from cost-containment pressure
Cost-containment pressure, reflecting factors such as simultaneous stress
on both costs and financing associated with population aging, presents challenges in terms of finding resources to devote to improvements in patient-centeredness. A possible short-term strategy for providers who want to improve
in the light of cost pressures will be to identify investments in patient-centered
care that have the potential impact to reduce costs, by minimizing increasing
compliance and reducing complications, for example. Such savings could, over
the longer term, finance investments that enhance outcomes, in terms of better patient experience with care, while not necessarily resulting in direct cost
savings.

Need for attitudinal changes
Progressing towards patient-centered care will require changes in the attitudes and expectations of health care professionals and administrators, who
will be asked to place patients squarely at the center of health-care decisionmaking, and of patients themselves, who will be asked to take on a more active
role in their health care, to the extent that they are willing and able to do so.
Attitudes of all parties are reportedly changing, but slowly. More leadership
and greater attention to the current problems and potential to achieve better
and less costly health care in the future should be beneficial in accelerating
changes in attitudes, although such efforts may benefit from the support of
leaders positioned to influence others, and steps such as changes in education
and training programs. Health care professionals may require both support
and incentives to take on new roles and responsibilities; for example, nurses
may prove to be an as yet largely untapped resource in terms of filling patient
needs for coaching, guidance in negotiating care and transitions, and even
direction or support in meeting nonmedical needs associated with illness or
injury.
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4
Six steps toward a more
patient-centered care
The present study has identified a number of shortfalls in Sweden’s health
care in terms of how well it meets five dimensions of patient-centered health
care and has described a number of barriers to strengthening performance, as
well as facilitators that build a foundation for improvement.
The authors hope that this study will serve a number of valuable objectives.
The findings represent a preliminary assessment of health care in Sweden that
could serve as an initial benchmark and point of comparison for future studies. Furthermore, the study’s findings can be valuable both in informing the
ongoing policy debate in Sweden, and in helping to develop future demand for
both focused and comprehensive studies of patient centeredness, including
one-off research projects and ongoing monitoring.
Limitations of the present study include the need for further work to validate the internationally derived framework for assessment used in this study,
in terms of its consistency with Swedish patients’ expectations and priorities;
the need for additional work linking specific dimensions of patient-centeredness with satisfaction, health and cost outcomes; the presence of some gaps
and shortfalls in the available indicators and data by which to assess how well
the health system actually comports with certain dimensions of patient-centeredness selected for assessment; and limited availability, as yet, of standards
or established benchmarks for comparison. Some of these limitations reflect
the relatively early stage of work on patient-centeredness and will naturally
resolve over time. For example, the availability of time trend data will provide
benchmarks by which to assess improvements in performance. Other limitations will require some investment of resources to address.
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Policy recommendations
Below we describe priority areas for further analysis and policy recommendations for improving Sweden’s patient-centeredness.

1. Ensure compliance with existing legal obligations to strengthen
patients’ position
The position of patients in Swedish law has been strengthened over the last
decade. Obligations for health care providers to protect and empower patients
are established in various pieces of health care legislation. However, our assessment shows a widespread and disturbing discrepancy between obligations
as laid down in law and the reality that patients actually meet. The existing
laws and regulations are too often not complied with and the system for accountability is in practice ineffective - in particular with respect to the patient
perspective. Our assessment also shows that patients do not know where to
file a complaint or where to turn when in need of help and support. Findings
also point to the fact that many patients do not even find it meaningful to file
a complaint. The ongoing effort to collect legal obligations towards patients in
a unified law might help to make them better known to patients and their representatives, thereby strengthening their position. However, experience show
that merely collecting existing provisions in a unified piece of legislation will
not be enough. It is therefore important that the underlying causes to the lack
of compliance are better understood and that appropriate measures to address
these are developed. Such avenues for improvement might for instance include
a change of perspective on legislation and its implementation; a strengthened
or modified supervision; a different way to make use of available sanctions;
or developing other measures aimed at enforcing compliance. One measure
could be to strengthen the powers of bodies that are responsible for handling
patient complaints and to make improvements in terms of informing patients
of where to file a complaint. Measurement and public reporting are also potentially useful directions, as provider choice and competition take hold in Sweden. One option along these lines would be to make “Compliance with legal
obligations” a metric made available to patients to facilitate decision-making.

