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Summary
The main focus of the present paper is to describe 1) the healthcare system speciﬁc inﬂuences on patient participation in medical decision making
and 2) the current state of research and implementation of shared decision
making (SDM) after ten years of substantial advances in health policy and
research in this ﬁeld.
What about policy regarding SDM?
The ‘‘Medical Patients Rights Act’’ is to standardise all the rights and responsibilities within the scope of medical treatment. This also comprises the right
to informed decisions, comprehensive and comprehensible information for
patients, and decisions based on the partnership of clinicians and patients.
What about tools – decision support for patients?
SDM training programmes for healthcare professionals have been developed and partly implemented. Several decision support interventions – primarily with support from health insurance funds – have been developed
and evaluated.

What about professional interest and implementation?
Against the background of the German health policy’s endorsement of
patient participation, the German government and other public institutions are currently funding different research programmes in which shared
decision making is playing a substantial role. The development and implementation of decision support tools for patients and professionals as
well as the implementation of trainings for healthcare professionals require
stronger efforts.
What does the future look like?
With the support of health policy and with the utilisation of scientiﬁc evidence, the transfer of shared decision making into practice is
considered to be meaningful in the German healthcare system. The
translation into routine care will remain an important task for the
future.
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Patientenbeteiligung und Partizipative Entscheidungsﬁndung in Deutschland: Historische
Entwicklung, Träger und Praxistransfer
Zusammenfassung
Ziel dieses Beitrags ist einerseits die Beschreibung, wie das deutsche
Gesundheitssystem speziﬁschen Einﬂuss auf die Patientenbeteiligung bei
medizinischen Entscheidungen nimmt. Andererseits werden der gegenwärtige Stand der Forschung und die Implementierung der Partizipativen
Entscheidungsﬁndung (PEF; Shared Decision Making) 10 Jahre nach substanziellen Fortschritten in der Gesundheitspolitik und Forschung in diesem
Feld ausgewertet.
Wie steht es mit gesetzlichen Regelungen zur PEF?
Das geplante Gesetz über Patientenrechte soll die Rechte und Verantwortlichkeiten bezüglich medizinischer Behandlungsmaßnahmen regeln.
Es umfasst sowohl das Recht auf informierte Entscheidungen sowie umfassende und verständliche Informationen für Patienten als auch medizinische Entscheidungen, die partnerschaftlich von Ärzten (und anderen
Gesundheitsberufen) und Patienten getroffen werden.
Wie steht es mit PEF-Instrumenten – Entscheidungshilfen für Patienten?
Speziﬁsche Trainingsprogramme zur Partizipativen Entscheidungsﬁndung für medizinische Fachkräfte wurden entwickelt und teilweise

implementiert. Medizinische Entscheidungshilfen wurden – hauptsächlich mit Unterstützung von Krankenkassen – entwickelt und
evaluiert.
Wie steht es mit dem Interesse der Profession und der Implementierung?
Vor dem Hintergrund der Unterstützung der Patientenbeteiligung durch
die deutsche Gesundheitspolitik fördern die Bundesregierung und andere
öffentliche Träger Forschungsprogramme, in denen Patientenorientierung
und PEF einen Schwerpunkt bilden. Es sind jedoch noch verstärkte Anstrengungen im Bereich der Entwicklung und Implementierung von Entscheidungshilfen für Patienten sowie der Implementierung von Trainingsprogrammen für Gesundheitsberufe notwendig.
Wie sieht die Zukunft aus?
Mit der Unterstützung der Gesundheitspolitik und gestärkt durch wissenschaftliche Belege zur Wirksamkeit wird die Übertragung der PEF
in das deutsche Versorgungssystem als bedeutsam eingeschätzt. Translation in die Routineversorgung ist eine wichtige Aufgabe für die
Zukunft.