2. Establish patients as full partners with their providers with a role
in health and care decisions
Swedish health care lags notably behind international leaders in supporting
patients in their role as partners with their providers in care and co-producers of health. There is little information, education and especially support
available for patients who want to take a more active part in their health care
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process. While there are some good examples of quality registers that open
up for patients to exchange information with providers on health status and
symptoms, these possibilities need to be further developed and spread to new
areas of care, as appropriate. Decision aids to support patients with choice of
providers and medical treatment exist, but could be promoted further to facilitate active partnership. This also holds for patients who wish to have more
information and tools for self-care management. However, the introduction
of new decisions-aids in health care is not driven by itself. Rather, it will be
driven by a real demand for these supports among health care professionals,
administrators and patients themselves. If this is to happen attitudes must
change. The national government and the county councils must take on an
active role of leadership geared toward promoting the value of establishing
working partnerships between health care practitioners and patients in health
care, and the value of putting patients squarely in the center of health-care
decision-making. Underscoring findings of the very real impact that patient
engagement has on health outcomes and costs of care will be instrumental in
bringing providers and administrators to the table.

3. Engage and involve patients and their representatives in health
policy and administrative decisions
Patients and patient representatives are an untapped resource in Sweden’s
health care in the progress towards a more patient-centered health care. Working in tandem with patient organizations, the national government the county
councils, and providers should seek to more clearly define the role of patients
in designing, implementing and evaluating policies and administrative decisions. Too often, the unique expertise and perspective of patients are ignored.
When patients are involved, they are often afforded only token participation
with little or no actual effect on decisions. Besides using traditional channels
with round-table meetings, it may be possible to develop new, innovative and
meaningful practices to involve patients. Also, while patient organizations in
Sweden are active and empowered via public funding, they need to work to be
more effective to the extent that they operate collectively on issues of common
concern. Furthermore, patient organizations need to prioritize the enhancement of their capability to have a substantial impact on the policy process.

4. Sustain efforts to facilitate coordination and continuity of care
Integration and coordination of services is a critical challenge in the Swedish
health care system and central to attaining patient-centered care. In order
to obtain more coordinated care and improved continuity, the government
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should continue to support innovations aimed at increasing the development
of improved organizational structures and processes geared toward supporting teamwork and integration of health care delivery in ways that is meaningful to patients in terms of meeting their needs. Other promising initiatives are
approaches that reimburse the whole care chain and that reward efficient and
effective health care delivery when viewed from the perspective of an episode
of treatment or other broadly defined unit. There is also a need to develop
methods that can be used to assess the degree of coordination in terms of both
process and structural levels. The paucity of such tools makes it more difficult
to identify problems pertaining to coordination between care providers, develop solutions and evaluate their effect.

5. Define a framework for assessment that reflects the priorities of
Swedish patients
Reflecting its commitment to establishing more patient-centered health care
in Sweden, the government should invest in work to define what constitutes
patient-centered care in ways that reflect the current priorities of Swedish patients. The present study documents a good foundation of work in an international context upon which to build. But ultimately, it is important to understand what dimensions of patient-centered care are prioritized by Swedes and
how those dimensions are specifically defined in terms of what constitutes
success and failure in meeting the standards implied by each dimension. Such
a framework could serve in efforts to establish appropriate monitoring and
tracking systems, define areas for attention in government and administrative
activity, and provide a common language and understanding for academic research and work by innovators to meet identified needs.

6. Strengthen efforts to assess and track patient centeredness
The government should invest in strengthening the efforts to assess and
track patient-centeredness in Sweden’s health care. This includes investing
in improved and validated indicators and innovative data collection methods.
Surveys investigating patient experiences of care are critical prerequisites to
the assessment of the degree of patient-centeredness. The Swedish National
Patient Survey provides an invaluable source of data that has yet to be fully
exploited by patients and patient representatives, as well as for quality-improvement purposes. However, there is need for a comprehensive review of
the ownership of the survey data. In order to take full advantage of, and make
use of, the patient survey data for such an assessment on a national level,
complete transparency and availability of the results is needed. Nonetheless,
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this is impeded by the fact that each county council is the sole proprietor of
the data pertaining to that county council and thereby may block access for
outside actors’ review and analysis. To address this concern, the government
should consider assuming responsibility for the National Patient Survey.
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Annex I
What we did

Reflecting a growing policy interest in ensuring that health systems meet the
needs and expectations of the patients they serve, the Swedish Agency for
Health and Care Services Analysis initiated a study to assess the degree to
which Sweden’s health system can be considered to be “patient-centered,” or
responsive to the specific and particular needs, values and preferences of the
actual and potential users of health care services. The study’s objective is to
strengthen the position of patients by identifying how Sweden can obtain a
more patient-centered health care. The study’s charge was to answer several
questions, namely:
1. What type of analytical framework can be used to assess the extent to
which Sweden’s health care system is patient-centered?
2. To what extent is Sweden’s health care system patient-centered?
3. What changes in policy could help to strengthen the degree of patient-centeredness in Sweden’s health care system?
In the first phase of this two-phase project, we produced a framework for assessment of a health system’s patient-centeredness that could serve as a basis
for assessment in the present study, as well as for occasional or regular system
monitoring in the future. The assessment framework could also be modified to
incorporate any newly developed information, such as information on Swedish patients’ priorities and concerns.
Selection and elaboration of the framework for assessment proposed in this
report was informed by a review of publications in the health policy, health
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services administration, and health services research spheres, as well as activities undertaken by international organizations and government actors in
selected countries.
The draft framework for assessment presented in this report was subjected
to peer review by a selected group of expert advisors with practical, policy
and academic expertise. After making revisions to reflect comments and suggestions made by the reviewers, a second draft was submitted for review by
officials from Vårdanalys and a team of independent reviewers selected by the
agency.
The second phase of the study involved application of the framework to assess the patient-centeredness of Sweden’s health system. Work to assess the
patient-centeredness of Sweden’s health system began with a stocktaking of
existing data sources. The objective of this exercise was to determine where
good information exists that can be used for assessment, where good information can be readily developed, and where a longer-term investment in data
development would be needed.
The following served as main sources of data for the present study:
• Review of published findings from patient experience surveys, including
surveys fielded in Sweden and international surveys including Swedish patients;
• Original expert and stakeholder interviews; and
• Review of academic and policy research findings on patient-centeredness
in Sweden, based on an original literature review.
Patient experience data, drawn from patient surveys, constituted a very important source of information for assessing patient-centeredness. In this study
two main surveys were used, the National Patient Survey (2010, 2011) and the
international Commonwealth Fund survey (2011) on sicker adults.
The Commonwealth Fund International Health Policy Survey (IHP) from
2011 is a cross country survey comparing sicker adults’ experiences of health
care. Eleven countries participated in the study, including Sweden.
The National Patient Survey (Nationell Patientenkät) is authorized by the
Swedish Association of Local Authorities (Sveriges Kommuner och Landsting) and includes a large number of questions about the patient experience
with health care delivery. Response rates have been between 55 and 65 percent, with the exception of the psychiatric care surveys, which had response
rate of only 35 percent (inpatient) and 43 percent (outpatient). For the purpose
of the present study, this is a concern to the extent that the views of non-re-
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spondents may not fully correspond with those of the patients who do participate in the survey.
Another source of data generated for the study, was information from expert interviews. A number of experts from organizations established to represent and advocate on behalf of the interests of patients with particular types
of health conditions were consulted to identify strengths and weaknesses of
the health system from the perspective of patients with particular health care
needs. Experts from government were consulted to identify developments in
policy relating to patient-centered care. Academic experts were consulted to
understand the state of the art in research pertaining to patient-centeredness
in Swedish health care.
Undertaking the assessment involved a synthesis of information obtained
from interviews with 34 Swedish experts (see list of experts and their affiliations in Annex II) representing patients, providers, government and other
stakeholders, supplemented with illustrative examples drawn from a review
of findings from academic research studies, government reports, and analysis
of data from patient surveys and reports from patient organizations regarding
type and amount of complaints. The findings were further informed by review
of relevant legislation, regulations and recent public inquiries undertaken in
Sweden.
On the basis of conclusions drawn from assessment of the evidence and
crafted with input from experts familiar with Sweden’s current health policy
environment, we developed policy recommendations that can serve to generate and inform debate regarding possible future reforms. We also identified
actionable, technical recommendations for ways in which to strengthen the
ability to assess and monitor patient-centeredness in Sweden’s health system
in the future.
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Annex II
List of experts interviewed
Marianne Aggestam, Program Officer, National Board of Health and Welfare
Kjell Asplund, Professor of Medicine, Chair of the Swedish National Council
on Medical Ethics
Ingrid Burman, Chair of the Swedish Disability Federation
Daniela Bjarne, Special Advisor, Stroke Association
Agneta Calleberg, Stockholm Patient Advisory Committee
Johan Calltorp, Professor, Health Policy and Management, Jönköping Academy for Health Improvement
Inger Ekman, Director, University of Gothenberg Centre for Person-Centred Care
Birgitta Eriksson, National Board of Health and Welfare (retired)
Lars Fallberg, Director, Indikator Institute
Maria Gardsäter, Project Leader, Rare Diseases Association
Maria Hägglund, Post-doctorate researcher, Health Informatics Centre, Karolinska Institute
Åke Hedin, Association Secretary, Heart and Lung Association
Kerstin Holmberg, Gothenburg Patient Advisory Committee
Inger Holmström, Associate Professor, Department of Public Health and Caring
Sciences, Uppsala University
Maria Jacobsson, Legal Specialist, National Board of Health and Welfare
Eva Jangland, Department of Surgical Sciences, Uppsala University
Ingrid Kössler, former Chair, Swedish Breast Cancer Association
Stig Lindahl, Member of the board, Prostate Cancer Association
Birgitta Lindelius, Program Officer, National Board of Health and Welfare
Annelie Liljegren, Chief Physician, Clinic for Oncology, Karolinska University
Hospital
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Annex II: List of experts interviewed