Schlüsselwörter: Patientenbeteiligung, Partizipative Entscheidungsﬁndung, Gesundheitspolitik, Patientenorientierung
(Wie vom Gastherausgeber eingereicht)

Introduction
The German health care system is based
on solidarity and self-government and is
contribution-ﬁnanced. The health insurance system is composed of a mixture
of statutory and private health insurance programs covering almost the entire population. For all insured persons,
the health care beneﬁts of the compulsory insurance are fundamentally equal
and deﬁned by law. This applies to
approximately 89% of the population.
The remaining 11% are insured through
private insurance, in which the health
care beneﬁts are determined by different rates according to the needs of the
insured person. Unlike many other European countries, Germany does not provide its citizens with health care through
a centralised state-run system, but via
a complex network of public bodies at
law and a large number of independent
regional and local bodies.
The goal of this article is 1) to clarify the speciﬁc health care system inﬂuences upon which patient participation, patient information, and the implementation of shared decision making
in Germany are based. 2) The current
status of milestones concerning training
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programs, research, development and
implementation of SDM will be described.

Patient participation in
political decisions
concerning health care
(macro level)
Federal Joint Committee and
Commissioner for Patients
The Federal Joint Committee (Gemeinsamer Bundesausschuss, www.g-ba.de)
was institutionalised as a legal entity
under public law formed by the National Association of Statutory Health
Insurance Physicians (KBV), the German Hospital Society (DKG) and the
health insurance funds in 2004. The
task of the board is to substantiate
which outpatient or inpatient medical beneﬁts are adequate, practicable
and cost-effective, and therefore belong to health services. Within the committee, patients, as ofﬁcial members,
have advisory and proposal rights. Advisory rights include the sharing of experiences and of interests of patients
and the self-help of chronically ill and

disabled persons. The proposal rights
refer, for instance, to the acceptability of new research and treatment
methods. Around 100 experts are involved as permanent patient representatives, who represent and counsel the
Federal Joint Committee. Furthermore,
in 2004, the Federal Government appointed the ‘‘Commissioner for Patients
of the Federal Government’’ (rank of
a state secretary) to represent patient
interests. His foremost contribution is
to strengthen patient rights and to advance these within the health care system (www.patientenbeauftragte.de).

Patient laws and juristic
perspectives on shared
decision making
In 1999, the Conference of German
Health Ministers adopted the document
‘‘Patient rights in Germany today’’. It is
explicitly laid down that patients have
the right to clear, expert and satisfactory education and counselling in order to explain the usage and risks of
diagnostics, and advantages and risks
of the treatment or non-treatment options. Physicians must be sure that patients have understood the information.
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It is pre-assigned that patients must be
informed about the type and possibility of different risks and their relation to
recovery chances.
Further legal regulations that inﬂuence
the diffusion of shared decision making
are the German Social Code (SGB V,
Paragraph 1 and SGB IX, Paragraph 9),
which concerns patients’ solidarity, responsibility and active participation in
acute care as well as rehabilitation (including a ‘‘personal budget’’ for treatment decisions). In addition, the health
insurance funds are assigned to support these goals through education and
counselling. This law allows health insurance funds to implement contributions to the collective of the insured inhabitants in order to diffuse information
for patients or develop decision aids.
At the end of 2010, the Commissioner
for Patients of the Federal Government
announced a ‘‘Law on Patients’ Rights’’
to come into force in 2011/2012. This
law is to standardize all rights and responsibilities within the framework of
medical treatment. This also comprises
the right to informed decisions, comprehensive and comprehensible information for patients, and decisions based
on the partnership of the clinician and
patient.1

National institutions
supporting patients’
medical decisions (meso
level)
Institute for Quality and
Efﬁciency in Health Care (IQWiG)
The Institute for Quality and Efﬁciency in Health Care (www.iqwig.de)
is an independent, non-governmental
and non-proﬁt foundation that is intended to establish evidence-based reports on drugs, non-drug interventions,
methods for diagnosis and screening, treatment guidelines and disease management programs. In addition, as an independent publisher of
1 (Submission for a modern law on patients’
rights (‘‘Für ein modernes Patientenrechtegesetz’’, Bundestag-Drucksache 17/907, http://dip21.
bundestag.de/dip21/btd/17/009/1700907.pdf)

evidence-based consumer health and
patient information, IQWiG has been
providing evidence-based health information for patients and the general
community since 2004. This information supports evidence-based decision
making in the German health care services. Informed Health Online went online in 2006, and has covered more
than 150 important medical topics so
far (www.informedhealthonline.de).

Health insurance, self-help
organizations and independent
counselling services
It is in the responsibility of social health
insurance funds to preserve or cure the
health of their members or improve
their medical condition (Social Security
Code, Art. 1). Scientiﬁcally sound and
efﬁcient measures have to be applied
(Art. 70). Patients’ information and
shared decision making are programmatically embedded. Within the framework of the Social Legislation Code (§
65b, Volume Five), it is stated that independent organizations for patient
counselling are funded by contributions
from the mandatory health insurance.
These organizations pursue the goal
of securing independent, neutral and
high-quality counselling for patients in
Germany, in order to strengthen their
autonomy and individual responsibility. These counselling facilities inform
patients of their rights as patients, enable access to quality-assured patient
information, and prepare the patient
for the medical consultation (www.
unabhaengige-patientenberatung.de).
This service has been legally established
since the beginning of 2011 following
a lengthy pilot phase.
The Social Legislation Code (§ 20c, Volume Five) also determines that self-help
groups, organizations and contact ofﬁces are to be aided by the mandatory health insurance. Self-help groups
should receive a contribution from the
health insurance funds of D 0.57 per
year (2011) and per insured person.
With this assistance, basic support for
the existing organizations can be carried
out, as well as the support of individually
selected self-help projects. Self-help or-
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ganizations are actively supporting the
concept of shared decision making in
Germany.

Agency for Quality in Medicine
Another non-governmental medical organization that strengthens patient
inﬂuence on medical decisions is
the Agency for Quality in Medicine
(www.aezq.de), which is a non-proﬁt organization owned by the German Medical Association (BÄK) and the National
Association of Statutory Health Insurance Physicians (KBV). The Agency has
created a website, where information
on health is reviewed by patients and
experts regarding its quality and autonomy (www.patienten-information.de),
and which links to reliable information sources for consumers and patients. Since medical treatment guidelines are difﬁcult to understand for most
patients, patient guidelines and decision support tools (mostly print materials) have been developed for the current
National Clinical Practice Guidelines (indications: asthma, chronic obstructive
pulmonary disease, coronary heart disease, diabetes, depression) and guidelines in oncology (breast, prostate, and
pancreatic cancer)2 in order to make
the medical guidelines comprehensible and offer extensive information
and support. Shared decision making,
as the most valid clinician-patient approach for guideline-oriented recommendations, has recently been established as a therapeutic strategy (recommendation level B) for the ﬁrst time
within the National Clinical Practice
Guideline on ‘‘Depression’’ [1]

German Network for
Evidence-Based Medicine
Founded in 2000, the German Network for Evidence-Based Medicine
(www.ebm-netzwerk.de/english) is a
scientiﬁc association that, within one
of its departments (‘‘patient information
and involvement‘‘), expressly accepts
2 Guideline program and decision tools supported
by the German Cancer Association (DKG), the German
Cancer Aid (DKH) and the Scientiﬁc Medical Societies
in Germany (AWMF)
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shared decision making. The area of information for patients and patient participation within this network consists of
an aggregation of health professionals,
health care researchers and representatives of the patient organizations and
self-help groups. The functions of this
department lie especially in the domain
of educating people about the meaning
and issues of evidence-based medicine,
as well as in developing and dispersing evidence-based treatment information for laypersons, recently guidelines
for health information (=Good Clinical
Practice for Health Information, 2009)3 .

Patient Universities
The ﬁrst university for patients in Germany was founded
in Hannover in October 2006
(www.patientenuniversitaet.de), and
the second in Jena in October 2009.
The universities’ goals are to offer
health education, empowerment,
knowledge about healthcare structures and methodological principles
to citizens and patients. The universities aim to address both experts and
the general population. Speciﬁc educational provisions, which are oriented
toward citizens, patients and their representatives, are designed to impart
knowledge about responsibilities when
treating illnesses, as well as knowledge of the structures of the health
care system and methodological background for the assessment of study
outcomes.