Anders Lönnberg, Chair, Stockholm Diabetes Association
Niels Lynöe, Professor, Specialist in General Medicine, Department of Learning, Informatics, Management and Ethics, Karolinska Institute
Henrik Moberg, Special Advisor, Ministry of Health and Social Affairs
Roger Molin, National Coordinator for Patients’ Choice of Care, Ministry of
Health and Social Affairs
Tommy Nordqvist, Gothenburg Patient Advisory Committee
Jesper Olsson, Special Advisor, Ministry of Health and Social Affairs
Olle Olsson, Program Officer, Swedish Association of Local Authorities and
Regions
Lennart Persson, Chief Executive Officer, Uppsala University Hospital
Heidi Stensmyren, Specialist in Anaestesiology and Intensive Care, Second
Vice President, The Swedish Medical Association
Kristina Söderlund, Communication Officer, Swedish Rheumatism Association
Karl Swedberg, Senior Professor, University of Gothenburg
Sofia Tullberg, Project Leader, Swedish Association of Local Authorities and
Regions
Jimmie Travett, Chair, Social and Mental Health Association
Sven Wåhlin, Specialist in General Medicine, Stockholm
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Annex III
Survey questions included
in unweighted index (IHP 2011)

Dimension 1:
• When you receive care or treatment, how often does your regular doctor or
someone in your doctor’s practice encourage you to ask questions? Percentage answering always.
• When you receive care or treatment, how often does your regular doctor or
someone in your doctor’s practice explains things in a way that is easy to
understand? Percentage answering always.
• During the past year, when you received care, has any health care professional you see for your condition(s) given you clear instructions about
symptoms to watch for and when to seek further care or treatment? Percentage answering yes.
• Before you had surgery, were you well-informed and prepared for what the
recovery would be like? Percentage answering yes, definitely.
• When you have received care or treatment from specialists, how often did
they give you an opportunity to ask questions about recommended treatment? Percentage answering always.
• When you have received care or treatment from specialists, how often did
they tell you about treatment choices? Percentage answering always.
• When you left the hospital did you receive clear instructions about symptoms to watch for and when to seek further care? Percentage answering yes.
• When you left the hospital were you given very clear instructions about

Patient-centeredness in Sweden’s health system – an external assessment and six steps for progress

77

Annex III: Survey questions included in unweighted index (IHP 2011)

what medicines you should be taking? Percentage answering yes.
• When you left the hospital, did you know who to contact if you had a question about your condition or treatment? Percentage answering yes.

Dimension 2: Respecting patients’ individual needs, preferences
and values
• When you receive care or treatment, how often does your regular doctor or
someone in your doctor’s practice spend enough time with you? Percentage
answering always.
• When you have received care or treatment from specialists, how often did
they involve you as much as you want to be in decisions about your treatment or care? Percentage answering always.
• During the past year, when you received care, has any health care professional you see for your condition(s) discussed with you your main goals or
priorities in caring for your condition(s)? Percentage answering yes.
• During the past year, when you received care, has any health care professional you see for your condition(s) helped you make a treatment plan that
you could carry out in your daily life? Percentage answering yes.

Dimension 3: Coordinating care across service providers
and ensuring continuity of care
• In the past 2 years, was there ever a time when doctors or other health care
professionals failed to share important information about your medical
history or treatment with each other? Percentage answering no.
• When you saw the specialist did he or she have information about your
medical history? Percentage answering yes.
• After you saw the specialist or consultant, did your regular GP seem informed about the care you got from the specialist or consultant? Percentage answering yes.
• How often does your regular doctor / GP or someone in your doctor’s / GP’s
practice help coordinate or arrange the care you receive from other doctors
and places, such as make appointments? Percentage answering always.
• When you left the hospital, did the hospital staff provide you with a written
plan for your care after discharge/Did the staff provide you with a written
plan for your care after discharge from surgery? Percentage answering yes.
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