Health Targets and National
Cancer Plan
Health targets.de (www.gesundheit
sziele.de) is a co-operation between the
Federal Ministry of Health (BMG) and
the Association for Social Security Policy
and Research (GVG) and is funded by
the Ministry. Health targets.de aims to
strengthen the idea of target setting at
all levels of the health care system and
has so far been developing six speciﬁc
health targets, one explicitly concerning
the improvement of patients’ and citi3 www.ebm-netzwerk.de/grundlagen/images/gpgi

2009 11.pdf
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zens’ competence in health-related issues. In 2008, the National Cancer Plan
was started in Germany. This program,
under the direction the Federal Ministry
for Health, describes the main tasks to
optimize oncologic care in four areas of
action. In the area ‘‘Strengthening Patient Orientation’’, the aim of shared
decision making has explicitly been described as follows:
- Patients have to be actively involved in
making decisions regarding their care
- Evidence-based information should
be provided to patients during therapy
and care to support them in making
decisions
- Shared decision making should be
implemented4 .

Patient participation in
medical decision making
(micro level)
The approach of patient participation in
medical decision making has been discussed openly in Germany since the late
1990 s. However, the ﬁrst publications
in German [2–4] only discussed the approach conceptually. Clinical trials for
the evaluation of patient participation in
medical decision making were primarily initiated through the research program of the Federal Ministry of Health
(www.shared-decision-making.org) [5].
Medical education at the universities
concerning the topics physician-patient
communication and decision making
is executed at Institutes of Medical Psychology, Medical Sociology,
Psychosomatics, and General Practice. In an older survey, 12 out
of 23 Medical Psychology institutes
(52%) disclosed that they have incorporated shared decision making
into medical education [6], and that
training efforts had been undertaken
to prepare academic teachers for these
courses. The current dissemination of
SDM in medical education, and the implementation and importance of SDM,
was again assessed in February 2011
4 National Cancer Plan, Background Paper:
http://www.bmg.bund.de/glossarbegriffe/nationalerkrebsplan.html.)

via telephone interviews. Results can
be reported from 24 of 32 Medical
Psychology departments (Germany has
32 medical schools). 67% (N = 16) of
those interviewed stated that SDM is
part of their curriculum. On average, institutes spend 3-4 hours per semester
on teaching SDM (lectures / seminars).
The relevance of SDM within the curriculum has been rated with a mean
of 5.3 (in 2006: mean 4.4, range: 0
to 10). Nine of the institutes indicated
that they use SDM-speciﬁc teaching materials, of which ﬁve refer to a particular SDM training manual [30]. Thus,
this update shows a moderate increase
in the dissemination and importance of
SDM in medical education in Germany
compared to 2007.

Current state of national
research on shared
decision making
Since the funding of the research program ‘‘Patient as partner in medical
decision making’’ (2001-2005), funded
by the German Ministry of Health
(GMH), research in this subject has
become measurably consistent. In a
theory-guided consensus process, the
German-language deﬁnition of patient
participation in medical decision making
(Shared Decision Making = Partizipative
Entscheidungsﬁndung - PEF) was established [3]. Prior to the funding, individual work groups at different universities had researched this subject
(www.evidence.de; www.gesundheit.
uni-hamburg.de). Controlled studies
have been made possible in large part
by this research program [5].
Studies were implemented within ﬁve
areas of internal medicine (hypertension [7], respiratory illnesses, arterial obstructive disease, breast cancer [8–10]
and palliative care [11,12]) as well
as ﬁve areas in the ﬁelds of neurology and psychiatry (multiple sclerosis [13–16], chronic pain [17–19], alcohol abuse [20], depression [21–24]
and schizophrenia [25–27]). Furthermore, many questionnaires for the
measurement of processes and outcome of shared decision making were
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Table 1. Patient participation and SDM in Germany.
Organizations advocating patient participation and SDM in Germany
Federal Joint Committee
Commissioner for Patients
Institute for Quality and Efﬁciency in
Health Care (IQWiG)
Independent Patient Counselling
Germany (UPD)
Agency for Quality in Medicine
German Network for Evidence-Based
Medicine
Health Targets.de
Patient Universities
University Witten/Herdecke

www.g-ba.de
http://www.patientenbeauftragte.de
www.iqwig.de
www.informedhealthonline.de
www.unabhaengige-patientenberatung.de
www.aezq.de
www.patienteninformation.de
www.versorgungsleitlinien.de
www.ebm-netzwerk.de
www.gesundheitsziele.de
www.patienten-universitaet.de
www.gesundheitsuni-jena.de
www.evidence.de

Research promotion / funding programs for SDM
Federal Ministry of Health
Federal Ministry of Health, Federal
Ministry of Labour and Social
Affairs, Health Insurance
Companies and German Statutory
Pension Insurance Scheme
German Cancer Aid

http://www.bmg.bund.de
‘‘The patient as a partner in medical decision making’’ (www.shared–decision-making.org)
‘‘Chronic diseases and patient orientation’’ (www.forschung-patientenorientierung.de)

‘‘Research projects in psychosocial oncology care’’ (www.krebshilfe.de)

Tools for patients / physicians
Universities of Marburg, Düsseldorf,
Rostock
University of Freiburg and University
Medical Center Göttingen
AOK – Health Insurance; University
of Bremen; German Cancer
Research Center
AOK – Health Insurance
Barmer-GEK Health Insurance
TK – Health Insurance, University of
Freiburg
AOK – Health Insurance and
Ludwig Boltzmann Institute for
Health Technology Assessment
Federal Ministry of Health,
Universities of Freiburg and
Hamburg

University of Hamburg

developed and/or validated for the German context [28,29] (see contribution
of Scholl and colleagues in this volume).
From 2005 to 2007 training programs,
transfer measures that partially use the
train-the-trainer concept in further education, and promotion of concepts and

Decision aid for cardiovascular prevention (www.arriba-hausarzt.de)
German adaption of healthtalkonline.org, personal stories of patient experiences
(www.krankheitserfahrungen.de)
Decision aid for patients facing PSA screening (www.psa-entscheidungshilfe.de)
Decision aid for patients with breast cancer
(www.aok.de/assets/media/bundesweit/entscheidungshilfebrust.pdf)
Decision aid for early detection of breast cancer – mammography screening
http://www.gesundheit.uni-hamburg.de/upload/BarmerMammograﬁe2010.pdf
Decision aid for patients with depression or acute low back pain
(www.tk.de/tk/kompetent-als-patient/tk-patientendialog/tk-patientendialog-starten/33818)
Decision aid for HPV vaccination against cervical cancer
http://www.aok.de/portale/bundesweit/hpv/
Decision aids for dementia
Treatment of Alzheimer’s disease
http://www.demenz-leitlinie.de/Entscheidungshilfe-Behandlung.pdf
Medication for Alzheimer’s disease – yes or no?
http://www.demenz-leitlinie.de/Entscheidungshilfe-Medikamente.pdf
Caring of demented patients
http://www.demenz-leitlinie.de/Entscheidungshilfe-Pﬂege.pdf
Decision aid for colon cancer screening
http://www.gesundheit.uni-hamburg.de/upload/Darmkrebsinternet.pdf

materials via internet and conferences
were in the foreground [30,31].
A large national research fund consisting of grants from three Ministries
(Ministry of Health, Ministry of Education and Research, and Federal Ministry of Labour and Social Affairs) and
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of health insurance companies as well
as the German Statutory Pension Insurance Scheme (DRV Bund) contracted
out the amount of 21 million Euros
for research projects within a six-year
period (2008-2014); 42 projects are
funded in the ﬁrst period (-2011).

267

Studies are proposed within the three
themes ‘‘Need-speciﬁc patient information’’ (1), ‘‘Patient education programs for chronically ill patients’’ (2)
and ‘‘Organisation of participatory
structure of health care’’ (3) (www.
forschung-patientenorientierung.de).
Ten projects are further investigating
diverse SDM-related research questions
and interventions (e.g. the development of shared goals in coronary heart
disease or in vocational rehabilitation,
the development of decision support
interventions in chronic diseases, the
transfer of ‘‘healthtalkonline.org’’ into
German, the development and/or validation of SDM-related assessment instruments, or the evaluation of interdisciplinary SDM training programs for
health professionals in rehabilitation
clinics).
In addition, the German Cancer Aid,
a non-proﬁt organization with the
goal of improving prevention, diagnosis, therapy, psychological care and
self-help, is funding different research
grants (two periods from 2008-2014,
www.krebshilfe.de) for psychosocial
oncology with an emphasis on patient
orientation (background, development
and implementation of the concepts of
patient orientation and shared decision
making in health care)5 .
Other cooperation partners that support speciﬁc research and implementation projects are health insurance
funds. Web-based patient decision aids
and interactive health information systems, which include decision making
aids for prostate cancer screening, acute
back pain, and depression are being worked on and evaluated and realised via the websites of health insurance companies6 . The Scientiﬁc Institute of Techniker Krankenkasse for
Beneﬁt and Efﬁciency in Health Care
(WINEG) has deﬁned patients’ information as one issue of three ﬁelds of activity. In this ﬁeld of activity, diverse areas
of evidence-based patient information
(EBPI) have been developed [32,33].
5 www.krebshilfe.de/ﬁleadmin/Inhalte/Downloads/
PDFs/Foerderung/2010 Psychosoz Onkol 2/PSO
Ausschreibunstext ﬁnal homepage.pdf
6 www.tk-online.de;
www.psa-entscheidungshilfe.de
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Finally, decision support technologies
have been developed and implemented
in routine care through funding of the
Federal Ministry of Education and Research (www.arriba-hausarzt.de). The
electronic library of decision aids for
general practitioners, ‘‘arriba-libTM ’’,
with ‘‘lib’’ being an acronym for
‘‘library’’, has a modular structure and
currently contains evidence-based decision aids for the topics cardiovascular prevention [34–36], atrial ﬁbrillation,
coronary heart disease, oral antidiabetics, conventional and intensiﬁed insulin
therapy, and unipolar depression. The
modules are structured to assist physicians in counselling their patients according to the shared decision making
philosophy. These steps can be regarded
as a framework to help the clinician to
effectively structure the encounter. The
tools are, however, only available for
general practitioners, organized within
speciﬁc integrated care contracts at the
moment.

Implementation strategies
and perspectives of shared
decision making in
Germany
The dissemination of shared decision
making is possible through different intervention strategies: Interventions for
health care providers are mostly accomplished through publications, continuing education and training. The following table offers an overview of agencies,
funding programs and tools advocating
SDM in Germany (see Table 1).
Nationwide training interventions had
been administered [30,31], and the implementation in communication programs in many of the German Medical schools has been rather successful [6]. However, the transfer to routine medical care still has a long way
to go.
Despite promising individual research
projects [14,15,34] as well as projects of
different health insurance funds and the
Agency for Quality in Medicine initiatives, the development of decision support materials and technologies in Germany is, in comparison to important

English-speaking countries, still lagging
behind. This is an area in which the
need for development and evaluation
is very high. International and/or European efforts to adapt and transfer established decision tools may represent
rational ways to proceed faster [37].
A clear indication for increasing implementation is the linking of shared
decision making with the actions of secure quality management, self-help initiatives [38] and the patient safety initiative within the German health care.
Patient participation in medical decision
making is increasingly seen as a quality indicator for medical care and must
therefore be addressed within the quality reports of hospitals and practices (patient orientation is already deﬁned as a
criterion within the certiﬁcation process
for quality management systems in hospitals and practices, see: www.ktq.de).
Altogether, there are many different
facets that have enabled the implementation of shared decision making in Germany. Shared decision making has been successfully initiated
and paths for implementation evaluated. However, many steps still have
to be taken to further develop and
implement the approach of shared
decision making in daily medical
care.
Research was, and is, a strong driver
in this ﬁeld in Germany. At the end of
2010, the Federal Government passed
the framework program ‘‘Health Research’’, in which the Federal Ministry
of Education and Research is supporting research with more than ﬁve billion
Euros between 2011 and 2014. It has
explicitly been stated that one of the six
action areas will focus on patient orientation, patient safety and processes for
mutual decision making7 .
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